
Difficult Decisions in Surgery:
An Evidence-Based Approach

Vassyl A. Lonchyna
Peggy Kelley
Peter Angelos   Editors

Difficult 
Decisions 
in Surgical 
Ethics
An Evidence-Based Approach



Difficult Decisions in Surgery: An Evidence-
Based Approach

Series Editor
Mark K. Ferguson, Department of Surgery
University of Chicago
Chicago, IL, USA



The complexity of decision making in any kind of surgery is growing exponentially. 
As new technology is introduced, physicians from nonsurgical specialties offer 
alternative and competing therapies for what was once the exclusive province of the 
surgeon. In addition, there is increasing knowledge regarding the efficacy of 
traditional surgical therapies. How to select among these varied and complex 
approaches is becoming increasingly difficult. These multi-authored books will 
contain brief chapters, each of which will be devoted to one or two specific questions 
or decisions that are difficult or controversial. They are intended as current and 
timely reference sources for practicing surgeons, surgeons in training, and educators 
that describe the recommended ideal approach, rather than customary care, in 
selected clinical situations.

More information about this series at http://www.springer.com/series/13361

http://www.springer.com/series/13361


Vassyl A. Lonchyna • Peggy Kelley 
Peter Angelos
Editors

Difficult Decisions in 
Surgical Ethics
An Evidence-Based Approach



ISSN 2198-7750     ISSN 2198-7769 (electronic)
Difficult Decisions in Surgery: An Evidence-Based Approach
ISBN 978-3-030-84624-4    ISBN 978-3-030-84625-1 (eBook)
https://doi.org/10.1007/978-3-030-84625-1

© The Editor(s) (if applicable) and The Author(s), under exclusive license to Springer Nature 
Switzerland AG 2022
This work is subject to copyright. All rights are solely and exclusively licensed by the Publisher, whether 
the whole or part of the material is concerned, specifically the rights of translation, reprinting, reuse of 
illustrations, recitation, broadcasting, reproduction on microfilms or in any other physical way, and 
transmission or information storage and retrieval, electronic adaptation, computer software, or by similar 
or dissimilar methodology now known or hereafter developed.
The use of general descriptive names, registered names, trademarks, service marks, etc. in this publication 
does not imply, even in the absence of a specific statement, that such names are exempt from the relevant 
protective laws and regulations and therefore free for general use.
The publisher, the authors and the editors are safe to assume that the advice and information in this book 
are believed to be true and accurate at the date of publication. Neither the publisher nor the authors or the 
editors give a warranty, expressed or implied, with respect to the material contained herein or for any 
errors or omissions that may have been made. The publisher remains neutral with regard to jurisdictional 
claims in published maps and institutional affiliations.

This Springer imprint is published by the registered company Springer Nature Switzerland AG
The registered company address is: Gewerbestrasse 11, 6330 Cham, Switzerland

Editors
Vassyl A. Lonchyna
The University of Chicago Medicine
University of Chicago
Chicago, IL, USA

Peter Angelos
Department of Surgery  
MacLean Center for Clinical Medical Ethics
The University of Chicago
Chicago, IL, USA

Peggy Kelley
Providence Children’s Surgical Services 
St. Vincent Hospital
Portland, OR, USA

https://doi.org/10.1007/978-3-030-84625-1


We dedicate this book to

Mark and Anna Siegler
Your guidance of hundreds of Clinical 
Ethics Fellows
through their time at the MacLean Center for 
Clinical Medical Ethics,
and your collective enthusiasm, warmth, and 
dedication
to the study of clinical medical ethics
have inspired this book.



vii

Foreword

The complexity of decision making in medicine, and in surgery in particular, is 
growing exponentially. As new technology is introduced, physicians from nonsurgi-
cal specialties offer alternative, competing, and sometimes superior therapies for 
what was once the exclusive province of the surgeon. The increasingly frequent use 
of institutional databases and national databases has provided information regarding 
the efficacy of standard surgical therapies. Similar levels of scrutiny regarding non- 
surgical therapies have not been achieved in many instances, making comparisons 
among different approaches to conditions challenging. The lack of relevant out-
comes data for a variety of procedural approaches for a specific condition makes 
discussing interventions with patients and their families challenging.

Concepts such as shared decision making are growing in stature, offering patients 
and their families more input and autonomy in the acceptance of surgery as a rem-
edy. Surgeons are learning to become less dogmatic and paternalistic. Instead, they 
are providing information to patients and their families and offering tools such as 
decision aids to help patients express their wishes. These recent changes in the clini-
cal landscape offer seemingly endless possibilities for treatment decisions based on 
risks, complications, prognosis, and quality of life. How to navigate among these 
varied and complex approaches is becoming increasingly challenging.

In response to these needs, a series of books was launched in 2007 titled “Difficult 
Decisions in Surgery: An Evidence-Based Approach,” designed to assist surgeons 
and other medical professionals in decision making. The first two volumes were 
focused on thoracic surgery. The success of these volumes prompted development 
of a broader overview of challenging surgical situations, and now includes a number 
of surgery-related specialty and subspecialty areas.

The editors for each volume are selected from individuals who have a current or 
prior important relationship to The University of Chicago, particularly the 
Department of Surgery. This institution is regularly named among the top 10 univer-
sities world-wide and is associated with perhaps the largest number of Nobel laure-
ates of any in the world. This history, and the thoughtful process of faculty 
recruitment, imbue the medical school faculty with a considered approach to clini-
cal science. This approach is particularly true of the editors of this volume, who are 
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highly skilled clinical surgeons. In addition, they are well-trained and experienced 
in clinical medical ethics, and thus are able to approach the field of clinical ethical 
decision making with an informed rigor.

This volume was conceived of and developed in a unique setting. The University 
of Chicago is noted for transforming the work of theoretical bioethicists in the 
1970s to bring focus to applications of ethics in clinical practice. Led by Dr. Mark 
Siegler, these efforts were formalized with the founding of the MacLean Center for 
Clinical Medical Ethics in 1984. This Center has helped develop guidelines in clini-
cal medical ethics, pioneered the inpatient Ethics Consultation service, and has long 
been associated with the field of Surgical Ethics. The MacLean Center developed a 
Clinical Medical Ethics Fellowship program, which has graduated nearly 500 fel-
lows. This includes the lead editor for this volume, Dr. Vassyl Lonchyna, one of over 
80 surgeon graduates, who, as a Fulbright Scholar, developed an ethics curriculum 
in Ukraine. The Center currently has a number of American College of Surgeons 
grantees who are pursuing a one-year program in surgical ethics and Dr. Peggy 
Kelley, a pediatric ENT specialist, was one of the first of these ACS selectees. Dr. 
Peter Angelos, one of the first surgeons to complete the Fellowship, is a prolific 
author in surgical ethics and the current Associate Director of the MacLean Center.

To date, previous Difficult Decisions publications include the following subspe-
cialty volumes: bariatric, cardiothoracic critical care, colorectal, endocrine, head 
and neck oncology, hepatobiliary/pancreatic, thoracic, trauma, and vascular. The 
current volume on Surgical Ethics is unique to the series. Rather than being devel-
oped based on PICO formatted statements, the chapters focus on the four pillars of 
ethics: beneficence, non-maleficence, autonomy, and justice. The editors of this vol-
ume have compiled a dizzying array of clinical situations and populated the author 
list with internationally recognized experts. Together, they sort through the chal-
lenges these scenarios offer and provide wise counsel that every reader can benefit 
from. This volume is unique in the Difficult Decisions series and is unique in the 
history of biomedical publication.

Department of Surgery  
The University of Chicago, 
Chicago, IL, USA

Mark K. Ferguson  
mfergus@bsd.uchicago.ed

Foreword
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Chapter 1
Introduction

Bernard Lo

Abstract “A surgeon is a physician and more.” This declaration by one of my sur-
gery professors could serve as a motif for this book on surgical ethics. In several 
ways, surgical ethics is more than clinical ethics in other specialties. This introduc-
tion places the chapters of this comprehensive multi-authored book into a broader 
perspective by discussing several themes that cut across the chapters.

Keywords Patient trust · Adverse events · Surgical innovation  
Surgical learning · Disclosure · Artificial intelligence

“A surgeon is a physician and more.”

1.1  Special Features of Surgical Ethics

Like all physicians, surgeons follow the ethical principles of respect for patients and 
their autonomy, acting in the patient’s best interests, optimizing the balance between 
benefits and harms of interventions, and distributing resources and benefits justly. In 
addition, all physicians, including surgeons, should act with compassion, trustwor-
thiness, integrity, and self-reflection. However, surgery differs from other special-
ties in important clinical ways, which lead to differences in the weight and 
interpretation of ethical guidelines, as well how surgeons respond to specific clini-
cal situations and dilemmas [1].

Surgery has several distinctive clinical features. First, surgeons intentionally 
cause short-term injury to patients in order to achieve long-term therapeutic goals. 
Although all medical interventions involve risk, many surgical adverse effects are 
certain and occur before any benefit can be realized. All surgical patients undergo 
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operative risks, experience post-operative pain, and emerge with scars. Second, 
patients give the surgical team control of their bodies in the operating room [2]. 
Neither patients, their families, nor their primary care or referring physicians 
know what happens in the operating room. Third, operations are not standardized 
like standard dosages and regimens for pharmaceuticals. The surgeon’s technical 
skill, judgment, experience, and confidence influence patient outcomes. It is chal-
lenging for non-surgeons to assess the quality of surgical care. Surgeon-specific 
outcomes, or even hospital-specific outcomes, for a procedure are generally not 
available; even when they are, it is challenging to account for case mix and sever-
ity of illness.

These distinctive clinical characteristics of surgery have important ethical impli-
cations [1], as subsequent chapters in the book discuss in detail. Acting in the 
patient’s best interests takes on heightened importance in surgery because patients 
are completely dependent on the surgical team during operations. In other special-
ties, a patient who is strongly dissatisfied with a physician’s care and outcomes can 
switch to another doctor who can alter the plan of care if necessary. But once an 
operation commences, a patient remains in the surgeon’s hands until the procedure 
is completed. Because patients are so dependent during the operation, it is impor-
tant that they feel able to trust their surgeon, as we discuss at the end of the 
introduction.

The informed consent procedure and shared decision-making are especially 
important because surgery is a major bodily invasion. Some operations, such as 
mastectomy, colostomy, or amputation, dramatically alter the patient’s body image, 
sense of self, or daily functioning. Patients differ in what surgical risks they are will-
ing to accept in return for what prospect of benefit. For example, patients might 
place different weight on the trajectory of returning to full activities or on the size 
of the post-operative scar.

Surgical innovation, research, and lifelong learning is important but challenging.
During the careers of current surgeons, major innovations have been introduced 

into surgery, including laparoscopic and robotic surgery. Rigorous assessment of sur-
gical interventions has grown. Randomized controlled trials (RCTs) in surgery are 
important because they control for baseline differences between patients in the inter-
vention and control arms. However, RCTs are difficult to carry out because the sur-
geons’ techniques, judgment, skills, and experience with the procedure need to be 
similar in the intervention and control arms. Moreover, it may be misleading to carry 
out a trial too soon after an operation or approach is introduced, because over time 
operations evolve and outcomes improve. Despite such challenges, during the past 
decade well-designed RCTs have clarified the safety and effectiveness of surgery for 
common operations such as bariatric surgery for diabetes, percutaneous valve 
replacement, discectomy for persistent sciatica, and fundoplication for refractory 
heartburn.

Learning in surgery is a lifelong process. Five chapters discuss surgical training 
during residency. Learning procedural skills can be more challenging than learning 
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cognitive skills. More experienced physicians can supervise medical decision mak-
ing by trainees in ways that reduce the risks and consequences of mistakes. A trainee 
can propose a plan for care on rounds, and the resident or attending physician can 
provide feedback, suggestions, and modifications before the plan is implemented. 
During an operation, however, the trainee has manual control of the procedure, and 
there is the possibility of a significant mistake before the supervising surgeon can 
intervene.

After their residency and fellowship, surgeons must continue to learn new tech-
nologies and new procedures after they are in practice. Surgical procedures have a 
learning curve [3], and high-volume hospitals and high-volume surgeons are associ-
ated with better outcomes [4]. For laparoscopic procedures, initially complication 
rates are higher than with open techniques and operating times are longer. As sur-
geons get more experience, complication rates become comparable to those of open 
procedures. Thus, when practicing surgeons learn new procedures, their early 
patients are at risk for adverse outcomes. However, practicing surgeons have few 
extended opportunities for learning new procedures under supervision and mentor-
ing. When surgeons are learning a new procedure, ethical dilemmas arise regarding 
disclosure to patients.

Many patients consider it important to know a surgeon’s experience with a new 
technique [5]. However, such information is generally not readily available. 
Moreover, surgeons might be reluctant to discuss their personal experience because 
of concerns that patients who learn that they are inexperienced with a procedure will 
not trust them to do the operation, making it more difficult for them to master 
new skills.

Responsibility of Individual Surgeons Surgeons feel deep personal responsibility 
for the outcomes of surgery because of their “hands-on” involvement in care [2], as 
the chapters on surgical errors discuss. When perioperative complications and 
deaths occur, surgeons must discuss in morbidity and mortality conferences why 
they operated and how the case was managed [6]. Colleagues scrutinize whether the 
surgeon erred in judgment or technique. Such personal responsibility is ethically 
praiseworthy.

As later chapters carefully describe, during the COVID-19 pandemic, surgeons 
and other front-line health care workers extended their responsibilities to very long 
hours and new or heightened clinical responsibilities, despite serious personal risks. 
These risks included COVID-19 infection and death and serious mental health prob-
lems. An overlooked but important ethical issue is how an individual surgeon can 
act ethically when policies and resources fall short. It seems unfair to expect front- 
line health care workers to be heroes, to do whatever it takes to care for a surge of 
patients when hospitals, public health agencies, and government officials have not 
developed fair, evidence-based policies to meet a public health crisis, provided ade-
quate personal protective equipment, and addressed workers’ emotional and mental 
health needs.

1 Introduction
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1.2  Ethical Issues on the Horizon

1.2.1  Artificial Intelligence in Surgery

Artificial intelligence (AI) pervades everyday life. AI runs Internet search engines, 
opens cell phones using facial recognition, recommends movies to watch and mer-
chandise to purchase, and corrects spelling errors. AI algorithms also recommend 
which loan applicants to approve, which job applicants to interview and hire, and 
which detainees receive bail or probation.

In medicine, AI algorithms have been developed to make diagnoses from radiology 
images, retinal scans, or skin photographs and identify patients at increased risk for 
critical care or hospital readmission. In surgery, AI can make intraoperative histo-
pathological diagnoses in near real time, allowing neurosurgeons to optimally reduce 
cancer burden while preserving neurological functions [7]. Future uses for AI in sur-
gery may include autonomous robotic surgery and assessment of surgical risk.

AI algorithms may be biased. Bias can occur if the algorithm was derived or vali-
dated on datasets that are not representative of the populations where it will be applied. 
For instance, facial recognition is less accurate with persons of color because they 
were underrepresented in training datasets. Bias in machine learning algorithms can 
also occur if the training dataset contained biased decisions. Historically Black loan 
and job applicants were less successful even when they are equally qualified. Such 
discrimination can be perpetrated in algorithms. In health care, the Institute of 
Medicine found that bias, stereotyping, and prejudice may contribute to racial and 
ethnic disparities in health care [8]. Disparities continue to occur in surgery. Blacks 
and Hispanics have lower rates of total hip replacement than non-Hispanic Whites, 
higher surgical complication rates, and longer lengths of stay, even after preoperative 
and perioperative factors were controlled [9]. Finally, bias may occur if AI algorithms 
are not assessed in terms of clinically significant outcomes [10].

Physicians can play important roles to make AI equitable and clinically mean-
ingful. First, surgeons can identify meaningful opportunities where AI might 
improve surgical care. Second, physicians can train and validate clinical AI algo-
rithms on data sets that represent the full range of patients for whom the algorithm 
will be used. Third, physicians can evaluate AI algorithms in terms of clinically 
meaningful outcomes and impact on workflow before they are introduced into prac-
tice. Fourth, surgeons can plan how to explain the use of AI to patients and address 
their concerns. Finally, since machine learning algorithms are designed to change 
over time, physicians can make sure that their outcomes—both beneficial and harm-
ful—are continually assessed in the context of the institution and patient population.

1.2.2  The Surgeon and Ethical Issues in Society

Surgeons live and work within societal and institutional contexts. Although the 
focus of this book is primarily on the individual clinical decisions surgeons make 
with individual patients, several chapters show how surgeons’ options are shaped by 
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and constrained by societal policies, for example laws and regulations regarding 
brain death, surrogate decision-making, medical malpractice, and crisis standards of 
care during a pandemic. The five chapters on the COVID-19 pandemic illustrate 
how ethical decisions for individual patients depend on public health and institu-
tional policies and resources.

Physicians can address ethical issues in society by helping to shape health care 
policies in institutions and society, particularly when their expertise, experience, 
and perspective is lacking in discussions. In particular, physicians can call attention 
to gaps and inconsistencies in policies, failure to take into account the best available 
evidence, disparities between formal policies and on-the-ground implementation, 
and unintended adverse outcomes of policies.

1.2.3  The Importance of Trust

Earlier we noted that surgical patients, who are completely dependent on the surgeon 
in the operating room, need to trust their surgeon and the surgical team. Several per-
sonal anecdotes underscore the difficulty of obtaining information about surgeons 
and the importance of trust. As a general internist, I often am asked to recommend a 
surgeon for a particular procedure. Usually, I ask a faculty surgeon whom they would 
recommend and why. Rather than immediately suggesting names, some thoughtful 
colleagues first ask a senior resident who has been in the operating room with attend-
ing surgeons recently and managed their patients post-operatively. Even eminent sur-
geons are not familiar with how their colleagues operate on, interact with, and manage 
their patients, except if they cross-cover a patient or hear a discussion at a morbidity 
and mortality conference. Only the team that works with the attending surgeon on a 
daily basis—the fellows, residents, and nurses—know this crucial information.

As a family member, I have seen how decisions about choosing a surgeon are 
highly individualized. My mother had a breast biopsy by a surgeon renowned for 
her expertise in breast cancer, patient advocacy, and interactions with patients. At 
each step of the biopsy the surgeon explained what she was going to do and pro-
vided reassurance. Afterwards, my mother announced that she wanted another sur-
geon: “She talks too much. She should concentrate more on what she is doing.” For 
mastectomy, my mom chose a surgeon who was much more directive and told her 
what he was going to do, with little consideration of her preferences.

Several chapters address the importance of communication in building trust. 
Shared decision-making is preferred by most patients today. However, some patients 
prefer other decision-making styles [11]. For her operation, my mother preferred a 
paternalistic approach and biomedical communication style, in which the surgeon 
demonstrated medical authority and decisiveness, presented information clearly, 
and made decisions with little patient input. At the other end of the spectrum, in a 
“consumerist” approach, the patient makes decisions and the physician’s role is to 
provide medical information. A patient’s preferred decision-making and communi-
cation styles might vary depending on the clinical situation, the nature of the sur-
gery, and the stage of illness.

1 Introduction
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Although physicians should generally employ shared decision-making, they can 
also individualize their approach to the patient. Early in a patient visit, the physician 
might ask about the patient’s preferred role in decision-making and style of com-
munication. Whatever the patient’s preferred style, it can be helpful for the physi-
cians to first listen to the patient’s concerns and values before giving recommendations 
that take those into account.

In summary, this book showcases the growing scholarship by surgeons on ethical 
issues in surgery. The chapters address scenarios that all physicians will recognize 
and provide thoughtful approaches to important ethical issues.
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Chapter 2
The Importance of Formal Education 
and Training in Clinical Medical Ethics 
for the 21st Century

Mark Siegler

Abstract In 1972, soon after I started the first medical intensive care unit (MICU) 
at the University of Chicago, a unit whose patients raised multiple, serious ethical 
issues, I created the new field of Clinical Medical Ethics (CME) in the Department 
of Medicine at the university. In my view, both in 1972 and today, CME is an intrin-
sic part of medicine, surgery and all medical disciplines, and is not a branch of 
bioethics or philosophical ethics or legal ethics or theoretical ethics. Rather, it is a 
central component of clinical care that must be practiced and applied by licensed 
clinicians in their routine, daily encounters with patients. Although bioethicists may 
provide theoretical insights to clinicians, bioethicists cannot practice medicine or 
examine patients or provide care to patients. During the past 49 years, CME has 
become a transformative field in medicine and surgery that aims to improve both the 
clinical and ethical quality of care and outcomes that clinicians provide their patients 
(Singer et  al., BMC Med Ethics 2:1, 2001). In ordinary clinical practice, CME 
addresses many clinical ethical issues, including truth-telling, informed consent, 
confidentiality, surrogate decision-making, the risks, benefits and alternatives to 
surgical or medical procedures, end-of-life care, and also encourages personal, 
humane, compassionate, and fair interactions between doctor and patient.

The goals of CME are to improve patient care and outcomes by helping physi-
cians, surgeons and other health professionals identify and respond to clinical- 
ethical challenges that arise in the ordinary care of patients. As Edmund Pellegrino, 
Peter A. Singer and I wrote 30 years ago: “The central goal of CME is to improve 
the quality of patient care by identifying, analyzing and contributing to the resolu-
tion of ethical problems that arise in the routine practice of clinical medicine” 
(Siegler et al., J Clin Ethics 1:5–9, 1990). Similar to cardiology and oncology con-
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sultations, ethics consultations are a small component of a much larger field, just as 
the consultations in cardiology and oncology or CME are certainly not at the core 
of cardiology, oncology or Clinical Medical Ethic.

This article will discuss the following five topics: the origins of the field of CME; 
the goals and methods of CME; the relationship between the larger field of CME 
and the narrower practice of ethics consultations; the contributions of the MacLean 
Center at the University of Chicago in developing the fields of Clinical Medical 
Ethics; and how CME has improved the practice of medicine and surgery (Siegler, 
J Clin Ethics 30:17–26, 2019).

Keywords Clinical Medical Ethics · MacLean Center for Clinical Medical Ethics  
Doctor-patient accommodation · Shared decision-making · Truth-telling · Informed 
consent · Confidentiality · Surrogate decision-making

2.1  Introduction

I launched the field of Clinical Medicine Ethics in 1972  in the Department of 
Medicine at the University of Chicago [1]. Clinical Medicine Ethics is an intrinsic 
part of daily medical and surgical practice. CME is not a branch of bioethics or 
philosophical ethics or legal ethics or theoretical ethics. Rather, it is a central com-
ponent of clinical care that must be practiced and applied by licensed medical and 
surgical clinicians in their ordinary encounters with patients. During the past 
49 years, CME has become integrated into medical education and medical practice. 
CME has become a transformative field in medicine and surgery that aims to 
improve the clinical and ethical quality of routine care and outcomes that clinicians 
provide to their patients. Although bioethicists may offer theoretical insights to cli-
nicians, bioethicists are not licensed or trained to practice medicine or examine 
patients or provide care to patients. In daily practice, CME addresses clinical ethical 
issues such as truth-telling, informed consent, confidentiality, surrogate decision- 
making, the risks and benefits and alternatives of surgical and medical practice, 
end-of-life care, while also encouraging personal, humane, compassionate and 
socially fair interactions between doctor and patient.

In this chapter, I will discuss the following issues relating to Clinical Medical 
Ethics (CME):

      I.  What were the origins of the field of Clinical Medical Ethics? When was the 
field named CME? And when did the term “CME” first appear in the medical 
literature?

   II. What are the goals and methods of CME?
 III.   What is the relationship between the larger field of Clinical Medical Ethics and 

the far more limited practice of doing clinical medical ethics consultations?
 IV.   How has the MacLean Center at The University of Chicago contributed to 

developing the fields of clinical medical ethics and surgical ethics?
    V.  How has CME improved the practice of medicine?

M. Siegler
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2.2  Discussion

• SECTION I. What were the origins of the field of Clinical Medical Ethics? 
When was the field named CME? And when did the term “Clinical Medical 
Ethics” first appear in the medical literature?

In 1972, when I joined the University of Chicago faculty, the Chair of Medicine, 
Dr. Alvin Tarlov, asked me to establish and direct our hospital’s first Medical 
Intensive Care Unit (MICU). I did this within our recently established academic 
section of General Internal Medicine. In those days, there were very few MICUs, in 
part because there were very few effective ventilators, and the specialty of critical 
care medicine did not yet exist. In fact, the first American Board of Internal Medicine 
certification exam in Critical Care Medicine was not held until 1987, 15 years after 
we had opened our MICU. In time, MICUs would become one of the great medical 
and technological advances that saved many lives, prolonged many lives, and in the 
process raised new ethical questions that clinicians had never before faced.

Directing the MICU from 1972 to 1977 changed my career and encouraged me 
to establish the field of Clinical Medical Ethics. Our seven-bed MICU received the 
sickest adult patients in the hospital. Our mortality rate was over 60% [2]. Each 
day, my team and I confronted ethical issues such as rationing beds, negotiating 
informed consent, deciding when we needed surrogate consent, deciding whether it 
was ethically acceptable to stop a treatment once we had started it, and communi-
cating a truthful prognosis to the patient or the family. My previous training in 
medicine had not prepared me for this set of problems, problems that arose every 
day in the MICU.

Faced with these recurring issues, I soon discovered that there was no place to 
send my housestaff and students to find answers. The medical literature and text-
books did not discuss these matters. Although there was a new, emerging literature 
in biomedical ethics, written largely by non-clinicians—that is, by philosophers, 
theologians, legal scholars and social scientists—this literature rarely addressed the 
practical concerns faced in the MICU by medical students, residents, nurses and 
physicians. The language of biomedical theory was different from the language of 
clinicians, and bioethical theory was often not helpful in resolving the practical 
dilemmas clinicians faced while caring for sick and dying patients. One repeated 
clinical ethical challenge in our 7-bed Intensive Care Unit involved when, if ever, 
was it clinically and ethically appropriate to remove a patient already in the MICU 
because a new patient had a better chance of benefiting and surviving in the unit. 
Because MICUs were so new at that time, there was little advanced clinical guid-
ance for such daily clinical ethical challenges. Furthermore, in the early 1970s, very 
few clinicians were even aware of the bioethics movement, and those who were 
often reacted negatively and sometimes with hostility to bioethics and to non- 
physician bioethicists.

At that time in 1972, I first realized that if we were to improve the care of patients 
in the MICU and throughout the hospital, it was essential that doctors, nurses, other 
health professionals, patients and families become more closely involved in 
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discussions about these new and difficult clinical and ethical questions. Physicians 
and patients needed help to better understand the ethical issues in daily clinical 
practice so that they could incorporate ethical analysis into their clinical decisions. 
It was these insights that led me to change my career goals. In addition to caring for 
patients, which I have now done for 53 years, I would also devote my career to 
develop and expand the new field of Clinical Medical Ethics. I would do so by 
involving practicing physicians and surgeons, nurses and patients in the goal of 
improving medical care and patient outcomes.

I was fortunate that in the mid-1970s, four distinguished pioneering bioethicists 
were working at the University of Chicago: James Gustafson (Theology), Richard 
McCormick (Theology), Stephen Toulmin (Philosophy and The Committee on 
Social Thought), and Leon Kass (The Committee on Social Thought). I found 
myself frequently seeking guidance about ethical dilemmas from these experts, 
especially from Jim Gustafson and Stephen Toulmin. In all of these encounters, I 
was struck by how relevant for medical practice these new bioethical insights were, 
while at the same time, I was troubled deeply by the general absence of clinicians 
from these discussions and by the widespread ignorance among clinicians about the 
fields of bioethics and about the recently established field of Clinical Medical 
Ethics. I believe the creation of Clinical Medical Ethics in 1972 at last encouraged 
clinicians to become involved and aware of ethical challenges that arise in routine 
clinical situations.

I came to realize that Clinical Medical Ethics could not be an elective area of 
study for physicians and surgeons. Rather, it was an essential field that physicians 
had to learn in order to practice good medicine. I also soon realized that Clinical 
Medical Ethics was far more closely aligned to clinical practice than it was to bio-
ethical theory.

My central point is that intensive care physicians and, in fact, physicians in gen-
eral, routinely encounter many clinical-ethical issues and that dealing with these 
clinical-ethical issues is an intrinsic part of reaching clinical decisions and provid-
ing good clinical care to patients. For this reason, it was imperative that we create, 
develop and expand the new field of Clinical Medical Ethics, a field that prepared 
and assisted clinicians who were caring for patients and making clinical-ethical 
decisions each day.

In 1996, the late Daniel Callahan, the co-founder of The Hastings Center, 
attacked the field of Clinical Medical Ethics in an article published in The Hastings 
Center Report. The article was entitled “Does Clinical Ethics Distort the Discipline?” 
Callahan wrote:

In one of my first articles on bioethics, I wrote that the principal aim of the field should be 
to help the medical practitioner deal with concrete cases. While I would hardly want to 
overlook the needs of the practitioner, I now wonder if that is the right place to center our 
attention…. Does reality lie in the particularity of individual cases where most clinicians 
think it does—or in a more general, abstract and universal realm no less real but just more 
hidden [3].

M. Siegler
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Dan Callahan’s views of reality certainly differed in a major way from the goals of 
Clinical Medical Ethics that I had stated: that is, I encouraged clinicians to improve 
the routine care and outcomes of individual patients.

In 1997, a year after Callahan’s article was published, The Lancet published an 
editorial that strongly endorsed my 1972 views about CME and directly challenged 
Callahan’s views. The Lancet editorial stated:

Ethics needs to be rooted in clinical practice and not in armchair moral philosophy. Debate 
on ethical matters is as much an integral part of everyday doctoring as choosing the best 
treatment for patients. Departments of ethics that are divorced from the medical profession, 
wallowing in theory and speculation, are quaintly redundant [4].

I changed my career goals during the 5 years that I directed the MICU and dedi-
cated my career both to developing and to improving the care of patients by training 
physicians, surgeons and other clinicians to apply the concepts of CME in their 
daily work and to expand the new field of Clinical Medical Ethics. I would dedicate 
my career to training physicians and other clinicians to apply the concepts of 
Clinical Medical Ethics in their routine patient encounters in order to improve our 
care of patients.

The first paper I wrote related precisely to an important issue in clinical medical 
ethics, that is, telling the truth to patients and their family members. The paper was 
entitled, “Pascal’s Wager and the Hanging of Crepe,” and referred to the fact that my 
younger associates in the intensive care unit had been telling all patients who had 
been admitted to the ICU or the patient’s family or surrogates that the patient would 
certainly die during this admission. When I first learned of this situation, I quickly 
corrected it and then wrote a paper highlighting that the routine deceit of patients 
and families violated the central rule of CME and was clinically unacceptable [5].

In the spring of 1973, Alvan Feinstein, MD, the late renowned clinician-scholar 
and Sterling Professor of Medicine at Yale University, reinforced my choice of the 
term “Clinical Medical Ethics” when he and I met at the annual ASCI/AAP medical 
meetings in Atlantic City. Dr. Feinstein called his own work “Clinical Judgment” 
and “Clinical Epidemiology,” because, unlike traditional studies, his clinical and 
epidemiology studies were based directly on his clinical care of patients. Similarly, 
Dr. Feinstein regarded the work that I had started at the MICU at the University of 
Chicago as “Clinical Medical Ethics,” which he vigorously distinguished from what 
he called theoretical, ivory-tower, biomedical ethics. Beginning in 1973, Dr. 
Feinstein considered my program at The University of Chicago to be the birthplace 
of the new field of Clinical Medical Ethics.

In 1974, James Gustafson, Ann Dudley Goldblatt and I wrote a grant to the 
Department of Health Education and Welfare (DHEW) entitled “Clinical Ethics and 
Human Values.” As far as I know, this was the first grant application, federal or oth-
erwise, that used the term “clinical ethics.” The grant was approved, and we received 
three years of federal support to develop a multi-disciplinary program in Clinical 
Medical Ethics at the University of Chicago.
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In 1978, I published a paper in The Journal of the American Medical Association 
(JAMA) entitled “A Legacy of Osler: Teaching Clinical Ethics at the Bedside” [6]. 
This was probably the first use of the term “clinical ethics” in the medical literature. 
This article noted that the advantages of teaching clinical ethics at the bedside 
included dealing with actual cases to maximize the physician’s personal account-
ability; reinforcing the relationship between clinical practice and ethical decisions; 
and helping to decrease the widespread resistance at that time of the medical profes-
sion to bioethics. The following year (1979), I started the first section of Clinical 
Medical Ethics in an American medical journal, the American Medical Association’s 
Archives of Internal Medicine [7].

In 1979 and 1981, I proposed a new model for health care in the United States. 
The model I proposed was called “doctor-patient accommodation,” a model that 
was soon accepted in 1982 by the President’s Commission under their term “shared 
decision-making” [8–10].

In 1983, Hanna H.  Gray, President of the University of Chicago, gave her 
approval to Arthur Rubenstein, MD, the chair of the Department of Medicine, and 
me to organize a Center for Clinical Medical Ethics at the University, a center that 
is now beginning its 39th year of operation. In 1984, I published a paper on the 
evolution of Clinical Ethics [11]. With encouragement from President Gray, Dr. 
Rubenstein and I developed a clinical, research and financial plan for the new cen-
ter. We secured initial funding for the Center from several leading foundations, 
including the Andrew W. Mellon Foundation, the Henry J. Kaiser Family Foundation, 
and the Pew Family Trust. I am also deeply indebted to the late Dorothy Jean 
MacLean and to Barry and the late Mary Ann MacLean, and to the MacLean family, 
for their continuous support of our program and their unwavering commitment 
since 1984 to the MacLean Center and its goals.

This early support enabled us initially to train fifteen physician-leaders from the 
US and Canada in the new field of Clinical Medical Ethics and to launch our CME 
Fellowship Training Program. Twelve of our early leading physician-fellows—
Susan Tolle (Oregon), Peter A. Singer (Toronto), Alvin Moss (West Virginia), Jay 
Jacobson (Utah), Robert Walker (South Florida), the late Douglas Kinsella 
(Calgary), Joel Howell (Michigan), Eric Kodish (The Cleveland Clinic), Christine 
McHenry (Cincinnati Children’s), Robert Orr (Loma Linda), John LaPuma 
(University of Califonia), and Laura Roberts (New Mexico)—returned to their 
home institutions to become the founding directors of other Clinical Medical Ethics 
programs around the US and Canada.

• SECTION II. What is Clinical Medical Ethics (CME) and what are its goals 
and methods?

As noted in the introduction, Clinical Medical Ethics (CME) is a new medical and 
surgical field, an intrinsic part of clinical care. The goals of CME are to improve 
patient care and outcomes by helping physicians, surgeons and other health profes-
sionals identify and respond to clinical-ethical challenges that arise in the daily care 
of patients. As Drs. Edmund Pellegrino, Peter A. Singer and I observed 30 years ago: 
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“The central goal of CME is to improve the quality of patient care by identifying, 
analyzing and contributing to the resolution of ethical problems that arise in the rou-
tine practice of clinical medicine” [12]. The doctor-patient relationship along with the 
nurse-patient relationship are at the heart of CME. The central focus of CME is indi-
vidual patient-physician decision-making. CME helps patients, families, physicians, 
and other health professionals reach good clinical decisions by taking into account:

• the medical facts of the situation (including the differential diagnosis, proposed 
diagnostic and therapeutic interventions, and treatment choices);

• the patient’s personal preferences and values for diagnostic interventions and 
therapeutic management;

• ethical considerations involving family wishes, financial concerns, and research 
and teaching activities in academic institutions.

Unlike biomedical ethics, clinical medical ethics is not a theoretical undertaking; 
rather, it must be practiced and applied every day, by licensed clinicians (rather than 
by unlicensed bioethicists, humanists or social scientists) in order to provide excel-
lent clinical and ethical care to patients.

In 1982, Albert Jonsen (who died in 2020), William Winslade and I wrote a book 
entitled Clinical Ethics: A Practical Approach to Ethical Decisions in Clinical 
Medicine [13]. The book, now in its eighth edition, with a ninth edition being pre-
pared for publication in 2021, strongly supported the practical application of CME 
to patient care and the regular use of clinical medical ethics to help patients and 
physicians make good decisions relating to the care of the patient. The book stated, 
“Clinical ethics is inextricably linked to the physician’s primary task, deciding on 
and carrying out the best clinical care for a particular patient in a particular set of 
circumstances” [13]. As Albert Jonsen wrote in 1988: “[The book] Clinical Ethics 
proposed a method of analysis that was closer to the reasoning of clinicians than to 
the speculation of philosophers” [14].

The foreword to the first edition of Clinical Ethics was written by the late Dr. 
Robert Petersdorf, one of the most powerful and influential medical leaders of his 
generation. In the foreword, Dr. Petersdorf wrote: “Despite the increasing impor-
tance of ethics in medicine, few clinicians spend the time and effort it takes to read 
a book on ethics. All too often, these books have been couched in weighty philoso-
phy and abstruse theory. This little book handles ethical problems in medicine quite 
differently. Jointly authored by an ethicist, a clinician and a lawyer, it attacks ethical 
problems in real-life terms. …. This is a very useful little book, primarily because it 
is so helpful to the ‘working doctor’” [13].

• SECTION III. What is the relationship between the larger field of Clinical 
Medical Ethics and the far more limited practice of doing ethics 
consultation?

Beginning in the mid-1970s, The University of Chicago medical faculty pio-
neered the development of ethics consultations to assist patients, families, 
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physicians, and the health team. MacLean Center faculty and fellows wrote much of 
the early literature on Clinical Ethics consultations [15], including the first book on 
the topic of ethics consultations [16]. There are some ethicists, especially non-clini-
cian bioethicists, who claim that the core of Clinical Medical Ethics is performing 
ethics consultations. It is not. Far fewer than one-half of one percent of the 40 mil-
lion inpatients per year in the U.S. and almost none of the more than 1 billion out-
patient visits per year in the U.S. receive an ethics consultation. In contrast to ethics 
consultations, Clinical Medical Ethics addresses the needs of all inpatients and out-
patients and is a critical part of modern clinical practice. When clinicians such as I 
started the field of CME in the early 1970s, we viewed it as a new and improved 
approach to clinical medicine that worked to integrate ethical considerations into 
the entire range of outpatient and inpatient medical and surgical practice. In 2021, 
to practice good medicine, physicians must know the central elements of CME and 
regularly apply these elements in their care of patients. For clinicians today, apply-
ing CME standards in patient care is no longer an elective matter. Rather, the central 
principles of CME have now become the clinical, legal and professional standard of 
patient care. While very few physicians today are formally trained as clinical medi-
cal ethicists, all physicians are expected to routinely apply CME elements such as 
truth telling, informed consent and confidentiality and, when needed, surrogate 
decision making and end-of-life care, in their regular, daily work with patients.

CME applies to all clinical decisions and not just to ethical dilemmas or conflicts 
that may generate requests for ethics consultations. In fact, it is important to note 
that whereas the field of CME started in the early 1970s, ethics consultation played 
only a minor role in the field until about 15 years later when John Fletcher and 
Albert Jonsen convened a meeting in Washington, D.C. to form a society called The 
Society for Bioethics Consultation. As I recall, there were about 60 participants at 
the meeting, the majority of whom were PhDs with only eight physicians present. 
While ethics consultations remain a component of the larger field of Clinical 
Medical Ethics, they are a relatively small component compared to all the other 
critically important contributions the field of Clinical Medical Ethics makes on a 
daily basis as an integral part of patient care. I have often thought that the ultimate 
goal of clinical ethics consultations should be to teach clinicians enough about ethi-
cal standards that in the future they can resolve ethical problems by themselves 
without calling an ethics consultation. Although ethics consultations may be helpful 
in dealing with some ethical dilemmas or conflicts that arise in the course of medi-
cal practice, Clinical Medical Ethics is a much broader field that has important 
applications not just in terms of relatively infrequent ethics consultations, but rather 
throughout the entire spectrum of daily medical practice.

The difference between these views about ethics consultations and the broader 
field of CME can be compared to cardiology consultations or oncology consulta-
tions. The practices of cardiology and oncology are much larger and more complex 
and far more inclusive than merely performing cardiology or oncology consulta-
tions. While consultations certainly have a modest role in the fields of cardiology 
and oncology, consultations clearly do not constitute the central purpose or body of 
clinical or research practice in these fields. Similarly, the field of CME is much 
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larger and more encompassing and more fundamentally relevant in medical care 
than the occasional rare request for an ethics consultation.

• SECTION IV. How has the MacLean Center at The University of Chicago 
contributed to developing the fields of clinical medical ethics and surgi-
cal ethics?

Beginning in 1972, my colleagues and I at The University of Chicago created, 
named, developed and led the new field of Clinical Medical Ethics [1]. During the 
past 49 years, The MacLean Center for CME has continued to advance the field of 
CME in many important ways [17]. These advances include:

A. Establishing clinical ethics fellowship training.

The MacLean Center’s clinical medical ethics fellowship program is the oldest, 
largest and the most successful clinical ethics fellowship program in the world [1]. 
Since beginning the fellowship program in 1981, the Center has trained more than 
500 fellows, including more than 400 physicians and surgeons [18, 19].

Graduates of the MacLean Fellowship have served as directors of more than 45 
ethics programs in the United States, Canada, South America, Europe, the Middle 
East, Africa, Australia and China. MacLean Center fellowship graduates have held 
faculty appointments in more than 70 university programs. More than 25 fellowship 
graduates have held endowed university professorships. MacLean Center former 
fellows have written more than 200 books and thousands of peer-reviewed journal 
publications. Many of the graduates of our ethics fellowship program are leaders, 
scholars and mentors who advance empirical scholarship in Clinical Medical Ethics 
and who are dedicated to strengthening the patient-physician relationship and to 
improving patient care. In 2016, the Johns Hopkins Institute of Bioethics presented 
an award to the MacLean Center that stated: “The training program established by 
you… [has] had a greater impact than any other clinical ethics training program in 
the world” [20].

Central components of the MacLean Clinical Ethics Fellowship have included: 
(1) An annual MacLean Center Fellows’ Conference; (2) a five-week intensive sum-
mer program for new fellows that includes 70–80 lectures and seminars; and (3) an 
annual year-long lecture series on topics related to Clinical Medical Ethics. Let me 
comment briefly on these three programs.

1. The MacLean Center Conference on Clinical Medical Ethics. For the past 
32 years, the MacLean Center has organized a two-day conference in mid- November 
that is named for Dorothy J. MacLean the original founder and supporter of the 
MacLean Center. D.J. MacLean believed that education was the best way to improve 
the world and throughout her long life she supported many leading educational 
institutions in the U.S., including the MacLean Center. The annual MacLean 
Conference meets on the Friday and Saturday of the second week in November. 
Speakers are selected from current MacLean Center Faculty and from former 
MacLean Center Fellowship graduates. Each year, for the past 32  years, this 
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conference has been the leading clinical ethics conference in the world. In 2020, 
eleven of the 35 talks will focus on ethical issues related to COVID-19 pandemic. 
[Appendix 1]

2. The MacLean Center’s Summer Clinical Medical Ethics Intensive Program. 
For the past 30 years, the MacLean Center has begun each fellowship year with a 
unique summer intensive program. The program consists of 70–80 lectures and 
seminars taught by more than 30 of the MacLean Center-University of Chicago 
faculty. The Summer Intensive Program offers “mini-courses” on topics that 
include: clinical medical ethics; philosophical ethics; health disparities; law and 
ethics; ethics consultations; end-of-life care; surgical ethics; pediatric ethics; trans-
plantation ethics; reproductive ethics; psychiatric ethics; genetics ethics. 
[Appendix 2]

3. The MacLean Center’s 39th Annual Lecture Series. In 1981, Mark Siegler and 
Richard Epstein organized a year-long interdisciplinary lecture series on “Medical 
Innovation and Bad Outcomes: Legal, Social and Ethical Responses.” The success 
of that initial lecture program and of the book based upon the lectures demonstrated 
that there was great interest at The University of Chicago in creating a sustainable, 
interdisciplinary forum to discuss health-related subjects with colleagues from 
across campus. Each year since 1981, the MacLean Center has organized an annual 
lecture series to examine the ethical aspects of one major health related issue from 
a cross-section of academic disciplines. Recent annual lecture series topics have 
included: Organ Transplantation; Pediatric Ethics; Global Health; Reproductive 
Ethics; Health Care Disparities; Pharmaceutical Innovation and Regulation; End- 
of- Life Care; Neuro-Ethics; Trauma, Violence and Trauma Surgery; and Improving 
Value in the US Healthcare System. In 2019, our lecture series was “The Present 
and Future of the Doctor-Patient Relationship. In 2020, our lecture topic is: Ethics 
and the COVID-19 Pandemic: Medical, Social and Political Issues.” The COVID-19 
pandemic is an unprecedented event in our lifetimes, and the extent to which it has 
permeated our everyday lives obligates us to examine the ethics of contagion. The 
pervasive and disruptive nature of the pandemic has forced us to reconsider our 
social interactions and behavior, the limits of our medical response, and our rela-
tionships with each other, our local and global communities, and the environment. 
[Appendix 3]

B. Developing the new field of surgical ethics.

Working in close association with the American College of Surgeons, the 
MacLean Center has led a national effort to train surgeons in clinical surgical ethics 
and to encourage research on topics related to surgical ethics. During the past four-
teen years under the guidance of Dr. Peter Angelos, who is widely regarded as the 
leading surgical ethicist in the U.S., the MacLean Center has trained more than 75 
surgeons in the new field of surgical ethics.

Surgical ethics focuses on the ethical issues in the care of patients undergoing 
surgery [21–23]. Although the ethical issues faced by surgeons and surgical patients 
are not completely different from the ethical issues elsewhere in medical practice, 
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there are nuances and practicalities of the timing of surgical care that warrant spe-
cific attention. Informed consent for surgery is not different from informed consent 
in other areas of medicine, but the increased vulnerability of patients in the operat-
ing room demands a greater degree of trust. Furthermore, when caring for a patient 
in the operating room, a surgeon may be faced with unexpected problems that raise 
specific ethical issues. The anatomy of a patient may be such that the planned opera-
tion is not possible, and the surgeon must utilize an innovative procedure. Such 
innovation is not allowable in other areas of medical care where, drugs, for example, 
cannot be tried on patients without FDA approval outside of a clinical trial. In con-
trast, a surgeon is fully expected to creatively solve his or her patient’s problem even 
if it means doing a procedure that has not previously been described. Alternatively, 
the unexpected intraoperative findings may force the surgeon to change the planned 
operation in the middle of the procedure. Surgeons may be faced with deciding 
whether to proceed in the best interests of the patient to do the different operation or 
to abort the surgery and discuss with the patient later, or even to speak with the fam-
ily during the operation to obtain surrogate consent.

The goal of the surgical ethics program is to prepare surgeons for academic 
careers that combine clinical surgery with scholarly studies in surgical clinical eth-
ics. Surgical ethics fellows receive training in empirical research, teaching and sur-
gical ethics consultations, which are similar to medical consultations except that 
they are done in surgical situations. Graduates of the MacLean Center’s Surgical 
Ethics Training Program currently work in more than 40 university surgery depart-
ments in the United States. Since 2016, the MacLean Center has sponsored a joint 
surgical ethics fellowship program with the American College of Surgeons (ACS), 
a program that has now trained 15 surgeons from institutions including Harvard, 
The University of Michigan, Stanford, UCLA, Duke, The University of Alabama- 
Birmingham, The University of Wisconsin, The University of North Carolina, Case 
Western University and The University of Colorado. Also under the auspices of the 
ACS, a new textbook on surgical ethics was recently published with Peter Angelos 
as co-editor, with many MacLean Center faculty and former fellows contributing 
chapters to the book [24].

C. Strengthening the doctor-patient relationship by introducing the concept of 
shared decision-making.

Clinical Medical Ethics aims to improve patient outcomes by encouraging shared 
decision-making between patients and physicians. In a 1979 talk to the New York 
Academy of Medicine and a subsequent paper based upon that talk, I introduced the 
concept of the Doctor-Patient Accommodation and indicated that it was a preferred 
alternative to either the old model of physician paternalism or the then prevailing 
model of patient autonomy [25]. In the 1982 report by the President’s Commission 
for the Study of Ethical Problems in Medicine and Biomedical and Behavioral 
Research, the President’s Commission repeatedly cited my paper on the Doctor- 
Patient Accommodation as an important basis for their recommendation of a shared 
decision-making approach in medicine [10]. The President’s Commission regarded 
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the term I used, “the doctor-patient accommodation,” as similar to the term they 
used, “shared decision-making.” Both the paternalism and autonomy models imply 
an adversarial relationship between the patient and physician, although the models 
disagree on whether the ultimate power and control should rest in the doctor’s hands 
or the patient’s hands. By contrast, my model of Doctor-Patient Accommodation 
and the President’s Commission model of “shared decision-making” assume that 
the physician and patient work together as partners or colleagues to achieve a com-
mon goal, which is to address the healthcare needs of the patient who has asked the 
doctor for help. The President’s Commission stated in its report:

The Commission’s view is intended to encompass a multitude of different realities, each 
one shaped by the particular medical encounter and each one subject to change, as the par-
ticipants move towards patient-physician accommodation through the process of shared 
decision-making.

In this report, the President’s Commission attempts to shift the terms of discussion 
towards how to foster a relationship between patients and professionals characterized by 
mutual participation and respect and by shared decision-making [10].

Shared decision-making has become an essential element of the doctor-patient 
relationship. It was not always so. Over the past 50 years, there has been a vigorous 
discussion among doctors, patients, lawyers, philosophers, theologians and social 
scientists about the best way for doctors and patients to make decisions together. The 
complexities are inherent in the nature of the doctor-patient relationship. Patients 
often are sick, scared and vulnerable. Doctors have specialized knowledge, societal 
privileges, and the control of access to medical resources and care. Doctors are sup-
posed to serve their patients, but patients often do not and cannot know what they 
want or need except through the assistance and guidance of the doctor. The emer-
gence of the field of Clinical Medical Ethics by our team in the early 1970s is closely 
tied to the development of shared decision-making in the 1980s. Shared decision-
making reflects a particular view of doctors’ moral obligations to both respect 
patient autonomy and also to respect their own fundamental commitment to use their 
medical knowledge to improve the clinical and ethical outcomes for patients.

D. Contributing to the “empirical turn” in ethics research.

Beginning in the 1980s, the MacLean Center and its founding Research Director, 
the late Carol Stocking, PhD, a distinguished sociologist, played a key role in 
advancing the “empirical turn” in clinical ethics scholarship. This “turn” refers to 
the application of the techniques of clinical epidemiology, health services research, 
decision sciences, and evidence-based outcomes to the study of ethical matters in 
clinical practice. Empirical research gathers data with survey methods or clinical 
studies. Empirical data showing that a particular way of ethical practice is better 
than an alternative helps develop a professional consensus and encourages changes 
in practice. Previously, ethics research had relied primarily on non-data-based, ana-
lytic scholarship done by philosophers, theologians and legal scholars, and such 
analytic scholarship had less impact on modifying clinical practice than empirical 
data-driven clinical studies.
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E. Introducing the concept of research ethics consultations.

In a landmark article in 1989  in the New England Journal of Medicine, the 
MacLean Center introduced the concept of “research ethics consultations,” an inno-
vative approach to the ethics of clinical and translational research [26]. We described 
research ethics consultations as “…a process in which the ethical issues raised by an 
innovative therapy are analyzed before a protocol is submitted to the Institutional 
Review Board. This process has been an essential part of our living liver donor 
transplantation program in recent years” [26]. Research ethics consultations have 
now been widely adopted by many research groups, including Clinical and 
Translation Science Award programs and also by Marian Danis and colleagues at 
the National Institutes of Health [27].

• SECTION V. How has CME changed and improved the practice of medicine 
in the United States?

In the 1960s and 1970s, the early development of biomedical ethics in the United 
States was led mainly by non-physician bioethicists—theologians, philosophers, 
humanists, legal scholars and social scientists. Physicians and other clinicians had 
minimal involvement in this development and the impact of biomedical ethics on 
medical practice and medical education was very limited [17].

Clinical Medicine Ethics, by contrast, has succeeded in changing and improving 
medicine in critical ways that would otherwise be neglected. In contrast to the 1970s, 
when physicians expressed widespread resistance to biomedical ethics, Clinical 
Medical Ethics has become so well integrated into current practice that physicians 
often don’t realize they are actually “practicing” clinical medical ethics, which is the 
goal of all ethics teaching. Applying clinical ethics precepts without being aware of 
doing so reminds me of the character Monsieur Jourdain from a play by Moliere who 
was surprised to learn that he had been speaking prose all his life [28]. Physicians are 
indeed practicing clinical ethics (and speaking prose) every day when they tell patients 
the truth, or when they break bad news, or when they negotiate informed consent for 
a procedure or a medication, or when they make decisions based on shared decision-
making, or when they decide that a patient lacks decisional capacity and turn instead 
to surrogate decision-makers. These and other clinical ethical considerations have 
become so much a part of routine medical practice that they have become widely 
accepted as the legal and professional “standard of care.” While very few U.S. physi-
cians today are formally trained as clinical ethicists, all physicians regularly apply 
clinical medical ethics approaches in their ordinary, daily work with patients.

I would go so far as to say that these days clinicians cannot practice good medi-
cine—that is, technically competent and ethically appropriate medicine—without 
some knowledge of and ability to apply the core principles of Clinical Medical Ethics.

Since 1972, the changes brought by clinical medical ethics to medicine have 
been profound and have occurred without fanfare or drama. In contrast to the 1970s, 
today almost every medical organization has a code of ethics and an ethics commit-
tee. Similarly, every large hospital is required by the Joint Commission to have a 
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mechanism—usually either a hospital ethics committee or an ethics consultation 
service—to resolve clinical ethical problems when they occur [29, 30]. Publications 
on clinical ethics issues appear regularly, both in ethics journals that are infrequently 
read by clinicians, and in medical journals that are widely read by clinicians.

2.3  Concluding Remarks

In contrast to the 1970s, Clinical Medical Ethics discussions have become a part of 
everyday clinical discourse and of routine clinical decisions in outpatient and inpa-
tient settings across the country. This transition was critical in American medicine 
and ethics. The physician, not the bioethicist, has the special knowledge as well as 
the legal and professional responsibility to assist patients in curing or caring for 
their illness and to assist patients in dealing with the fear, pain and suffering that 
often accompany ill health. Physicians and nurses are licensed by the state and are 
professionally, legally and personally accountable to the patient if they fail to ade-
quately integrate clinical ethics into their care of patients.

The field of Clinical Medical Ethics (CME) is now nearly 50 years old. CME, 
which involves the close integration of ethical principles with everyday clinical 
practice and requires the commitment and involvement of clinicians, has helped to 
improve medicine and medical practice. The field has also greatly improved patient 
care and patient outcomes. As we look toward the future and recognize emerging 
challenges to humane, compassionate and personalized medical practice, I am con-
fident that Clinical Medical Ethics will remain a vitally essential program that con-
tinues to defend and improve clinical medicine and surgery for the benefit of patients.
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Appendix 1: The 33rd Annual MacLean Fellows Conference on 
Clinical Medical Ethics. November 12–13, 2021

Each year for the past 33 years, the MacLean Center has hosted a conference at 
which former MacLean Fellows and current faculty discuss major issues in Clinical 
Medical Ethics. The MacLean Center for Clinical Medical Ethics at the University 
of Chicago is the oldest, largest, and most distinguished clinical ethics program in 
the world. Since the MacLean Center was founded in 1984, the Center has trained 
more than 625 Clinical Ethics Fellows, and they include more than 500 physicians. 
In 2016, Dr. Mark Siegler and the MacLean Center received the prestigious 
Meyerhoff Award from the Johns Hopkins Berman Institute of Bioethics. The award 
stated, “The training program established by the MacLean Center has had a greater 
impact than any other Clinical Medical Ethics training program in the world.”

This year’s MacLean Conference, on November 12–13, will include more than 
40 exceptional lectures on the following topics: Clinical Ethics Decision-Making, 
Covid-19 Clinical Ethics, Health Policy and Health Disparities, Surgical Ethics, 
Pediatrics and Family Ethics, and End-of-Life Care.

Please refer to this year’s brochure and schedule: https://drive.google.com/file/
d/1QDVQMYEXu7_rc5pK_rZ_7pwttKrjPXDy/view?usp=sharing

Appendix 2: The 2021–2022 MacLean Center Summer Intensive 
Program for the Fellowship in Clinical Medical Ethics. July 
6–30, 2021

The MacLean Summer Intensive Program is unique and remarkable. This year, it 
offered fellows a four-week intensive experience that included more than 80 lec-
tures and seminars presented by more than 37 MacLean Center Faculty. This year’s 
summer program offered courses on topics that included: Clinical Medical Ethics, 
Philosophical Ethics, Ethics Consultation, End-of-Life Care, Health Policy and 
Health Disparities, Law and Ethics, Surgical Ethics, Pediatrics and Family Ethics, 
Transplantation Ethics, Reproductive Ethics, Genetic Ethics, and Psychiatric Ethics.

Please refer to this year’s brochure and schedule: https://drive.google.com/file/
d/1XU_nGvQTn1ZUR469XwoIAq6-hSrVcs9L/view?usp=sharing

Appendix 3: The MacLean Center’s 40th Annual Lecture 
Series. The History of Medicine and Ethics. Wednesdays 12:00–
1:30 PM CT

In 1981, Mark Siegler and Richard Epstein organized a year-long, University-wide 
interdisciplinary lecture series on “Medical Innovation and Bad Outcomes: Legal, 
Social and Ethical Responses.” The success of that initial lecture program and of the 
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book published based upon those lectures, demonstrated that there was great inter-
est at the University of Chicago in creating a sustainable interdisciplinary forum to 
discuss health-related subjects with colleagues from the entire University campus. 
Each year since 1981, the MacLean Center for Clinical Medical Ethics has orga-
nized an annual lecture series of 20 or more lectures to examine the ethical aspects 
of one key health-related issue. Recent annual lecture series topics have included: 
Reproductive Ethics; Organ Transplantation; Pediatric Ethics; Global Health; 
Health Care Disparities; Pharmaceutical Innovation and Regulation; End-of-Life 
Care; Neuroethics; Trauma, Violence and Trauma Surgery, and Improving Value in 
the US Healthcare System. In the past two years, our lecture series topics were “The 
Present and Future of the Doctor-Patient Relationship” (2019–2020) and “Ethics 
and the Covid-19 Pandemic: Medical, Social and Political Issues” (2020–2021).

Please refer to this year’s brochure and schedule: https://drive.google.com/file/
d/11oE4ynx1yclNv2r_3EMx7RJo__mMb891/view?usp=sharing
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Chapter 3
What Makes Surgical Ethics Unique?

Jessica G. Y. Luc , Jason J. Han , and Robert M. Sade 

Abstract In this chapter, we provide an overview of ethical principles as they apply 
to health care, with a focus on surgical ethics. We discuss why surgical ethics matter 
and what makes surgical ethics unique, spanning aspects of patient care, profes-
sional integrity, research, administration, education, and surgical training and edu-
cation. We present observations on how surgical ethics can be taught, and, finally, 
we speculate on the future of ethics in surgery.

Keywords Surgical ethics · Health care ethics · Health care · Education · Surgical 
education · Surgeon-patient relationship

3.1  Introduction

The word ethics is derived from the Greek word ethos, which means “character.” 
Ethics is the branch of philosophy that explores the notion of proper conduct, in that 
it strives to determine right versus wrong and to balance what is good for the indi-
vidual versus for society. It investigates the nature of obligations or duties that people 
owe themselves and one another based on a thoughtful understanding of moral 
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responsibility. The field of ethics has many subdivisions, including bioethics (health 
care and the biological sciences), clinical ethics (bedside), organization ethics (health 
care leadership), and medical ethics (physicians) [1]. A subcategory of the last is 
surgical ethics. What sets surgical ethics apart? How is it different from the more 
general medical ethics? In this chapter, we explain what makes surgical ethics unique 
and, going a step further, suggest how it can be taught to surgeons and trainees.

3.2  Discussion

3.2.1  Overview of Ethical Principles and its Application 
to Health Care

In the practice of medicine and surgery, patient care is dictated by technical capa-
bilities and knowledge as well as the exercise of clinical and moral judgment. When 
decisions must be made in the context of competing choices, no single answer may 
be apparent. Ethical principles can help in selecting or justifying the most favorable 
course of action.

Ethical analysis in medicine can take many forms and are generally classified 
into three frameworks: consequentialism, deontology, and virtue ethics [2]. In gen-
eral, consequentialist theories assert that outcomes should guide choices. For exam-
ple, according to utilitarianism, the morally superior choice is the one that creates 
the greatest good for the greatest number of people. Deontological theories hold that 
certain rules of behavior determine what is right and wrong: according to Kant’s 
categorical imperatives one should always treat oneself and others as ends in them-
selves, never as means to other ends. Virtue theory requires that personal develop-
ment of proper characteristics, such as honesty, technical and intellectual competence, 
and compassion, will lead to good choices among competing options [2].

A commonly applied framework in health care is a combination of those 
approaches, the principlism approach advocated by Beauchamp and Childress [3] 
shown in Table  3.1. Certain structures or aids to ethics analysis have been 

Table 3.1 The principlism approach [3]

Autonomy
The patient has the right to select a treatment 
from among several options after 
understanding the risks, benefits, and 
consequences of each

Beneficence
When caring for patients, the physician’s 
paramount obligation is to the best interest of the 
patient. To best serve that interest, the physician 
must maintain competence, good clinical 
judgment, life-long education, and accountability

Non-maleficence
A physician must not cause more harm than 
good, which includes recognizing one’s 
limitations as well as appropriate disclosure 
and discussion of complications, among 
many other means of avoiding harm

Justice
A physician should ensure equal treatment of 
similarly situated patients, without any medically 
unjustified discrimination

J. G. Y. Luc et al.
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recommended. Jonsen et al. have described a four-topics model approach [4], which 
includes examining the medical indications, patient preferences, quality of life, and 
contextual features of a case to select the best course of action (see Fig. 3.1).

The Four Topics Chart

Medical Indications

The Principles of Beneficence and The Principles of  Justic and Fairness

1.

1.

2.

2.

3.

3.

4.

4.

5.

6.

7.

8.

9.

10.

5.

6.

8.

7.

Contextual FeaturesQuality of Life.

Nonmaleficence and Respect for
Autonomy

Are there professional, interprofessional, or
business interests that might create conflicts
of interest in the clinical treatment of patients?

Are there parties other than clinician and
patient, such as family members, who have
a legitimate interest in clinical decisions?

What are the limits imposed on patient
confidentiality by the legitimate interests of
third parties?

Are there financial factors that create
conflicts of interest in clinical decisions?

Are there problems of allocation of resouces
that effect clinical decisions?

Are there religious factors that might
influence clinical decisions?

What are the legal issues that might effect
clinical decisions?

Are there considerations of clinical research
and medical education that affect clinical
decisions?

Does institutional affiliation create conflicts
of interest that might influence clinical
decisions?

Are there considerations of  public health and
safety that influence clinical decisions?

What are the prospect, with or
without treatment, for a return to
normal life and what physical, mental,
and social deficits might the patient
experience even if treatment succeeds?

On what grounds can anyone judge
that some quality of life would be
undesirable for a patient who cannot
make or express such a judgement?

Are there biases that might prejudice
the provider’s evaluation of the
patient’s quality of life?

What ethical issues arise concerning
improving or enhancing a patient’s
quality of life?

Do quality-of-life assessment raise
any questions that might contribute to
a change of treatment plan, such as
forgoing life-sustaining treatment?

Are there plans to provide pain relief
and provide comfort after a decision
has been made to forgo life-sustaining
interventions?

Is medically assisted dying ethically
or legally permissible?

What is the legal and ethical status of
suicide?

The Principles of Beneficence and

1.

2.

What is the patient’s medical

What are the goals of treatment?

3.

5.

6.

5.

4.

3.

2.

1.

In what circumstances are medical
treatements not are the probabilities of
success of various treatment options?

In sum, how can this patient be
benefited by medical and nursing
care, and how can harm be avoided?

Is the patient unwilling or unable to cooperate
with medical treatment? It so, why?

Who is the appropriate surrogate to make
decisions for an incapacitated patient? What
standards should govern the surrogate’s
decisions?

If incapacitated, has the patient expressed
prior preferences?

If mentally capable, what preferences about
treatment is the patient stating?

Is the patient mentally capable and legally
competent or is there evidence of incapacity?

Has the patient been informed of benefits
and risk of diagnostic and treatement
recommendations, understood this
information, and given consent?

The Principle of Respect for Autonomy

problem? Is the problem acute?
chronic? critical? reversible?
emergent? terminal?

Nonmaleficence

Preferences of Patients

Fig. 3.1 The four-topics matrix of Jonsen, Siegler, and Winslade, which is based on the Ethical 
Principlism approach of Beauchamp and Childress [4]. With permission, from Jonsen AR, Siegler 
M, Winslade WJ. Clinical ethics. 8th ed. McGraw-Hill; 2015
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3.3  Why Do Surgical Ethics Matter?

Surgery is a moral practice, and every surgeon is a moral agent—Pellegrini [5]

Surgical ethics is a subcategory of medical ethics that focuses on issues concerning 
issues related to the care of surgical patients. It encompasses, but is not limited to, 
providing a framework to address dilemmas surgeons face in the daily care of 
patients, research, education, leadership, and management. Surgery is inherently a 
technical skill, but it is also, in more general terms, a healing art. A technically 
excellent outcome that fails to regard the relevant ethical principles in an encounter 
with a patient falls short of surgical excellence. A truly optimal outcome can result 
only when the technical and the ethical elements are in concordance. The ethical 
question in patient care is not “what can be done for this patient?” but rather, “what 
should be done for this patient?”

Surgical ethics is not a static system; it is dynamically informed by evolving 
technologies, value systems—both personal and societal—and worldviews. Ethical 
issues should be revisited periodically, and underlying assumptions may need to be 
overturned. Principles do not change, but their application may have to be tailored 
to changing needs or values of a specific community to best serve its members. The 
role of surgeons, too, may evolve. At various career stages, surgeons function as 
health care providers, teachers, learners, innovators, researchers, administrators, 
and leaders. Ethical principles that surgeons apply conform to a varied hierarchy of 
importance based on the roles and responsibilities they embody [1]. Pellegrini [5] 
proposed characteristics of excellence of a modern competent surgeon that include: 
(1) clinical skills and surgical judgment; (2) technical skills; (3) knowledge and 
practice of humanism, ethics, and moral values.

3.4  What Makes Surgical Ethics Different?

 1. Training and education

By definition and function of the specialty, surgeons necessarily inflict harm by 
performing an operation to heal—i.e., anatomical correction or removal of disease. 
The benefits of surgery, however, overbalance the harm. Surgery as a discipline 
requires technical performance as well as decisions based on appropriateness, 
acceptability, and standards of care, all of which are mastered during education and 
training, and refined through professional practice.

According to Chap. 9 of the American Medical Association (AMA) Code of 
Ethics [6], physicians have a responsibility to teach and mentor those who follow, 
for they are the future of our caring profession. The process of training the future 
generation of physicians, however, must be balanced with a physician’s obligation 
to the patient, and the patients’ freedom to choose from whom they received their 
medical treatment. The obligation to educate trainees is especially challenging in 
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surgical specialties, because the acquisition of technical skills and judgment comes 
with a learning curve that is uniquely consequential in surgery—errors made during 
operations can lead to immediate and grave consequences. To ensure patient safety 
and quality of care, appropriate faculty supervision is an absolute ethical require-
ment. Trainees gain competence through graduated responsibility that is linked to 
their level of training and expertise, as determined by their instructing surgeons. 
Trainees must be aware of their own limitations, and educators are obligated to 
evaluate and understand their trainees’ abilities and readiness before advancing 
their responsibilities. Patients should be informed about modifications to standard 
procedures, if there are any, for educational purposes and be given the opportunity, 
without coercion, to agree or refuse.

In providing education for technical knowledge and skills, physicians have not 
only an ethical responsibility to accurately evaluate trainees for the welfare of future 
patients, but because no formal objective test for technical performance or profi-
ciency is usually available upon completion of surgical training, educators have the 
vital role to constantly evaluate each trainee’s technical performance throughout 
residency. This ensures the trainee has an environment to allow for successful 
achievement of competency and provides pathways for self-improvement should 
deficiencies be identified. Concurrently, educators must be aware of their own 
biases, both implicit and explicit, in their assessment of trainees’ surgical compe-
tence and autonomous functioning to ensure that all receive equitable opportunities 
to succeed in their professional careers [7].

A major objective of surgical training is to provide trainees the tools and motiva-
tion to practice lifelong learning and self-improvement throughout their careers, 
ensuring that their future patients will continue to receive excellent care.

 2. Patient care

The surgeon’s mantle bestows many roles, but the role of caring for patients 
engenders the most distinctive and demanding ethical circumstances. Those unique 
ethical demands arise from the special relationship between surgeon and patient, a 
relationship that is characterized by professional intimacy and mutual reliance. No 
other professional relationship requires the same degree of trust, as is required when 
patients undergo anesthesia, rendering them completely helpless while allowing 
their surgeon to cut into their body. The profession therefore carries a heavy weight 
of responsibility for patients’ well-being. They can never treat that responsibility 
lightly.

The process of informed consent is ethically necessary to respect the patient’s 
autonomy in clinical and research settings. This process can be particularly chal-
lenging and nuanced in surgery for several reasons. Contrary to the paternalistic 
decision-making paradigm of the past, the current ethically best practice in planning 
a patient’s treatment is shared decision making, in which the surgeon and patient 
together choose a treatment option that is best for the patient. It is an amalgamation 
of medical-surgical facts, which are provided by the surgeon, and the patient’s value 
system. Together they decide on the best course to take. No matter the agreement or 
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disagreement, the patient makes the final decision, thereby exercising the right of 
personal autonomous decision making [8].

In the shared decision-making framework, the patient’s autonomy is balanced 
with the surgeon’s clinical experience, knowledge, and recommendation [8]. 
Transferring to the patient the medical knowledge required to understand the ratio-
nale and alternatives to treatment is not always possible, particularly when the time 
before surgery is limited. The stakes may be high, however, when the procedure at 
hand is highly invasive and carries life-threatening or life-altering risks while the 
patient is incapacitated under general anesthesia. If the need for treatment is time- 
sensitive, all of the necessary decision-making information is unlikely to be avail-
able [8]. Moreover, decision making is often complicated by factors such as varying 
degrees of capacity, minor status, language barriers, educational status, or religious 
factors that limit therapeutic options.

Despite these barriers, the profound depth of trust that characterizes the surgeon- 
patient relationship requires for its sustenance surgeons’ uncompromising adher-
ence to ethical principles. Many examples illustrate the importance of ethical 
principles that help to cultivate trust. Surgeons bear the responsibility of preserving 
the patient’s physical and informational privacy, as well as maintaining strict confi-
dentiality of all patient-related interactions. They must hold their patients’ best 
interests above all potentially conflicting motives (e.g., promoting their own finan-
cial interests, rejecting high-risk patients because of public reporting, increasing 
productivity, enhancing a positive reputation, and burnishing relationships with 
industry). If errors have occurred, surgeons must fully disclose them to patients and 
families with honesty and humility. In return for surgeons’ full dedication to 
patients’ best interests, patients trust surgeons to take them safely through the surgi-
cal experience, navigating expected and unexpected intra- and post-operative events, 
which often require that decisions be made under conditions of uncertainty.

 3. Physician wellness and professional conduct

Physicians are responsible for maintaining their own health and wellness to 
ensure that they are capable of continuing to provide safe and effective medical and 
surgical care for their patients according to Chaps. 8 and 9 of the AMA Code of 
Ethics [6]. Surgeons and surgical trainees are particularly at risk for burnout due to 
the length of working hours, delayed career gratification, and high-stakes operative 
outcomes [9]. The negative effects of emotional and physical fatigue, stress, burn-
out, and illness can prevent physicians from being able to perform at their best. 
When physicians’ health or wellness is compromised, they are obligated to take 
measures to mitigate the problem, seek appropriate help, and take appropriate mea-
sures to protect patients. Physicians and their colleagues have a collective obligation 
to create communities and environments that foster their own wellness and that of 
others. A corollary obligation is to assist, intervene, and report impaired colleagues 
according to Chaps. 8 and 9 of the AMA Code of Ethics [6].

The way physicians and surgeons conduct themselves, in person and online, 
must uphold the values and standards of the medical profession. Surgeons take on 
various roles beyond being a physician, such as advocate, scholar, collaborator, 
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leader, and educator of not only trainees, but also of patients, colleagues, and the 
public. They have an obligation to communicate truth and information, and to coun-
ter misinformation. Best practices for surgeons’ social media have been published 
by the Cardiothoracic Ethics Forum [10] and are consistent with the Codes of Ethics 
of Society of Thoracic Surgeons (STS) [11] and the American Association for 
Thoracic Surgery (AATS) [12]. In brief, as with in-person relations, online interac-
tions must preserve patient confidentiality and privacy, uphold professionalism, 
maintain boundaries, appropriately disclose conflicts of interest, portray oneself and 
content accurately, understand the permanence of all online activity, and recognize 
that great responsibility accompanies the influence arising from respect and 
authority.

 4. Surgical research

The common purpose of all operations, which are inherently invasive and are 
often costly, is to maximize healing and reduce harm. This purpose can be under-
mined if the rationale for a treatment is not objectively rooted in empirical facts, in 
which case standard therapies would then remain in general use without demon-
strable efficacy. Surgical research provides the means to evaluate, improve, and dis-
seminate facts about the science and art of surgery.

The nature of innovation is such that some treatments in early stages of develop-
ment may be without benefit or may appear to be harmful, futile, or unethical. 
Historical texts contain many examples of declarations that certain treatments or 
operations are beyond the realm of possible. Theodor Billroth, possibly the greatest 
of all nineteenth century surgeons, famously exclaimed, “A surgeon who tries to 
suture a heart wound deserves to lose the esteem of his colleagues” [13]. Progress 
has often arisen, however, from courageous innovation and has erased doubt, such 
as Ludwig Rehn’s suture repair of a heart laceration that challenged Billroth’s dec-
laration just a few years later. Innovation and research have been the processes by 
which new approaches are realized and hypotheses are proven and generalized into 
surgical practice.

The methodology of surgical research is different from most medical research 
for several reasons (see Chap. 48). Randomized controlled trials (RCTs) are more 
difficult to carry out for surgical procedures than, for example, for pharmaceutical 
trials. A 50 mg pill is the same no matter who prescribes it or where it is adminis-
tered. Surgical procedures, however, are highly variable, depending on who the sur-
geons are, how many such procedures they have performed, what innovative 
technical variations they have introduced, and the local surgical culture at the insti-
tution in which it is done. The surgical learning curve of individual surgeons is more 
or less steep, depending on their experience and skill. Because of the need for sub-
stantial numbers of patient-subjects in order to achieve sufficient statistical power 
for valid conclusions, an increasing number of studies in surgery are multi- 
institutional. Unlike the standard dose of a medication, the standard techniques for 
a particular surgical procedure are highly variable, so comparison of one procedure 
with another when multiple surgeons are involved, is subject to important consis-
tency errors [14].
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Another challenge for surgical RCT studies is the unavailability of blinding for 
both the patients and investigators—surgeons always know what they are doing to 
their patients, so double-blinded RCTs are difficult, often impossible, to carry out. 
Although sham surgery, in which some subjects receive the true operation and the 
control group receive only an incision and a scar, has been ethically criticized, some 
have been successful in defining the efficacy or ineffectiveness of a procedure. In 
addition, the culture of surgery often encourages projecting confidence (e.g., “some-
times in error but never in doubt”) [15], combined with the cognitive bias that doing 
something is more beneficial than withholding action, may not be conducive to 
careful, and at times tedious, adherence to protocols.

Overcoming these challenges requires anticipating pitfalls in ethical conduct of 
surgical research and establishing policies or structures to protect patients. The 
Belmont Report of 1979 established ethical principles for protection of research 
subjects and defined what constitutes research in distinction from practice [16]. Its 
principles—respect for persons, or autonomy, beneficence, and justice—were codi-
fied in 1984 in federal regulations that became known as the Common Rule [17], 
which established enforceable guidelines for research, including research oversight 
committees that the regulations termed Institutional Review Boards. Those regula-
tions are intended to protect surgical research subjects, as all clinical research sub-
jects, from potential exploitation, undue risks, or false or misleading information 
about a research protocol. Seven requirements for the ethical conduct of clinical 
research have been described: (1) socially valuable health-related knowledge, (2) 
rigorous methods that produce scientifically valid data, (3) fair selection of partici-
pants, (4) favorable risk-benefit ratio, (5) independent committee review and over-
sight, (6) thorough informed consent and (7) respectful treatment of patients during 
the course of research [14]. Together, these tenets ensure that clinical research is 
carried out within an ethical framework.

 5. Administration

Surgeons’ roles extend beyond clinical care and the operating theater, to include 
ethical obligations in the administrative, societal, and leadership realms. In admin-
istrative roles such as committee members and department and division leaders, 
surgeons wield substantial influence over the conduct of department, hospital, or 
university functions, including operating room culture, research directions and 
facilities, and education of students and trainees. Surgeons also face various pres-
sures to meet the needs of their multispecialty teams, their employers, government 
regulations, a complex web of referral patterns, and national societies. This requires 
them to remain cognizant of the terrain of potential ethical problems and navigate 
them with thoughtful analysis and honest communication.

Surgeons may also contribute to developing and administering ethical standards 
at a local and national level through participation in groups such as the ACS 
Committee on Ethics and the STS Committee on Standards and Ethics [18]. Such 
committees and their members infuse ethical conversations into the surgical litera-
ture and conferences in various ways: publishing textbooks or manuscripts in spe-
cialty journals, hosting salient ethical presentations and debates at national 
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conferences, and performing regulatory roles such as peer-review functions. 
Surgeons can also be directly involved in writing and implementing policies regard-
ing the standards of the profession on topics such as engaging with social media, 
industry, and other entities that may be fraught with ethical dilemmas.

At a societal level, surgeons may exercise an ethical obligation to advocate for 
their patients through political activism, such as fundraising, lobbying, and testify-
ing before congressional committees. Some have argued for an ethical obligation to 
testify in medically related court proceedings [19] (See Chap. 18). These activities 
can ultimately influence health policymaking at all levels of government.

3.5  How to Teach Surgical Ethics

 1. Teaching ethics

Teaching surgical ethics (See Chap. 11) can provide an opportunity for surgeons 
and those in training to develop a proper framework and vocabulary for moral rea-
soning and deliberation. As they attempt to make sense of ethical problems as they 
arise, they can continue to refine their understanding [20]. Furthermore, teaching 
surgical ethics would meet most components of professionalism as required by the 
Accreditation Council for Graduate Medical Education (See Chap. 16). The 
Council’s professionalism standard states:

Residents must demonstrate a commitment to carrying out professional responsibilities and 
an adherence to ethical principles. Residents are expected to demonstrate:

• Compassion, integrity, and respect for others
• Responsiveness to patient needs that supersedes self-interest
• Respect for patient privacy and autonomy
• Accountability to patients, society and the profession; and,
• Sensitivity and responsiveness to a diverse patient population, including but not limited 

to diversity in gender, age, culture, race, religion, disabilities, and sexual orienta-
tion. [21]

 2. Perspectives on an ethics curriculum

A taxonomy of ethics curricula describes three overlapping spheres: (1) a formal 
curriculum taught in the classroom; (2) an informal curriculum consisting of ad hoc 
lessons, values, and attitudes learned through interactions with others; and (3) a 
“hidden curriculum”, which includes all socialized influences embedded in task- 
specific experiences [22]. A qualitative study of surgical faculty and trainees dem-
onstrated unanimous agreement on the importance of ethics education as a 
component of surgical training [22]; however, despite clinical exposure to ethical 
topics, residents’ knowledge base was poor [23]. Furthermore, participants indi-
cated that although some ethical issues can be conveyed in a formal curriculum, 
informal curricular teaching is also highly valued through real case discussion and 
varied teaching methods including but not limited to role-playing, debates, objec-
tive structured clinical examinations, and small group discussions, to bridge the 
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divide between knowledge and application [22]. Furthermore, feedback on how one 
handles ethically difficult situations in informal curricula teaching or clinical prac-
tice was valued by participants in order to help identify areas for improvement, 
much like the process to refine and cultivate one’s surgical skills.

 3. Challenges in teaching surgical ethics

Trainees have identified challenges in teaching surgical ethics [22]: (1) providing 
trainees with an ethical framework; (2) providing practical insight into the issues 
they face within their particular specialties; and (3) demonstrating real-life perspec-
tives using case-based examples to learn to apply their knowledge to clinical prac-
tice. Trainee respondents also identified challenges when facing and navigating 
situations involving unethical faculty behavior or ill-conceived administrative 
decisions.

In the field of cardiothoracic surgery, surgical ethics has been taught and fostered 
by the Cardiothoracic Ethics Forum, which provides ethics education for cardiotho-
racic surgeons through presentations and debates on ethical issues at national meet-
ings of cardiothoracic surgical societies. In addition to their ethics committees, the 
STS and the AATS also have established the position of ethics editors of their 
respective journals, The Annals of Thoracic Surgery (ATS) and the Journal of 
Thoracic and Cardiovascular Surgery (JTCVS), through which publication of arti-
cles on ethical issues in surgery can be facilitated. In a survey of 578 cardiothoracic 
surgeons [24], 83% of respondents believed that cardiothoracic surgeons would 
benefit from ethics education to improve their understanding of complex ethical 
issues in cardiothoracic surgery; 64% agreed or strongly agreed that ethics sessions 
at national meetings improved their understanding. In addition to the aforemen-
tioned efforts, the Cardiothoracic Surgery Ethics Forum supports opportunities for 
intellectual development and preparation for leadership roles in surgical ethics 
through scholarships for surgeons and trainees to obtain formal education and train-
ing in biomedical ethics.

3.6  Future Directions

Surgical ethics is not a static discipline, but is dynamic and constantly evolving, 
shaped by scientific advances, administrative demands, national and world events, 
and shifting societal values. The practice of surgery requires a deep fund of knowl-
edge and sound judgment about ethical challenges encountered in daily practice. 
Educators should seek to continually evaluate and refine education in surgical ethics 
to ensure it remains relevant and able to meet the needs of trainees and faculty. 
Surgeon teachers can capitalize on their past experiences to provide case-based 
examples and discuss with learners the options, decision-making process, potential 
solutions and outcomes. A specific program to accomplish this through morbidity 
and mortality rounds has been described recently [25] and should be adopted by 
surgical training programs more widely. Trainees should make every effort to be 
present during faculty discussions with patients and their families regarding the 
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risks, benefits, and uncertainties of a proposed surgical treatment, and should seek 
guidance when faced with ethical dilemmas. Furthermore, just as surgical simula-
tion laboratories help trainees improve technique and self-confidence in technical 
skills, proficiency at managing ethical problems can be strengthened through dem-
onstration and varied active learning methods with trainee engagement.

3.7  Concluding Remarks

Over 20 years ago, we studied a previously described disparity in the rate of discus-
sion of ethical issues between the medical and the surgical literatures [1, 24]—such 
discussions had been found to be four times more frequent in the medical than in the 
surgical literature. In the two decades since that publication, efforts to address the 
gap by increasing discussion of ethical issues in surgical meetings and publications 
and to introduce ethics education in surgical training programs have flourished. In 
cardiothoracic surgery alone in the last two decades, members of the Cardiothoracic 
Ethics Forum have published nearly 500 papers on ethical issues in the surgical and 
related literature, have presented over 50 hour-long ethics discussions and debates 
at national cardiothoracic surgical society meetings, and have developed numerous 
ethics-related policies for surgical societies.

Methods and programs for formal ethics education in surgical training programs 
have been developed and disseminated by such institutions as the MacLean Center 
for Clinical Medical Ethics of the University of Chicago, and the Joint Centre for 
Bioethics, Dalla Lana School of Public Health of the University of Toronto.

The depth of trust demanded between patients and surgeons in clinical surgery 
place the surgeon in unique ethical circumstances, and ethical practice has been 
deeply ingrained in surgeons for well over a century; that embedded ethical tradi-
tion was not recognized as such, however, nor were ethical issues often explicitly 
discussed in formal settings until recently. Our thoracic surgeon colleague and 
ethicist, Martin McKneally, has said, “Surgeons are practicing ethicists through-
out their career” [26]. To that idea we could add that surgeons have always been 
practicing ethicists. Now, ethics discussions and education has been made a per-
manent and explicit part of surgical meetings, conferences, and rounds, as well as 
of surgical training—we believe this will redound to the ultimate betterment of 
surgical practice.

3.8  Selected References

• Sade RM. The Ethics of Surgery: Conflicts and Controversies. Oxford University 
Press; 2015. p. 1–13.

 – The author begins with an overview of the ethics gap in surgery and then 
delves into case examples of cardiothoracic surgical ethics related to issues of 
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professional integrity, relationships with patients in terms of autonomy and 
consent, innovation and use of technology as well as organ donation and 
transplantation. In addition, conflicts of interest in surgery as well as ethical 
issues in health-care policy are also explored.

• Devon K, Sade R.  Surgical ethics: How I teach it. Ann Thorac Surg. 
2020;110(6):1805–1808. https://doi.org/10.1016/j.athoracsurg.2020.07.010

 – A step-by-step of how to teach surgical ethics to trainees from the perspective 
of a surgeon-ethicist. Emphasis is placed on the importance of utilizing every 
interaction as an opportunity to discuss ethical issues, integrating ethics into 
clinical training, as well as academic events and activities. Ethics “teaching 
moments” are emphasized throughout all aspects of clinical training, includ-
ing morbidity and mortality rounds, journal clubs, and patient interactions.

• Brewster LP, Hall DE, Joehl RJ. Assessing residents in surgical ethics: We do it 
a lot; We only know a little. J Surg Res. 2011;171(2):395–398. https://doi.
org/10.1016/j.jss.2011.04.008

 – Surgical residents’ exposure to ethical scenarios and their confidence level 
and understanding of ethical principles are explored. Despite clinical expo-
sure to and self-perceived confidence of ethical topics, surgical residents’ 
knowledge was low, highlighting the need for a formal ethics curriculum.
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Chapter 4
Notable Ethical Surgeons
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Abstract As the three co-editors of this volume considered our own experiences as 
surgeons, we realized that each of us were dramatically influenced by many sur-
geons and other physicians who have been role models of the ethical care of patients. 
While not wanting to be too self-indulgent, we thought it valuable to discuss the 
influences of some notable ethical physicians and surgeons on our own careers and 
practices. In an acknowledgement of the impact of the pandemic that has raged as 
we worked on this volume, Vassyl Lonchyna has written about healthcare workers 
who have selflessly cared for patients. Peggy Kelley cites the influences of two dis-
tinguished otolaryngologists, Dr. John J. Conley and Dr. Sylvan Stool, who tran-
scended their specific practices to become role models for all surgeons. Peter 
Angelos explores the impact of Sir William Stokes who may have been the first to 
use the term “surgical ethics” in print and Dr. C.  Rollins Hanlon who led the 
American College of Surgeons for many years and also influenced the growing 
acceptance of surgical ethics in American surgery. Vassyl Lonchyna concludes the 
chapter by considering the personal sacrifice of Dr. Ostap Selianski, a Ukrainian 
country doctor, who heroically served patients until his death in World War II.
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4.1  The Healthcare Worker in the Time of COVID

The twentieth century is bookended by two deadly pandemics …

It was the best of times, it was the worst of times …. Charles Dickens, A Tale of Two 
Cities (1859)

We begin this chapter, neigh book, in acknowledging our utmost respect, thankful-
ness and gratitude to all of the healthcare workers of the world. They ran into the 
face of the enemy without hesitation, fought bravely and tirelessly to vanquish this 
enemy virus. Despite potential grave danger to themselves and their families, they 
worked long hours as the onslaught mounted and seemed never to abate.

Who are these heroes? They are your neighbors. Every day, ordinary people who 
chose the vocation of helping others. At the beginning of the pandemic, they could 
not have imagined how our world would be turned upside down and inside out and 
badly shaken with the ravages of an unseen disease. The disease that did not dis-
criminate, that attacked young and old, and especially our most vulnerable, the 
elderly, those with chronic diseases, those facing disparities of healthcare access 
due to their socio-economic status, and unwittingly the healthcare workers them-
selves. These are the heroes of the frontline: paramedics, clerks, nurses, laboratory 
technicians, phlebotomists, doctors. They are joined in brother/sisterhood with 
those that help the system work to keep an everyday, but highly strained, infrastruc-
ture purring at an overtaxed speed: the maintenance workers, transporters, cooks, 
bio-technical support, drivers, and morgue workers.

Every day we see images of the frontline caregivers, decked out in space age pro-
tective gear, working exhaustive hours to care for critically ill patients. (see Fig. 4.1). 
We see the tears on the faces of workers dealing with death on, not a daily, but hourly 
basis. We see the strain in the eyes and faces of workers, who care for patients who 
are not able to have family with them, who become the last human touch the patients 
feel before leaving this life. We see long lines of people waiting for COVID testing, 
enabled by healthcare volunteers placing their health and lives on the line to be part 
of the nationwide/worldwide response to controlling this pandemic.

This has resulted in a myriad of victims. Firstly, those HC workers, who them-
selves became infected, with a high mortality rate. Secondly, the families of the HC 
workers, who despite a myriad of complicated safety measures, including self- 
quarantine, could not escape being infected and suffering the wrath of this disease. 
Thirdly, the extreme fatigue and emotional toll on the HC workers, who see no end 
to this war, who suffer from PTSD and even have succumbed to suicide.

Next, but not lastly, the everyday anticipation of relief, in the form of vaccina-
tion. The HC workers are the first to receive it, as they are our frontline soldiers. But 
the eradication of this enemy will depend on herd immunity, achievable only by 
having 80–90% of the entire population immunized with one of the many effective 
and safe vaccines brought into service within a year by the immense efforts and 
cooperation of scientists, physicians, industry and government. The HC worker will 
be spearheading this massive relief for our population, without which we will not 
see an end to this pandemic.

V. A. Lonchyna et al.
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The years 2020–2021 have been incredible for mankind. Our healthcare workers, 
whom we often take for granted, have stepped up to the challenge, and without hesi-
tation, have fought for each of us. To each and every healthcare worker, we owe our 
gratitude, and we acknowledge them as our heroes.

Complaint

They call and I go,
It is a frozen road
past midnight, a dust
of snow caught
in the rigid wheeltracks.
The door opens.
I smile, enter and
shake off the cold.
Here is a great woman
on her side in the bed.
She is sick,
perhaps vomiting,
perhaps laboring
to give birth to
a tenth child. Joy! Joy!
Night is a room

Fig. 4.1 Self-portrait: 
working with COVID 
patients. By Nurse Maribel 
Huerta, a surgical ICU 
nurse at Advocate Christ 
Medical Center in Oak 
Lawn, IL [1]
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darkened for lovers,
through the jalousies the sun
has sent one golden needle!
I pick the hair from her eyes
and watch her misery
with compassion.

William Carlos Williams 1921 [2]
—Vassyl A Lonchyna

Fig. 4.2 “The Sacrifice” (2020), dedicated to all the doctors of the world, by Iranian artist 
Bozorgmehr Hosseinpour
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4.2  John J. Conley MD (1912–1999)

Dr. Conley, a native Pennsylvanian and graduate of the University of Pittsburgh 
School of Medicine, became a New York City otolaryngologist who specialized in 
treating patients with head and neck cancer (see Fig. 4.3). And, for many surgeons, 
his name is synonymous with surgical ethics. As a surgeon, he had a long career 
that encompassed the development of head and neck cancer extirpation and recon-
structive surgery. He innovated operations for speech following laryngectomy and 
one step myocutaneous flaps for reconstruction following ablative cancer surgery 
of the face and neck as well as made contributions leading to successful nerve 
grafting.

As a Clinical Professor of Otolaryngology at Columbia University College of 
Physicians and Surgeons, he published nearly 300 surgical papers and eight books. 
He was willing to share both his excellent [4] and catastrophic [5] surgical results 
for the advancement of the nascent field. He was known for being a master surgi-
cal technician with deliberate, delicate precision when indicated and rapid, 
utilitarian and courageous cuts where needed. His passion for both performing 
and teaching surgery was well known. Among his clinical accolades, he was 
named the first president of the American Society of Head and Neck Surgery. He 
also served as president of the American Academy of Ophthalmology and 
Otolaryngology and later the American Academy of Facial Plastic and Reconstructive 
Surgery.

Fig. 4.3 Dr. John 
J. Conley. With permission 
from John Wiley and 
Sons [3]
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As an ethicist, Dr. Conley wrote thoughtfully about the difficult decisions that 
surgeons face. Beginning in the 1980’s his papers started reflecting his ideas on eth-
ics but as early as the mid 1970’s he was writing about justice issues [6]. After retir-
ing from performing surgery at 80  years of age, he founded the John Conley 
Foundation for Ethics and Philosophy in Medicine. Difficult decisions that surgeons 
face was addressed in his essay Have I performed the right operation? [7] Here 
Conley outlines the difficulty of acknowledging that there is no one right operation 
and that even the right operation, performed well, may result in a treatment failure. 
For him, the important thing in finding the right operation was to have a working 
relationship with each patient to understand how various surgical options would 
affect them and in taking the time to review the outcome of each operation a surgeon 
completes so that there is no hiding behind a mask of “well I tried”.

We are in unprecedented times: a theme also addressed by this sage. In Concepts 
of ethics in medicine, [8] Conley writes that the ideal laws of Moses (laws for social 
behavior) and Hippocrates (laws for doctors) set us up to deal with incomprehensi-
ble progress and change in science and technology. He states, “we are better pre-
pared to meet these challenges as we are compelled to mutate in another direction.” 
A prophetic call to rely on the stabilizing forces and intrinsic good of the Hippocratic 
oath he summarizes as:

 1. Be humble and proud you are a doctor.
 2. Be grateful to your teachers.
 3. Honor your colleagues and your patients with natural and honest respect.
 4. Defend the rights and dignity of the patient.
 5. Accept and help all patients, without exclusion to the best of your ability.
 6. Do not perform unnecessary surgery.
 7. Inform the patient and his or her family about the disease process, the possible 

complications of treatment, answer questions, and recognize options and 
alternatives.

 8. Do not give guarantees but tell the truth as you see it.
 9. Never hesitate to advise a second opinion, seek help, or refer a patient to 

another doctor.
 10. Be fair in your charges and be generous to those who cannot pay. The profes-

sionality of medicine should be higher than business. Recognize the essentiality 
of business in all aspects of medicine and use it to improve medical elegance 
and service.

 11. Respect confidentiality.
 12. Appreciate the complexities of illness, the hazards of treatment, and the sanctity 

of life.
 13. Recognize that not all problems can be solved, and that there is often an asso-

ciation with religion, politics, ethics, and society [8].

Reading Conley’s summary of the Hippocratic oath reminds me that even in the 
midst of change and pandemic, basic principles of treating others how I would like 
to be treated is a sound foundation from which to practice medicine and surgery.
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Dr. Conley’s contributions to the field of surgical ethics have been recognized as 
the surgeon ethicist for whom both the American College of Surgeons and the 
American Academy of Otolaryngology-Head and Neck Surgery have named their 
national ethics lectureships.

From the American College of Surgeons:

The Conley Ethics and Philosophy Lecture is sponsored by the Committee on Ethics and 
has been generously supported since 1991 by John J. Conley, MD, FACS, New York, NY, 
to explore ethical issues in surgery. Dr. Conley died in 1999, but his legacy continues, and 
his memory is honored at this annual lecture [9].

From the American Academy of Otolaryngology Head & Neck Surgery:

The John Conley, MD Lecture on Medical Ethics has been given annually since 1986. It is 
based on Dr. John Conley’s passion for head and neck surgery and belief in the profession-
alism of the practice of medicine. He was dedicated to the highest standard of moral and 
ethical behavior from physicians [10].

From the John Conley Foundation of Surgical Philosophy and Ethics:

This lectureship was established by a well-known surgeon, John J Conley, an otolaryngolo-
gist who dedicated most of his professional life to the treatment of head and neck cancer. 
Dr. Conley was primarily a surgeon, not a philosopher or an ethicist. Yet, he believed that to 
provide the best care to patients with cancer, the surgeon should be trained in other areas, in 
addition to the traditional technical aspects of surgery. To that end, in the early 1990s, he 
founded the John J Conley Foundation for Ethics and Philosophy in Medicine, through 
which he established this lectureship to provide a forum within the American College of 
Surgeons where ethical questions facing surgeons could be discussed. He once said, “I 
consider ethics and philosophy to be in one sense, the essence of the medical profession … 
I am particularly interested in maintaining the highest ethical principles as a frontline for 
the practicing surgeon.”

Dr. Conley embodied the idea that the practice of surgical ethics is part of the very 
fabric of who we, as surgeons, are and it is the philosophy that gave birth to this 
book. The study, the basic science of ethics, is rooted in philosophy. Whereas in the 
past, surgeons studied the Morbidity & Mortality of what went wrong, we now are 
teaching the science of how to make the right decision and what principles we can 
use to bolster our decision making. The four principles of clinical ethics: autonomy, 
beneficence, non-maleficence and justice are analogous to basic tenets of surgical 
practice: gentle handling of tissue, meticulous hemostasis, preservation of blood 
supply, and strict aseptic technique (Halstedian tenets). The surgeons chosen in this 
chapter are highlighted not because they didactically taught ethical principles out 
loud but because they demonstrated them day in and day out. They lived them.

Today, as we bring together various chapters in difficult decisions in surgical eth-
ics, it is amazing to see the breadth of surgical specialty representation—all turning 
around the four principles of ethics. I find it interesting that the practice of surgical 
ethics is so much just a part of how we do surgery well and for the right reasons that 
this is the tenth book in the series Difficult Decisions in Surgery: An Evidence Based 
Approach. If ethics in surgery were so foreign and difficult, wouldn’t it have been 
called out much earlier? Instead, the practice of surgery as an artform, as a service 
to mankind, is only able to be performed ethically. We are taught by our mentors and 
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those whom we hold sacred, to trust our gut feelings, and embrace the mantle of 
“always gracious, always courteous, and always considerate.” [11] The chapters that 
follow use cases to demonstrate how difficult life can be for our patients and fami-
lies who may require us to perform heroic surgery or to choose not to.

—Peggy Kelley

4.3  Sylvan S. Stool MD (1925–2004)

When I think of an ethical person or someone who works ethically, I conjure up a 
person who always has the “ought” at the forefront of their approach to the patient 
in front of them, the colleague alongside of them, or the system that looms over 
them. For me the wise face that accompanies the ought principles of our ethical 
teachings is Sylvan Stool (see Fig. 4.4a).

Dr. Stool was one of the founders of pediatric otolaryngology [12]. Born and 
raised in Texas, he had a circuitous course through a year of pediatric surgery train-
ing in Seattle, WA, then pediatric training in Salt Lake City, UT and a pediatric resi-
dency at Boston Children’s hospital. He set up a pediatric practice in Denver, CO 
where he lived in the flat above his medical office and was an Instructor in the 
Department of Pediatrics at the University of Colorado (CU).

ba

Fig. 4.4 (a) Dr. Sylvan S. Stool. With permission from Elsevier [12]. (b) Two-volume fifth edition 
of Bluestone and Stool’s Pediatric Otolaryngology (2014). With permission from PMPH-USA [13]
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He became fascinated with children’s hearing, and he was seeing many children 
with fluid in the middle ear. He figured if he could get the fluid out of the child’s ear, 
they would hear better. He went to the Chairman of Otolaryngology at CU and 
asked to be taught how to remove the middle ear fluid. He was told he needed train-
ing in ENT, so he secured funding as well as his first research grant from the NIH—
Division of Neurological Diseases and Blindness in 1960 and became the first 
otolaryngology resident at CU (while teaching pediatrics at the same institution). 
The act of not being stopped because there was no program previously, brings us to 
the first ought I learned from Sylvan: One ought to advance one’s capabilities as 
they become available.

His first Otolaryngology faculty appointment was at the University of 
Pennsylvania. At Children’s Hospital of Philadelphia (CHOP) he honed his second 
ought: You ought to do your best for the child in the era you find yourself now. 
At CHOP, he became known for being an innovator in the pediatric airway. Dr. 
Stool was first to use and describe stay sutures placed at the edge of the trachea at 
the time of tracheostomy to minimize difficulty in replacing a tracheostomy tube if 
the child accidentally decannulated while healing (a significant cause of tracheos-
tomy associated mortality). He brought the Hopkins rod telescope to the US and 
changed forever the field of bronchoscopy and laryngoscopy with the use of direct 
light and magnification and was instrumental in developing the first plastic trache-
otomy tubes which were much more comfortable than the metal Jackson tracheos-
tomy tubes.

He continued work on ear fluid and during this time had research funding for 
basic science work on an Animal Model for Serous Otitis. Throughout his career, 
otitis media was a consistent area of interest both in research and in treating chil-
dren to restore their hearing. Later in his career he would be asked to speak about 
what he had learned over the years. Several times I heard his address on “There are 
no Golden Eras, just Golden days.” When others bemoaned the passing of THE 
GOLDEN ERA OF MEDICINE, he would point out that when he started as a 
house officer in pediatrics, children died of Acute Lymphocytic Leukemia (ALL)—
sometimes more than a handful every night and now ALL carries a 90% cure rate 
[14]. O’Dwyer tubes to hold open a constricting airway have been replaced by 
antibiotics, intubation and endoscopic management. He would note that while the 
issues at hand would always be present, ever changing but present, if we focused 
on the child who lived, the child who breathed because of our help, we would have 
the energy and the wherewithal to continue being a physician called to care for our 
patients.

While we may have the goal to CURE, with advances and innovation and suc-
cess in business, it is our responsibility always to CARE. We cannot guarantee to 
always know what to do or when to do it or not, but we CAN guarantee our patients 
that we will be thoughtful and caring in our approach to their problems, to their 
concerns. He would ask, “What ought to be your priority today?” Just writing about 
his way of thinking about problems makes my pulse slow, my shoulders relax. 
When we are focused on the “ought” so much of the “what ifs” fall away.
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With the dream of practicing otolaryngology only for children, this otolaryn-
gologist nee pediatrician joined Dr. Charles Bluestone in Pittsburgh and there estab-
lished the first pediatric otolaryngology fellowship at Children’s Hospital of 
Pittsburgh—again securing the first NIH training funding for the field, as well as 
writing the first and still preeminent text on pediatric otolaryngology, now in its fifth 
edition (see Fig. 4.4b) [13].

This brings me to the final ought: You ought to multiply your care by sharing 
your expertise with others. By others, he did not mean just other pediatric otolar-
yngologists. The fellowship was certainly one of the most prolific in the US but as 
a pediatrician he knew that it was necessary to involve all those that treat the whole 
child, so he established the first multidisciplinary group, The Society for Ear Nose 
and Throat Advancement in Children (SENTAC). SENTAC is a collective group of 
like-minded health care professionals involved in the care of children with otolaryn-
gology, hearing, speech and swallowing disorders. Uniquely composed of physi-
cians and allied health care professionals, SENTAC’s members include 
otolaryngologists, pediatricians, basic scientists, audiologists, speech therapists, 
occupational therapists, nurse practitioners, and physician assistants [15].

Dr. Stool was not satisfied in treating only the children of the US, he felt called 
to serve internationally. He developed a Pneumatic Otoscopy Workshop which 
allowed him to have a mobile educational platform. He traveled several times to the 
remote islands of the South Pacific where he and colleagues taught and trained 
health care workers to do simple surgical procedures. He took the Otoscopy 
Workshop to 31 central and South American Countries. He was a founding father 
and first president of the Interamerican Association of Pediatric Otolaryngologists 
(IAPO). The IAPO organization benefited from his guidance in those embryonic 
days and owes much current success to his soft-styled guidance. Both U.S. and 
Latin colleagues gave testimony to his role as teacher, mentor, friend, and “father.” 
(see Fig. 4.5) [16].

Currently, IAPO) has translated its publications into more than 10 languages and 
the main website is available in English, Spanish and Portuguese. He also co- 
founded the Latin America Otitis Media Research and Training Program. He trav-
eled to Geneva to counsel the World Health Organization about ear programs in less 
economically advantaged countries. He also supported the newly forming global 
groups of pediatric otolaryngologists such as ESPO (European Society of Pediatric 
Otolaryngology).

Back home, he cared for the disadvantaged and “coveted” the privilege of treat-
ing that group of patients that needed the most help. Sylvan’s patient impact some-
times was less visible yet even more profound than daily office visits or surgery. In 
a masterstroke of prevention, Sylvan and his son, Daniel, approached the McDonald’s 
Corporation to decrease the hazards of foreign body aspiration from the famous 
“Happy Meals.” Sylvan felt that giving a small child a colorful meal with food to 
eat, plus a colorful toy that was not meant for consumption, too often resulted in an 
ingested toy. The concept he proposed was to redesign the small toys. Now there are 
age-appropriate labeled toys which have saved many lives.
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The lessons of how I ought to consider the patients before me, my colleagues 
around me and systems that I work in and through, travel with me daily. I was for-
tunate to be Dr. Stool’s medical student and later pediatric otolaryngology col-
league. I ought to take advantage of opportunities, I ought to treat the child before 
me the best way I know now, and I ought to be willing to learn from and teach others 
so that children’s lives are better everywhere.

This is the lesson that Dr. Sylvan Stool, the son of a Jewish storekeeper in West 
Texas and father of the field of pediatric otolaryngology taught. It is a lesson I try to 
carry with me each day. Thank you for the opportunity to remind myself.

—Peggy Kelley

4.4  Growth of Surgical Ethics

In recent decades, there has been a growth of interest in surgical ethics. This bur-
geoning interest in surgical ethics can be tracked through the table of contents of 
surgical journals or the programs from many surgical societies over recent years. 
This focus on the ethical dimension of the care of surgical patients has had several 
important results. First of all, patients have gotten higher quality care because their 
surgeons have attended to the importance of communication, disclosure, and devel-
oping trust in the informed consent process. Secondly, surgeons have also found 
that by acknowledging the importance of their relationships with patients, the work 

Fig. 4.5 In memorium for Sylvan Stool by his Fellows. (With permission from John Wiley and 
Sons [16])
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of surgery becomes even more enjoyable. In recent years, surgeons have seen sig-
nificant focus on the central question, “What should be done for this patient?” This 
question has added importance when there is often so much than can be done to 
keep patients alive even when their quality of life may be very poor. For contempo-
rary surgeons, it may seem as though the growth of interest in surgical ethics has 
happened over the last 5–10 years. However, careful scrutiny of our remote and 
more recent history in surgery suggests a longer history of attention to ethical 
questions.

4.5  Sir William Stokes, M.Ch. Univ. Dubl., 
F.R.C.S.I. (1838–1900)

The late 1800s was a time when much of surgical treatment involved draining pus 
and setting fractures. Antisepsis had just recently been accepted and the central 
question for surgeons was always, “What can be done for this patient?” In that his-
torical setting, consider the radical ideas of Sir William Stokes (see Fig. 4.6a). We 
do not know as much about him as we would like, but Mr. Stokes (as surgeons in 
Great Britain and Ireland are known) was a prominent individual. He was described 
as “Surgeon-in-Ordinary” to her Majesty Queen Victoria and was also past President 
of the Royal College of Surgeons and of the Pathological Society of Ireland. In 
November of 1894, the Dublin Journal of Medical Sciences published a copy of an 
address Mr. Stokes gave to medical students of the Meath Hospital and County 
Dublin Infirmary on October 8, 1894, entitled “The Ethics of Operative Surgery.” 
(see Fig. 4.6b).

In that address [17], Mr. Stokes stated:

A consideration of surgical ethics that frequently exercises the mind of the operating sur-
geon is the question of the principles that should guide him in dealing with cancerous 
growths. The question as to what constitutes justification in dealing with them in an opera-
tive way is ever present and surrounded with difficulty, as the result of such interference 
must end in weal or woe, satisfaction or regret to the patient as to the operator.

Several important points are valuable to consider about this statement. First of all, 
this may have been the very first use of the term “surgical ethics” in the literature. 
For that reason alone, it would be notable and something for which we should 
acknowledge Mr. Stokes’ forward thinking in the use of the term. Perhaps more 
importantly though, in this quotation, we see the same central question that remains 
in the care of every patient with cancer or other surgical problems even today—“Do 
the risks of the operation outweigh the potential benefits to the patient?” This ques-
tion of whether a surgeon should do something that he or she could do is a very 
modern question and truly the most important question in surgical ethics. We would 
do well to reflect on the importance of Mr. Stokes noting this central question 
in 1894.

—Peter Angelos
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4.6  C. Rollins Hanlon, MD, FACS (1915–2011)

Dr. Hanlon, known by his friends as Rollo, was a surgical hero for many as both 
chair of surgery at St. Louis University and then as Executive Director of the 
American College of Surgeons (ACS) for 17 years (see Fig. 4.7a). He not only was 
a pioneering cardiac surgeon and a thoughtful leader of the ACS, but he was also a 
visionary who helped shift the ACS to a greater focus on the ethical dimension of 
surgical care in the annual Clinical Congress.

In 1987, Dr. Hanlon pioneered the teaching of humanism to surgeons with the 
annual Science and Humanism Seminar at the ACS Clinical Congress [18]. This 
early focus on humanism in surgery flew in the face of the more common focus on 
the techniques and technology of surgery that was so appealing in the late 1980s 
when laparoscopic surgery was beginning to gain traction.

The Science and Humanism Seminar at the Clinical Congress was organized 
each year by Dr. Hanlon and gained in popularity over the years. After the 2000 
program that addressed creativity and disease, Dr. Hanlon transitioned the program 
into the College’s Committee on Ethics that had begun regular ethics educational 
programs at the Clinical Congress (see Fig. 4.7b). The early attention to humanism 
in surgery and his efforts at bringing the ethical dimension of surgical care to the 
forefront would be reason enough for most surgeons to consider Dr. Hanlon to be 
among the notable ethical surgeons. However, I consider Dr. Hanlon to be a surgical 

a b

Fig. 4.6 (a) Sir William Stokes (surgeon). (b) “The Ethics of Operative Surgery” 1894 [17]
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ethics hero also because of the friendship that he extended to me when I was a 
young surgical faculty member.

In 1995, when I first joined the faculty in the Department of Surgery at 
Northwestern University, Dr. Hanlon had long since “retired” as Executive Director 
of the ACS. However, he continued to work as Executive Consultant. In that role he 
served on the Regents Committee on Ethics. I am not certain how I was first intro-
duced to Dr. Hanlon, but since the ACS was in a building just a block away from my 
office at Northwestern, I was able to make appointments to speak with Dr. Hanlon 
about issues in ethics intermittently during my early years on the faculty. I found his 
willingness to spend time with me to be amazing. He treated me, and everyone else, 
with absolute professionalism.

Through Dr. Hanlon’s efforts, I was given the task of creating an “Annotated 
Bibliography of Ethics in Surgery,” for the Regents Committee on Ethics. I shudder 
to think now at how ill-prepared I was for the task. However, Dr. Hanlon fortunately 
offered to advise me on the project. Without his encouragement and wise assistance, 
I would have never completed the job. However, I did eventually complete the proj-
ect and got the bibliography published in the Journal of the American College of 
Surgeons (see Fig. 4.8) [20].

Despite my wanting Dr. Hanlon to be a co-author with me, he insisted that it was 
my work and would only allow me to acknowledge his assistance in a footnote. I 
was fortunate to have the opportunity to interact with Dr. Hanlon for several more 
years until his death in 2011. He will always be remembered by me as an ethical 
surgeon and a personal hero.

—Peter Angelos

b

a

Fig. 4.7 (a) “The Conscience of Surgery: C. Rollins Hanlon” by David L Nahrwold sums up the 
life of Dr. Hanlon (Image courtesy of the Archives of the American College of Surgeons [18]). (b) 
Ethics in Surgery (Reprinted from the Journal of the American College of Surgeons, 1998 [19], 
with permission from Elsevier)
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4.7  Ostap Selianski, MD (1898–1945)

The purpose of human life is to serve, and to show compassion and the will to help others. 
(Albert Schweitzer (1875–1965))

During my Fulbright year in Ukraine, on May 31, 2017, I was invited by my physi-
cian colleagues to a memorial service in the underground crypt of St. George’s 
Cathedral in Lviv (see Fig. 4.9a). The occasion was the entombment of an urn con-
taining an aliquot of soil from the common grave of the victims of the firebombing 
of Dresden on February 13 and 14, 1945 (see Fig. 4.9b and c). Over 25,000 civilians 
died in the carpet-bombing destruction of this centuries-old city by the Allied forces. 
Among the victims of this fire-bombing was a little-known surgeon Ostap Selianski, 
from Western Ukraine (Galicia).

Who was Ostap Selianski? (see Fig. 4.10) I had not heard of him, and he is not 
known in regional or world literature. He was not a Nobel Laureate nor a director of 
a large clinic. I had the privilege of meeting his 90-year-old daughter, Vera Vovk, 

Fig. 4.8 Annotated Bibliography of Ethics in Surgery. (Reprinted from the Journal of the American 
College of Surgeons, 1999 [20], with permission from Elsevier)
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a b c

Fig. 4.9 (a) St. George’s Cathedral in Lviv, Ukraine. (b) Entombment of remains in crypt. (c) Urn 
containing soil from the common graves of the victims of the Dresden bombing. (Photos by author)

Fig. 4.10 Ostap Selianski, 
MD. (Family photo)
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and learned about him [21]. He was a country physician raised in a family who 
valued service to mankind, to country and to God, and whose religious upbringing 
saw value in every living creature.

Ostap Selianski was born in 1898 in a large family. His father was a village priest. 
Interestingly, the family name for generations was Vovk (meaning wolf in Ukrainian). 
Knowing that he was going to be assigned to a village in the Carpathian Mountains, 
and knowing how superstitious village folk are in assigning temperament and charac-
teristics to names, he could not risk coming to his flock with the name Vovk. He 
changed it to Selianski (meaning villager). Ostap’s secondary school education in the 
neighboring towns was interrupted at the age of 16 when he quit school, ran away from 
home and joined the forces of the Ukrainian Sich Riflemen (Ukrainski Sichovi Striltsi) 
[22], a unit of the Austrian army, where he quickly rose to the rank of a junior lieuten-
ant. He was wounded in battle and ended up a POW in the Polish camp in Tuchola [23].

After the war he began the study of medicine in Poznan and completed his degree 
requirements in Prague. During these years he married Stephania Vonok, and their 
daughter Vera was born. After his internship in Poznan he returned to Galicia, to the 
city of Lviv and served as the personal physician to the Metropolitan of the Greek 
Catholic Church in Ukraine, Andrey Sheptytsky. He lived on the grounds of the 
Metropolitan’s residence. When the Metropolitan became seriously ill and required 
more specialized care by a hospital physician, Ostap took his family and moved to 
the village of Kuty to serve the poor people in the Carpathian Mountains.

Despite the prevalent climate of tribalism and nationalism, factors which helped to 
ignite the two World Wars, Dr. Selianski maintained a non-discriminating attitude 
towards his patients. He looked at each patient as a human being who needed his help 
and gave himself fully to their care, often to the point of exhaustion. He often did not 
take payment from the villagers who could not afford to pay and even helped them out 
with free medications. He took care of a variety of problems from dental to deliveries 
to trauma. Despite being a village doctor, he was well ahead of his times. He purchased 
a portable X-ray machine in Germany, as this helped him to be precise in diagnosing 
disease and fractures. It was the only such machine in all of Western Ukraine. Ironically, 
he paid his last installment for the loan just before the start of the war.

With Hitler’s invasion, he was on the wrong side of the front line, under Russian 
occupation. He was serendipitously warned by a Russian military officer that he 
might be executed (part of the genocidal program of the Soviets towards Ukrainian 
leaders and intelligentsias). He immediately decided to flee with his family west-
ward. He ended up in Dresden. As there was a lack of doctors due to the call up of 
the German doctors into the armed forces, he easily found work, first at the 
Frederiksted Pathological Institute and subsequently as a surgeon at the Gerhardt 
Wagner Hospital. He was extremely busy, often operating into the night. He gave 
every patient the same attention and care, regardless of their nationality, race or 
religion, often to the consternation of the nationalistic German support staff.

Air raids were a common occurrence. The medical personnel had to evacuate the 
patients into the bunker. Dr. Seliansky himself was seen to personally carry the sickest 
of the children into the bunker during these raids. One evening, he was about to embark 
on an emergency operation when the air sirens went off. He was encouraged to leave 
and take shelter in the bunker. He refused to leave his patient, who he felt would not 
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survive until morning without the operation. He stayed with only a skeleton crew 
as  the Allies began bombing the city on the night of February 13, 1945. (See 
Fig. 4.11) [24].

The roof caved in on the operating theater … there were no survivors [25]. The 
bodies could not be recovered as they were blown up or incinerated. The ashes of 
the victims of this inferno throughout Dresden were buried in a common grave.

He was a renaissance man with interests in music, theater and literature, espe-
cially poetry. This gave him great solace to withstand the stresses of his professional 
duties in the midst of those of surrounding world events. His life’s guide was to be 
merciful and maintain respect for all creatures. He was not famous, he was every-
man, but his life serves as an example of how to live.

—Vassyl A Lonchyna

Acknowledgements Copyright permission for Fig. 4.2 is kindly granted by Iranian artist 
Bozorgmehr Hosseinpour as his gift to the doctors of the world.
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Chapter 5
Transparency in Surgery

Alan T. Makhoul , Brian C. Drolet , and Alexander Langerman 

Abstract For most patients, surgery is an unknown experience laden with unfamil-
iar terms and complex considerations. Inevitably, this foreign environment creates 
uncertainty, which can give rise to fear and anxiety. For patients to make informed 
decisions, surgical teams must work to help patients understand the peri-operative 
process. These discussions should disclose relevant information a patient would 
need to make decisions, while avoiding unnecessary details. This delicate balance 
has become even more challenging with the advent of audiovisual recording capa-
bilities that can offer an objective account of operating room proceedings while the 
patient is under anesthesia. Does the potential for “total transparency” require more 
thorough disclosures from the surgeon? Should patients have access to audio and/or 
video recordings? What should surgeons discuss with patients regarding the logis-
tics and proceedings of a routine operating room? These questions fall under the 
purview of surgical transparency research and will be explored in this chapter.
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5.1  Introduction

Every patient presents with a unique history that shapes their understanding of sur-
gical care. Some patients have undergone dozens of procedures; others have never 
been inside a hospital. Some patients have very little formal education; others are 
surgeons themselves. Yet, all must be counseled so that they are able to make 
informed decisions about their health care. The surgeon directs this conversation 
and therefore must appreciate the patient’s level of understanding and tailor the 
conversation to meet the patient’s needs.

Low healthcare literacy is present in up to a third of surgical patients [1]. This not 
only hinders discussion of the details of a procedure but may also affect medication 
adherence and compliance with discharge instructions [1, 2]. In addition, differ-
ences in healthcare literacy magnify existing disparities in healthcare access, such 
as those resulting from socio-economic status, educational attainment, and English 
fluency [1]. Furthermore, few patients fully understand the nuances of surgical prac-
tice, such as the role of trainees, overlapping scheduling practices, and surgeon 
learning curves (see Chap. 49) [3, 4]. Online medical literature may narrow this 
literacy gap, but information gathered online must be distilled by the surgeon to 
ensure patient-centered care [5].

Case
A 58-year-old man with a history of squamous cell carcinoma of the tongue 
presents to a head and neck surgeon who determines that a lymph node dis-
section is medically indicated. The surgeon explains to the patient why she 
believes the procedure is necessary, the risks of the procedure, and the alterna-
tives. The surgeon answers the patient’s questions, and the patient consents to 
the procedure. The surgeon then asks the patient if he would be willing to 
have the procedure recorded for training purposes, and he agrees.

During the operation, the internal jugular vein is injured by a chief resident 
while he is gaining exposure of the lymph node packet. The surgeon is not 
present at the time of the injury, as she is involved in an “overlapping” case in 
a nearby room. Approximately 300 mL of blood are lost from the internal 
jugular vein while it is repaired. The repair is successful, but the case is pro-
longed by 30 min.

Afterwards, the surgeon is apprehensive about disclosing the error. In her 
mind, the error did not result in significant clinical harm, and disclosure might 
put her at risk for litigation, not to mention psychological distress to both her 
and the patient. In addition, she is unsure how the patient will react to her 
absence during the error. She ultimately discloses the error to the patient but 
does not reveal that it was made by the chief resident while she was in another 
room. The patient is upset and requests a copy of the audiovisual recording 
that was created.
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In addition, surgery under general anesthesia presents a unique circumstance 
with regard to patient understanding. Unlike most medical interventions, general 
anesthesia requires a complete transfer of autonomy from patient to surgeon. For a 
period of time, patients are unaware of—and unable to participate in—what is being 
done to their bodies [6]. As a result, they cannot witness their procedure in real- 
time; rather, they must be informed of the events beforehand and debriefed after-
wards. This necessitates special considerations with regards to transparency, 
disclosure, and informed consent (see Table 5.1).

Because the surgeon’s post-operative disclosure and operative note are a patient’s 
only window into the operating room, it would be impossible for patients to know 
all the activities and interactions of the surgical team during their surgeries. Our 
profession, however, is on the verge of a paradigm shift where objective recordings 
of surgery are increasingly being used for performance assessment, patient safety, 
efficiency improvement, and documentation. Theoretically, this same technology 
could offer patients an unedited account of everything that happened in the OR, 
including a first-person perspective of the surgery, ambient video of the operating 
room, and audio of the team’s conversation during the procedure. Legislation has 
even been proposed to permit or require patient access to such recordings [7, 8]. The 
capability to implement such technology creates a new upper limit for ‘total trans-
parency’ against which lesser forms of disclosure can be compared.

While total transparency is attractive from patient autonomy, documentation, and 
quality improvement perspectives, it also presents potential challenges for both the 
patient and surgical team. These challenges stem in part from the healthcare literacy 
gap preventing most patients from interpreting the events of a complex procedure, 
risking anxiety and misunderstanding for the patient and placing an obligation on 
the surgeon to explain the recording. Patients may also find the graphic images of 

Table 5.1 Elements of ethics relating to transparency in surgery

Elements of ethics relating to transparency in surgery

Beneficence: A surgeon’s chief objective is to provide beneficial care for the patient. Trust is 
established when surgeons communicate what good is expected to come from a procedure (to 
justify the risk), as well as what good ultimately resulted. By giving a patient comprehensive 
information about the proceedings of their treatment, they are put in the best position to make 
future healthcare decisions, which further improves their care
Nonmaleficence: Surgeons must minimize harm to the patient. Potential harms can be of 
commission or omission of physical acts or communication. When harm occurs, the surgeon has 
a duty to be fully transparent and clarify whether an error may have contributed. Doing so helps 
protect the surgeon-patient alliance, maintains trust, and enables the patient to make the best 
possible decisions about future care
Respect for autonomy: Surgeons must disclose certain minimum information about the 
procedure for patients to act intentionally and with understanding (i.e., informed consent). 
Furthermore, patients need to know what occurred during the procedure in order to make 
informed decisions about future care and actions (e.g., self-care, future medical interventions, 
litigation). Informing patients of their role in training future surgeons acknowledges their 
contribution to medical education and ensures they are not unwilling participants. Beyond 
minimum disclosure, the degree of understanding is determined by the patient’s goals and values
Justice: Transparency must be practiced equitably with all surgical patients. Surgeons must 
identify their implicit biases and seek to counteract them in their conversations with patients
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their surgery disturbing, and the mere existence of recordings might threaten their 
sense of privacy. From a provider perspective, OR staff may find ambient recordings 
intrusive, distracting, and threatening to workplace privacy.

These potential harms, plus the medical-legal challenges, make it unlikely that 
‘total transparency’ through audiovisual recording would become routine without 
federal or state mandate [8]. But even as a theoretical exercise, the concept of total 
transparency forces us to differentiate between what can be shared with a patient 
and what should be shared. Optimal transparency balances meaningful disclosure 
and unnecessary harm. In practice, this requires identifying the information that 
should be discussed with a particular patient, using suitable language, and navigat-
ing the obstacles inherent to such conversations.

5.2  Search Strategy

Published studies discussing surgical transparency, surgical informed consent, sur-
gical disclosure, and operating room recording were searched using the National 
Library of Medicine’s PubMed database between January 1, 1970 and June 1, 2020. 
“All field” terms ‘transparency,’ ‘surgical literacy,’ ‘surgical trainee involvement,’ 
‘video recording,’ ‘operating room privacy,’ ‘surgical informed consent,’ ‘surgical 
disclosure,’ ‘consent training,’ and ‘surgery error litigation,’ were used. No lan-
guage restrictions were applied. This search yielded 40 relevant studies.

5.3  Discussion

5.3.1  A Spectrum of Understanding

The appropriate degree of transparency for a surgical patient exists along a spec-
trum, from minimal to total disclosure (see Fig. 5.1). To respect autonomy, a sur-
geon must work to identify where a patient’s desired disclosure best fits on this 

Minimum
Transparency

Risk

Benefit
Legal standard for

consent met
Patient aware of who

is involved in care,
and to what extent

Objective record of
surgery for patient

and surgeon

All possible
information
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Staff privacy
concerns; patient
overwhelmed with
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Need to explain
surgical details;

pressure to operate
conservatively

Patient desire to
understand care not

fully satisfied

Patient objects to
trainee involvement
or surgical practices

Informed
Consent

Surgical Practice
Disclosure

Procedural
Recording

Total
Transparency

Full-Room
Recording

Fig. 5.1 Spectrum of transparency
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spectrum and tailor the communication of information accordingly. No degree of 
disclosure is ‘superior’—trade-offs exist at all levels, and the compromise that best 
aligns with a patient’s goals should be pursued.

Certain minimum disclosures must occur before and after surgery for all patients. 
This duty to disclose arises from the need to protect autonomous decision-making 
and align care with patient values. Therefore, minimum disclosure must occur 
regardless of patient preference. Pre-operatively, the surgeon must provide the 
information necessary for informed patient consent, including a description of the 
procedure, its risks, anticipated benefits, potential side effects, as well as alternative 
treatment options [9]. Legal standards for informed consent vary by jurisdiction, 
with some using a reasonable patient standard and others a reasonable physician 
standard, but all require disclosure of certain information to help protect patients [5, 
10]. Likewise, post-operative disclosure should, at a minimum, complete the pre- 
operative conversation. For example: Did any risks manifest during surgery? Were 
the objectives of the procedure met entirely? Post-operative disclosure not only 
enables autonomous decision-making regarding follow-up care, but also upholds 
beneficence and non-maleficence by allowing patients to direct additional care and 
avoid complications.

Many patients, however, desire to know more than the minimum. For instance, it 
is now common to disclose aspects of routine surgical practice, such as whether the 
attending surgeon will be present for an entire procedure or if a portion will be per-
formed independently by an assistant or trainee. This came into the mainstream 
most notably through the practice of “double booking” procedures, which was not 
well known to the public or routinely discussed with patients until a 2015 Boston 
Globe exposé shed light on this unseen practice and spurred demand for increased 
transparency [4, 11]. In response, the American College of Surgeons provided clari-
fication on what constituted acceptable forms of this practice (“overlapping” rather 
than “concurrent” surgery) and highlighted the need for disclosure [12].

One concern patients have about “double-booking” surgery is that they would be 
operated on by a trainee in the absence of an attending surgeon [13]. However, the 
attending surgeon may intentionally leave a room to allow their trainee graduated 
autonomy, even if they are not needed elsewhere. The need for graduated trainee 
autonomy is well-recognized and may require the attending to step away from the 
table or even leave the operating room as a trainee becomes more advanced [14]. 
Furthermore, patients are frequently unaware of the differences between medical 
students, residents, and fellows [15], and are therefore less attuned to the fact that 
trainees are allowed graduated independence over the course of their training. 
Patients may not like this; in a field that relies heavily on technical skill, many 
patients naturally prefer the most experienced set of hands [16]. Taken a step fur-
ther, the preference for expertise also extends to the experience and ability of the 
attending surgeon (see Chap. 50).

It is therefore incumbent upon the attending surgeon to discuss the realities of 
surgical practice with patients and demonstrate that the proposed care is not inferior. 
Yet, such conversations are often difficult. Surgeons in competitive markets may 
worry that disclosing these realities will divert business to surgeons that minimize 
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the role of assistants or trainees. Some research suggests, however, that objections 
to trainees are not fixed and might be allayed by explaining the benefit of improved 
quality of care and the need to train the next generation of surgeons [17]. Patients 
may also benefit from knowing that trainees provide key assistance to the surgeon 
and have been shown to improve patient outcomes [18]. Development of scripts and 
methods for discussing these topics truthfully and reassuringly is an important area 
of surgical transparency research.

Audiovisual recordings have been proposed as a means of bridging the informa-
tion gap between surgeon disclosure and the actual proceedings of the operating 
room. Unlike surgeon disclosure, audiovisual recordings provide an objective, por-
table account of operating room events.

Modern recording technology could allow surgeons to offer an unparalleled 
degree of transparency. Patients could be given a “full-room” multi-feed continuous 
audiovisual recording of their procedure, verbally annotated in real-time by the sur-
geon. A 2010 survey of colonoscopy patients suggested patients may be interested 
in procedural recordings, and some patients have taken to intentionally (and even 
surreptitiously) audio-recording their procedures [19, 20].

Although the desire for total transparency through full-room audiovisual record-
ing may stem from a legitimate desire of some patients to understand their care, 
making such recordings widely available to patients may be prohibitively impracti-
cal. For one, the volume and complexity of information contained in an operating 
room recording would be too much for almost any patient to adequately interpret, 
with many opportunities for misunderstanding. To avoid this, transparency would 
likely require an extensive debriefing of the recording with the surgeon; such 
debriefings are unrealistic due to limitations in time and healthcare literacy. While 
full-room recordings may help prevent hidden practices or inappropriate behavior, 
it is unlikely they would convey a deeper understanding of a patient’s care. Full- 
room recordings may also serve as a stressor for the surgical team and stifle operat-
ing room conversation. These potential downsides make it unlikely that full room 
recording would be made available to patients in the near future. Rather, the notion 
of ‘total transparency’ functions best as a theoretical upper limit to which other 
lesser degrees of transparency can be compared.

A more focused approach, “procedural transparency,” involves capture of first- 
person video of the procedure for the medical record [20]. First-person video could 
be captured using operating room cameras or wearable recording devices and 
uploaded directly into the medical record, similar to medical photography. 
Recordings of the procedure itself are more reasonably considered “medical data” 
than the movements or conversations of the team members and would offer an 
objective record of how a patient’s anatomy has been altered and manipulated. 
However, making even these videos available to patients will create new responsi-
bilities for the surgeon to explain the details captured on the recording. This may 
include explaining the roles of trainees (whose hands may be visible) or recorded 
errors, even if they did not cause harm. Debriefing strategies regarding surgical 
videos are therefore in need of further investigation.
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The creation of any recording also raises privacy concerns that must be dis-
cussed. Before a recording is made, the patient and surgeon must agree to its pur-
pose, audience, how it will be stored, and for how long. Whether the recording will 
be integrated into the medical record, used for training purposes, or given to the 
patient for personal use has implications for ownership and legal status. A record-
ing may need to be edited to protect the privacy of other patients discussed during 
the procedure or the privacy of the OR staff. Furthermore, some staff may not 
consent to being recorded if given the choice and may need to be edited out of the 
recording through voice alteration or facial blurring. Such audiovisual processing 
would likely come at a cost. Whether patients should pay a fee to obtain a record-
ing raises equity concerns, as disadvantaged patients may not be able to afford such 
charges [7].

Furthermore, procedural recording may have consequences on surgeon perfor-
mance. Surgeons may consciously or subconsciously operate more “defensively” 
knowing that the recording may someday be shown in a court room. They may be 
less eager to involve trainees when the “cameras are rolling” for fear of litigation, as 
some surgeons do when they have awake patients [20, 21], or be reluctant to depart 
from standard protocol, even if innovation is warranted (Chap. 49). On the other 
hand, recording may promote attentiveness and meticulousness if surgeons know 
they might later be evaluated by their peers. It would also allow surgeons to analyze, 
and potentially improve, their technique [22]. These advantages and disadvantages 
are being weighed as this technology matures.

Ultimately, each patient will seek a different degree of understanding. Where a 
patient exists on the transparency spectrum depends not only on their goals and 
values, but also on the procedure itself. A patient may feel comfortable with the 
minimum disclosure for a simple, routine procedure such as a lipoma excision, but 
may desire a greater degree of understanding for cardiac bypass surgery (or the 
contrary may be true). Thus, the surgeon must determine the degree of disclosure on 
an individual basis through patient-centered conversation. A reasonable discussion 
about transparency might begin with an explanation of the spectrum of options and 
the compromises that exist at each level. If a video of the surgical procedure is going 
to be made, the patient should know its purpose and whether they would have access 
to it. Out of respect for autonomy, patients should be allowed sufficient time to fully 
consider all options and should be able to change their chosen degree of transpar-
ency at any point. In fact, some patients may not know what degree of transparency 
is suitable for them—they may simply want to be reassured that more information 
is available, if desired.

Offering patients the information that best suits their needs builds trust, strength-
ens the patient-surgeon relationship, and upholds autonomy. Challenges exist, how-
ever, that can impede effective transparency. Barriers range from surgeon 
inexperience to complex team dynamics to fears of litigation. Fortunately, multiple 
strategies have been shown to improve transparency and assist surgeons with navi-
gating these sometimes-difficult conversations. These challenges and opportunities 
for improvement will be discussed in the next two sections.
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5.3.2  Challenges to Transparency

Disclosure of an adverse surgical event is among the most difficult conversations a 
surgeon can have. Fear of a negative patient reaction, professional embarrassment, 
personal feelings of guilt, and the possibility of malpractice litigation have all con-
tributed to a culture of blame and silence regarding mistake-making in surgery [23]. 
In 2000, the publication of “To Err is Human” by the U.S. Institute of Medicine 
paved the way for the healthcare community to rethink this flawed mentality [24]. 
Today, the principles of beneficence and non-maleficence guide open discussions 
regarding adverse events, as stakeholders seek to understand how similar mistakes 
can be prevented. At the center of these conversations is an acknowledgement of the 
adverse event and disclosure to the patient.

Yet, problems exist with adverse event transparency. A 2012 interview study 
revealed that relatively few disclosures met patient expectations for basic informa-
tion and apology [25]. In addition, ambiguity persists regarding which events 
require disclosure and by whom. A 2006 survey found that only 66% of surgeons 
would disclose an error involving a bile duct injury, while 97% would disclose an 
error associated with a retained sponge [26]. “System-related” errors further com-
plicate transparency conversations. In a 2006 interview study, surgeons were more 
likely to provide partial disclosure in the event of a system-related error [27].

A scarcity of surgeon education further hinders the provision of appropriate 
transparency. Trainees have indicated a need for additional disclosure preparation, 
and those who have received it have reported greater confidence in their abilities 
[28]. The social skills required to have difficult conversations—such as empathy 
and humility—are difficult to teach and have not been a focus of medical education 
[29]. Moreover, a central conclusion of “To Err is Human” was that most adverse 
events are born out of poorly designed systems, not negligence [30]. Yet, under-
graduate and graduate education rarely offers substantial human factor and patient 
safety education [30].

Likewise, surgeons are infrequently taught the skills—or provided the 
resources—needed to cope with the psychological distress that accompanies an 
adverse event and its disclosure. A culture of perfectionism permeates medicine 
and is especially common in the operating room, where a single error can cause 
serious harm. While a perfectionist mindset can promote self-improvement and 
attentiveness, it can devastate a surgeon when harm occurs, decreasing confidence 
and promoting anxiety [31]. In a 2010 survey, surgeons who reported a recent error 
were significantly more likely to report feelings of emotional exhaustion and 
depersonalization, both of which contribute to the epidemic of surgeon burnout 
[32]. An absence of support often accompanies the negative emotions felt by sur-
geons following an error. In a 2007 survey, over 80% of physicians expressed inter-
est in counseling following an adverse event, yet only 10% agreed that healthcare 
organizations provided adequate help [33]. This unmanaged emotional burden may 
deter some surgeons from acknowledging and being transparent about all 
adverse events.
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The dynamics of an interdisciplinary surgical team can also obscure the provi-
sion of surgical transparency. Before and after surgery, “ownership” of the various 
aspects of the surgery must be clarified. Should the surgeon explain the risks asso-
ciated with anesthesia? Should the surgeon take responsibility and apologize for a 
counting error made by the surgical technician? What role does the anesthesiolo-
gist have in disclosing errors? Left unaddressed, ambiguity encourages a diffusion 
of responsibility that interferes with transparency. Additionally, adverse events due 
to “system irregularities”—which may not be the fault of any individual—should 
be handled through a consistent framework. While the surgeon has traditionally 
been considered the “captain of the ship” in the OR and represents the surgical 
endeavor to the patient, the surgeon cannot control all aspects of the perioperative 
process and explicitly acknowledging this to patients may elevate the roles of other 
team members.

Medical-legal issues intersect directly with transparency concerns. Because full 
disclosure does not guarantee protection in most U.S. malpractice cases, fear of liti-
gation may deter surgeons from acknowledging mistakes and taking responsibility 
[27]. Fear that an apology will be construed as an admission of guilt may even pre-
vent some surgeons from being emotionally vulnerable with patients, despite a 
genuine interest from patients and surgeons. To combat this reluctance, some states 
have enacted ‘apology laws’ that prohibit a physician’s apology from being used as 
admissible evidence in a legal proceeding [34]. However, each law has specific 
nuances, such as the timeframe during which an apology is considered inadmissible 
and to whom it may be delivered (see Chap. 16) [34].

Audiovisual recording adds another layer of legal complexity. Massachusetts 
and Wisconsin have introduced bills under which patients can request a recording of 
their surgery [7, 8]. Because it is unclear what constitutes “normal practice” for a 
given procedure, it is unknown what degree of variance will constitute “malprac-
tice” to a court viewing a recording [20]. Consequently, surgeons may be hesitant to 
adopt recording technology in the operating room until it is understood how record-
ings will be used in the legal system. Furthermore, ownership of the recording 
would have implications for the admissibility of a recording in a legal proceeding.

Current evidence, however, suggests that objective recordings can be protective 
or harmful. Video recordings have been used as evidence of good practice by docu-
menting that all surgical steps occurred correctly and verifying that no surgical 
equipment was retained [35]. On the other hand, surreptitious audio recordings have 
been used to establish malpractice based on what was spoken by the provider during 
a procedure [36]. The role audiovisual recordings would have in malpractice cases 
if they were available to patients is a critical area of research.

While much of the work on error disclosure has focused on errors that result in 
clinically significant harm, minor errors are much more common. Surgeons are 
often unsure whether to disclose an adverse event if they are able to repair the injury. 
Surgeons may worry that disclosure of clinically insignificant adverse events (or 
other nuances of surgical practice, such as trainee involvement) may cause psycho-
logical distress for the patient. Similar arguments were used as recently as the 1980s 
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to claim that surgical risks should not be disclosed during the informed consent 
process, since disclosure may “frighten the patient” [37]. Just as non- disclosure of 
risks seems unthinkable in our current practice, non-disclosure of adverse events, 
trainee roles, and other “difficult topics” may eventually become unimaginable. 
Routine operative video recording would require surgeons to hone their skills for 
discussing these topics with patients.

5.3.3  Improving Transparency

Simplifying documents, demystifying medical jargon, and using multimedia for-
mats all improve patient-surgeon communication [38]. In a 2012 review, nine ran-
domized controlled trials of multimedia interventions, including computerized 
programs, graphic animations, and videos, were effective in improving understand-
ing among surgical patients [39]. Communication techniques, such as “repeat 
back” have also demonstrated efficacy [39]. Such tools become even more relevant 
when the desired degree of transparency increases. In the case of a recording, view-
ing a de-identified “stock” recording of the procedure beforehand may allow 
patients to judge if they wish to see that graphic content on their bodies. If they 
elect to receive a recording of their surgery, a graphic animation tailored to that 
procedure type may facilitate patient understanding. Multimedia interventions may 
ultimately allow for patients to better interpret the information conveyed through a 
high degree of transparency.

Surgical team dynamics and responsibilities should be established before patient 
care has begun. Each team member must understand the scope of their responsibili-
ties and should be prepared to have open conversations with the patient before and 
after surgery. This requires that all team members develop a level of rapport suitable 
to their role. While the surgeon will likely have the strongest relationship with the 
patient, transparency should not, and cannot, be solely their responsibility. 
Anesthesiologists, surgical staff, and trainees must all feel comfortable communi-
cating openly with the patient. In the case of an adverse event, a “disclosure time-
out” can allow the surgical team to plan accurate communication of all relevant 
information and to identify the most appropriate individual to have the conversation 
with the patient [27].

Although surgeons often fear litigation following an adverse event, many studies 
suggest these fears are overdone. The overwhelming majority of adverse events do 
not result in litigation, and surgeons routinely overestimate this risk [27]. Some 
U.S. states now offer protection against the use of apologies (e.g., “I’m sorry”) as an 
admission of guilt in malpractice litigation [34]. Furthermore, multiple studies sug-
gest that transparency decreases the likelihood of litigation in the case of an adverse 
event [27]. Moreover, while transparency does not fully safeguard against litigation, 
intentionally withholding information can have far greater consequences for the 
surgeon and the surgical profession.
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Transparency training must begin during medical education. A 2013 review 
found that disclosure curricula develop knowledge, skills, and competencies that are 
valued by trainees [28]. However, educational interventions are usually brief, stand-
alone events that occur within a patient safety course or simulation exercise [28]. To 
be most successful, transparency education should be integrated longitudinally in 
undergraduate and graduate medical education. Trainees should be afforded the ben-
efit of multiple exercises throughout their training so that they may grow incremen-
tally in their understanding. Standardized patient feedback, in particular, has been 
shown to be helpful to surgical residents [40]. For example, including trainees in 
pre-operative and post-operative conversations not only promotes transparency for 
patients, but also provides the trainee with exposure to transparency conversations.

Lastly, equity studies are needed. Little is known about how unconscious biases 
affect transparency conversations with patients. To support justice, surgeons must 
provide all patients the appropriate level of understanding, and this may require 
recognizing and counteracting implicit biases. Likewise, the ideal language of 
transparency remains uncharacterized. Surgeons must individualize their language 
to communicate effectively and optimize understanding. The appropriate terminol-
ogy, when to use it, and with whom should be studied further.

Returning to our case at the start of the chapter, transparency could have been 
improved by beginning the encounter with a discussion of the patient’s goals for 
understanding. If desired, the surgeon should have explained the involvement of 
trainees and overlapping case scheduling in her practice. Being transparent about 
these topics from the beginning would likely have prevented a more challenging 
situation after the error occurred. In addition, the surgeon should have clarified the 
ownership of the recording and whether the patient may request a copy; recordings 
are often conducted as part of research studies that have explicit directives about 
video access. The surgeon was correct to disclose the error even though it did not 
result in significant clinical harm but should have also been fully transparent about 
the circumstances under which the error took place.

5.4  Concluding Remarks

Offering all patients the degree of transparency that aligns with their goals and val-
ues is just, is patient-centered, and contributes to high-quality patient care. Doing so 
requires identification of the information that a patient desires, use of language that 
is suitable for the patient, and navigation of the obstacles inherent to such conversa-
tions. We believe that promoting a culture of surgical transparency will allow sur-
geons to continue to be leaders in the ethical provision of health care. To accomplish 
this, further research is needed to develop a “language of transparency” that is truth-
ful and reassuring.

In our practice as academic surgeons, we discuss the role of trainees and the set-
ting of an academic medical center with all patients to promote trust and allow 
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trainees to develop as independent surgeons. We value transparency in adverse 
event and error disclosure, including trainees whenever possible in those discus-
sions. Lastly, we individualize our approach to transparency using a patient- centered 
informed consent process.

5.5  Selected References

• Spatz ES, Krumholz HM, and Moulton BW. The New Era of Informed Consent: 
Getting to a Reasonable-Patient Standard Through Shared Decision Making. 
JAMA. 2016;315(19):2063–2064. https://doi.org/10.1001/jama.2016.3070

 – This article focuses on the importance of a patient-centered informed consent 
process, especially as U.S. and U.K. governments shift from a “reasonable- 
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perspectives on black box recording devices in the operating environment. Br J 
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interventions: informational leaflets, multimedia, patient decision aids, and 
the internet. They characterize the gap in patient understanding among vari-
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sion makers with relevant and tailored information is a serious endeavor that has 
challenged many generations of surgeons. The surgical informed consent process 
(SIC) is a critical aspect of surgical practice that is especially complex because 
patients are diverse individuals who do not automatically fit into algorithms. The 
sensitivity and specificity with which the SIC process must be embraced should be 
seen through the lens of each autonomous person. During SIC it is vital to under-
stand what matters most to the patient. Only then can a surgeon facilitate a meaning-
ful discussion that will honor a patient’s rights, dignity, preferences, goals and 
values. This chapter will address the evolution of the medicolegal and ethical aspects 
of the surgical informed consent process and how to optimally satisfy the commu-
nication needs. Additionally, this chapter will explore the adaptations to the surgical 
informed consent process during the COVID-19 pandemic.
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6.1  Introduction

The single biggest problem in communication is the illusion that it has taken place. (George 
Bernard Shaw)

Elements of the SIC process include the exchange of information between sur-
geon and patient, ethical standards, legal standards, and practice patterns. The SIC 
process is an underestimated part of surgery and neither surgeons nor patients suf-
ficiently realize its importance [1].

From an ethical standpoint, it is well established that surgical interventions 
should confer more benefit than harm. We approach operations every day that may 
offer benefit if we are skilled enough, and fortunate enough, that harm is minimized 
or does not enter into the equation. We can predict what might happen, but we don’t 
know for sure what will happen. Although there is movement toward precision med-
icine, many of our best objective predictors of outcomes give us odds based on a 
population, not certainty for an individual.

One of the most enduring questions confronting practicing surgeons regarding 
the SIC process is “can informed consent truly be informed?” A patient with 

Case
Mr. Y is a morbidly obese 75-year-old man with full decision-making capac-
ity who presents in septic shock secondary to a strangulated ventral hernia. He 
consents to an emergent ventral hernia repair and is apprised of the risks 
including, but not limited to: bleeding, infection, bowel resection, ostomy, 
myocardial infarction, pneumonia, thromboembolic events, recurrent ventral 
hernia, and death. He undergoes emergent ventral hernia repair with a small 
bowel resection. Mr. Y steadily improves postoperatively though with signifi-
cant debility due to sepsis and postoperative ileus. Mr. Y eventually discharges 
to a rehabilitation facility where he unfortunately contracts SARS-CoV-2. He 
is readmitted to the medical intensive care unit (MICU) and requires intuba-
tion. Mr. Y no longer has decision making capacity and his sister becomes his 
surrogate. They never discussed his wishes regarding life sustaining medical 
treatment or end of life (EOL) care. His FiO2 requirement increases and tra-
cheostomy is performed for prolonged mechanical ventilation. Mr. Y is trans-
ferred to a long-term acute care facility (LTAC) for ventilator weaning and 
wound care. After a week at the LTAC he requires less ventilatory support, but 
he develops a mucus plug that causes cardiopulmonary arrest. Although suc-
cessfully resuscitated, he suffers a catastrophic anoxic brain injury resulting 
in a minimally conscious state. He becomes medically stable and returns to 
the LTAC where his sister considers transitioning care to comfort.

T. J. Carleton and P. Miller



79

decision making capacity or their surrogate should not be expected to understand 
what a trained surgical specialist knows about risks, benefits, complications, and 
alternatives. Conversely, surgeons will not understand what matters most to their 
patients unless they ask and respect the answers. A dialogue, not a physician mono-
logue, is crucial to the SIC process and honors patient autonomy. This dialogue 
often elicits differing perspectives about what constitutes risk, what constitutes ben-
efit, and what ratio of risk and benefit is acceptable for each patient. For example, 
from the surgeon’s point of view the greatest risk may be operative mortality but 
from the patient’s point of view the greatest risk may be loss of function and inde-
pendence. Physicians can outline the potential complications of treatment but only 
the patient can speak to what the consequences of treatment mean for their quality 
of life and whether the trade-offs are worth it (See Table 6.1).

The SIC process has evolved over time, and more recently has been anchored by 
the ethical principle of autonomy and a patient’s right to self-determination. Jonsen 
et al. have stated that informed consent is a practical application of respect for the 
patient’s autonomy [2]. The purpose of this chapter is to improve the understanding 
and application of the SIC process.

6.2  Search Strategy

The literature search was initiated in PubMed using keywords “informed consent” 
and “surgery” and MeSH terms “informed consent” and “surgical procedures, oper-
ative”. Separate searches were performed for MeSH terms “informed consent, his-
tory” and “informed consent, standards” and “shared decision making”. The initial 
search yielded 2645 references. Preference was given to articles published within 
the last two decades in major English language journals.

Table 6.1 Ethical principles of surgical informed consent

Autonomy Effective SIC requires that each patient have as much information as possible for 
a treatment decision free of coercion. The information should be delivered with 
sensitivity and sophisticated communication tailored to each patient’s needs.

Beneficence The SIC process for operative intervention should start with why the procedure is 
beneficial. This requires knowledge of a patient’s preferences, goals, and values 
in order to meet the patient’s definition of beneficial.

Non- 
Maleficence

Patients should be informed of the potential harm and complications of operative 
intervention and to the best of our ability the benefit of surgery should outweigh 
the risk. Surgeons must be transparent about the expected outcomes of treatment 
and the impact of this treatment on a patient’s quality of life.

Justice All patients deserve equitable treatment which means that consistent efforts must 
be extended during the SIC process that also conform to the unique needs of each 
individual patient.

6 Is Informed Consent Ever Truly Informed?
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6.3  Discussion

6.3.1  History

The concept of informed consent was mentioned as early as Hippocrates’ writings 
[3, 4]. In medieval times doctors asked for a “hold harmless document” aimed at 
releasing them from future responsibility to the patient or family in the event any-
thing adverse happened following therapy [3, 4]. This concept was called pro cor-
pore mortuoto and can be found in Italian, French, and Middle Eastern archives as 
early as the fourteenth century and is considered a precursor to IC, although its 
purpose at that time was to protect the doctor and not the patient [5–7].

Respect for patient autonomy and the right to self-determination changed the 
informed consent process. The first lawsuit showcasing the failure to obtain IC prior 
to a surgical procedure was the English case Slater vs Baker & Stapleton that 
occurred in 1767. Slater sued his physician for re-fracturing his leg, as an experi-
mental application of external fixation [8]. Following this case, the concept of 
assault and battery surfaced in English Common Law, establishing that a surgeon is 
liable for breach of duty if [he] failed to receive authorization from a patient before 
performing surgery [9].

The Slater case also illustrates the overlap between informed consent for surgery 
and informed consent for human subjects research. Both processes share the obliga-
tion to inform, to confirm the understanding of the person participating, and to 
assure the consent is given freely, without coercion. The goal for both is an informed 
choice to participate. Following the Second World War, the unethical medical 
experiments conducted by the Nazi party on involuntary subjects in concentration 
camps led to the Nuremberg trials (USA v. Karl Brandt et al.) and the Nuremberg 
Code [10]. The Code speaks directly to the absolutely essential voluntary consent of 
the human subject. The Nuremberg Code protects human research subjects and 
influenced the modern concept of informed consent for individual treatment. 
Modern work that is pertinent to consent for human subject’s research and extends 
to operative consent includes the work of Flory et al. in “Interventions to Improve 
Research Participants Understandings in Informed Consent for Research: A 
Systemic Review”. They find that the time spent for a given amount of information 
is important and that the best way to increase patients’ comprehension is to simply 
spend more time talking one-on-one with them [11]. Patients want verbal informa-
tion from a healthcare professional, which presents yet another challenge because 
surgeons are paid far more to operate than they are to talk.

Case-based litigation provided a contemporary legal framework for SIC as a 
result of the development of anesthesia and more invasive surgery. In the 1905 case 
Mohr v. Williams, the patient sued the surgeon for hearing loss after he performed a 
procedure on the right ear when the proposed operation was for the left ear. The suit 
was successful and the patient’s informed consent for the precise procedure and site 
was deemed necessary. This case has since been used as an example in Torts classes 
and solidified informed consent as a binding contract between the patient and the 
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surgeon [12]. In 1914, Mary Schloendorff was admitted to New York Hospital with 
a uterine fibroid. She declined the recommended surgery but consented to an exam 
under ether anesthesia during which the fibroid was removed. Following surgery, 
she suffered postoperative complications and sued in the case Schloendorff v. 
Society of New York Hospital [13]. Justice Benjamin Cardozo of the New York 
Court of Appeals ruled that involuntary removal of the fibroid constituted medical 
battery and wrote in the Court’s opinion:

Every human being of adult years and sound mind has a right to determine what shall be 
done with his own body; and a surgeon who performs an operation without [his] patient’s 
consent commits an assault for which [he] is liable in damages. This is true except in cases 
of emergency where the patient is unconscious and where it is necessary to operate before 
consent can be obtained [13].

In 1957 Martin Salgo sued a physician and the trustees of Stanford University for 
malpractice, Salgo vs. Leland Stanford, Jr. University Board of Trustees, when his 
lower extremities were paralyzed after an aortogram. He claimed he was not 
informed of the risks associated with the procedure. The Salgo lawsuit was success-
ful and the decision not only introduced the term “informed consent” for the first 
time but also established standards for the informed consent process in modern 
medical practice. In the lawsuit, the involved physicians admitted that they had 
failed to warn Salgo about his risks [14]. The Court judgment read:

A physician violates [his]duty to[his] patient … if [he] withholds any facts which are neces-
sary to form the basis of an intelligent consent by the patient to the proposed treatment [14].

6.3.2  Standards

The concept of a professional practice standard in negligence cases was introduced 
in the United Kingdom by Bolam v FHMC in 1957. Bolam sued after he was injured 
during electroconvulsive therapy when he was not given a muscle relaxant or 
restrained and did not understand the risks. Bolum lost the case because these ele-
ments were not a part of the standard of care at that time. However, the ruling estab-
lished the concept of a reasonable body of medical opinion to which a physician’s 
practice should adhere. Assessing whether a physician practices in accordance with 
other reasonable physicians, which is without negligence, became known as the 
Bolam Test [15]. The Bolam test focuses on the one-sided delivery of information 
from the doctor and became the standard of care defining negligence. A paradigm 
shift to a more patient centered view was established in 1972 by the Canterbury v. 
Spence case which focused on information pertinent to a reasonable patient, estab-
lishing a new precedent for informed consent [16, 17]. In the interim, patient- 
centered surgery has gained traction as the new standard of care. The more 
paternalistic “reasonable doctor standard” that focuses on surgeon practice patterns 
has become secondary to the “reasonable patient standard” that focuses on pertinent 
information for patient decision making in most countries [18].
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As surgeons, we have a professional ethical responsibility to disclose informa-
tion that informs patients about anticipated risks of surgery. The reasonable person 
standard characterizes the risks to disclose as those that a reasonable person would 
want to know under the given circumstances in order to make an informed decision. 
The subjective standard is contingent on a patient’s decision to accept therapy, 
whereas the community practice standard is reliant on what other local clinicians 
consider appropriate [19]. Thus, the obligation faced by surgeons to disclose risk 
and provide comprehensive SIC when caring for a diverse patient population with 
individualized needs is challenging to say the least.

Based on historical cases and legislation, modern SIC is supported by three con-
cepts: “preconditions,” “information,” and “consent” [20].

Preconditions include the ability of a patient to exercise their right to self- 
determination without coercion. The Patient Self Determination Act (PSDA) of 
1990 encourages all people to make decisions now about the extent of medical care 
they would choose to accept or refuse in the event of a future serious illness [20]. 
Advance directives provide a blueprint of patient preferences for the care if decision 
making capacity is lost. These documented preferences for care may avert and or 
transform a SIC process for life saving procedures if such intervention is not desired.

Information includes disclosure of medical facts about conditions, proposed pro-
cedures, the potential risks, benefits, complications, and alternatives of proposed 
procedures, including the effect of nontreatment. All this information must be dis-
closed by the surgeon to honor the patient’s right to self-determination and to make 
an informed choice.

Consent is the written registration of the patient’s decision on a consent form. 
Documentation of the SIC process that leads to the consent usually exists in a sepa-
rate, distinct location within the patient’s electronic health record.

6.3.3  Legal

According to West’s Encyclopedia of American Law, informed consent, is “an 
agreement to do something or to allow something to happen only after the relevant 
facts are known” [21]. Full disclosure must be completed by each party entering the 
agreement. Informed consent is also defined as “voluntary authorization, by a 
patient or research subject, with full comprehension of the risks involved, for diag-
nostic or investigative procedures, and for medical and surgical treatment” [22]. 
The clinical/ethical and legal aspects of IC are intertwined because medical exper-
tise is necessary for the physician to inform and satisfy the legal burden of full 
disclosure to the patient. The first definition is a reminder that disclosure is not 
unidirectional, and both patient and physician are responsible for communicating 
relevant information. The second definition is a reminder that the ICP is often 
viewed as offering protection for patients who must know the risks to be in full 
agreement to proceed with surgery. Ideally, informed consent protects both provid-
ers and patients in litigation. The optimally informed patient will have more 
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realistic expectations regarding a surgical procedure and its associated risks. Well-
informed patients will be more satisfied and file fewer legal claims [4, 23]. 
Therefore, surgeons have incentive to be facile with the legal aspects of the informed 
consent process, which is enhanced by clear communication and shared 
decision-making.

6.3.4  Communication

A surgeon has the ethical obligation to communicate the therapeutic options to 
patients or surrogates and selflessly guide the therapeutic choices aligned with the 
patient’s preferences, goals and values according to the best available evidence. The 
2005 American College of Surgeons Statement on Principles of Palliative Care the 
fourth principle states,

Identify the primary goals of care from the patient’s perspective, and address how the sur-
geon’s care can achieve the patient’s objectives [24].

Sindhu wrote about the ethical complexities and inherent limitations of the 
informed consent process. Posing the question: “Can Consent Ever Truly Be 
Informed?” he describes the consent process between himself and his patient. Mr. 
J. has advanced cancer and is consulting him about radiation therapy. The patient is 
portrayed as a highly educated and fully resourced patient. After Sindhu has relayed 
information as part of the informed consent process which includes a recommenda-
tion for radiation therapy, Mr. J nods in agreement with the proposed plan without 
uttering a single word. Dr. Sindhu asks if he has questions and Mr. J does not. When 
he specifically elicits Mr. J’s thoughts about treatment, his response is, “Whatever 
you think. You’re the doctor” [25].

Dr. Sindhu’s case illustrates the challenges of how the intention of shared deci-
sion making may not be realized depending on patient willingness and capability of 
engagement. It is understandable why some patients might be inclined to defer to 
the surgeon’s judgement. The surgeon has dedicated years of study to render an 
opinion and each patient will process the exchange of information with varying 
degrees of comfort and comprehension. Clinicians must assess where patients fall 
on that spectrum and, to the best of their ability, satisfy the patient’s particular com-
munication needs.

Brezis found that half of patients did not remember receiving explanations about 
risks and two-thirds did not remember having a discussion about alternatives to 
proposed procedures. Their work revealed that expectations about decisions varied: 
about 20% of the study patients desired physicians to make decisions as opposed to 
20% who favored autonomous decision making and 60% who preferred shared 
decision making [26].

Regardless of a patient’s ability or willingness to take in information, the amount 
of material shared matters and varies with individuals. Silvia and Sorrel found that 
patients who perceived that the amount of information given to them was “just 
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right” score significantly higher on comprehension tests than patients who said that 
the amount of information they received was either too much or too little [27].

Volpe has written about the amount of information delivered to patient’s… She 
highlights the existence of expressed and unexpressed needs for information. 
Expressed needs are related to the quantity and source of information and unex-
pressed needs are the emotional tone and rank order of the information. Volpe’s 
work suggests that patient autonomy is best served by meeting expressed and unex-
pressed information needs in tandem. It is especially important that providers are 
careful not to overwhelm patients with too much material. This communication skill 
set is subtle and enters the realm of cognitive psychology to support patients in the 
process of informed consent [28].

Another variable influencing the demand for communication in an informed con-
sent process is the operation itself. Consent to remove a skin tag is not the same as 
the same as consent to repair an abdominal aortic aneurysm because the associated 
risks are very different for any given patient. In a uniquely logical approach to 
shared decision making, Whitney describes a model based upon risk and certainty 
that stratifies simple consent and informed consent accordingly. This work proposes 
that shared decision making is more complicated and more important when there is 
more than one reasonable treatment option.  Informed consent does not require 
more than one clinical option but does require an exchange of information that 
includes risk, certainty, and patient preference [29].

Objective risk calculation is becoming an expected standard for modern surgery. 
Weisen et  al. explore how the Surgical Risk Preoperative Assessment System 
(SURPAS) improves the informed consent process. Their study compares usual 
informed consent with a SURPAS guided informed consent that includes printed 
risk information for the patient. Eighty-two percent of the SURPAS patient cohort 
were very satisfied with the risk discussion versus 16% of the usual patient cohort. 
In addition, 75.3% of the SURPAS cohort reported that the modified risk discussion 
made them feel more comfortable with having surgery versus 19% of the usual SIC 
process cohort. The introduction of SURPAS also significantly reduced anxiety 
when compared to the control group [30].

A number of publications have proposed tools to improve the informed consent 
process, however literature on the quality of SIC is generally scarce [31, 32]. 
Surgical training has significant opportunity to encourage the communication skills 
integral to the process of informed consent. Although interpersonal skills and com-
munication are a core competency for the Accreditation Council for Graduate 
Medical Education, development of curricula specific to informed consent could 
help standardize the skill set necessary to maximize patient understanding about 
risk and benefit. Kruser proposes and evaluates a framework for informed consent 
utilizing a novel communication tool of “best case/worst case (BC/WC) scenario” 
for difficult in-the-moment surgical decisions. Training surgeons to use this novel 
communication tool for high-risk acute surgical problems, they found that 79% of 
surgeons reported best case/worst case (BC/WC) was better than their usual 
approach and 71% endorsed active use of BC/WC in clinical practice. Patients and 
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families found that BC/WC established expectations, provided clarity and facili-
tated deliberation [33, 34].

6.4  COVID Considerations—SIC has been Challenged by 
So Many Uncertainties

This SIC chapter is being drafted during the COVID-19 pandemic and in the perils 
of this new practice environment, surgeons are confronted by unprecedented 
unknowns that have complicated the SIC process. By practicing as surgeons we are 
consenting to exposure but don’t know what that exposure might actually mean 
personally, professionally, and for those we love. The prospect of being exposed to 
SARS-CoV-2 and contracting the virus during this pandemic, is an inherent chal-
lenge to the informed consent process for surgeons and patients alike. COVID-19 is 
new to our world leaving our statistically rich fund of knowledge with limited data 
about the risks to surgical patients. We don’t know how often COVID negative 
patients will contract the virus from operating room staff. We don’t know how often 
a COVID positive patient will transmit the virus to staff during an operation. The 
pandemic changes everyone’s risk, creates an entirely different scope and functional 
ability to engage in the SIC process raising a number of ethical questions including, 
“should there be elective operations in a pandemic?”, “what constitutes an elective 
operation?”, and how do we address COVID-19 positive patients who need emer-
gent surgery?” Prachand described a departmental development of a quantitative, 
rational system for scoring medically necessary, time-sensitive procedures 
(MeNTS), based on current resource availability, patient risk factors, degree of 
resource utilization presented by a proposed procedure, and the medical and surgi-
cal feasibility of postponing an intervention [35]. Additionally, communication 
practices have been adapted by the constraints imposed by COVID-19. Many aca-
demic medical centers have reinforced the role of attending surgeons to maintain 
full responsibility for the SIC process. This practice is a result of recognition that 
significant scientific, ethical, and moral uncertainties surround the care of patients 
and families during the COVID-19 pandemic and how they might be reflected in 
informed consent discussions [36]. For example, routine use of personal protective 
equipment (PPE) such as masks that cover the mouth have limited the ability for 
some to read lips and interpret facial expressions. For multi-lingual patients or 
patients with disabilities and their families it may be that shared decision making is 
disrupted by visitor restrictions and the absence of advocates and surrogates present 
at the bedside. These new COVID-19 related barriers to usual communication might 
be preventing our best attempt to honor patient autonomy in the SIC process.

As the case of Mr. Y illustrates, we can’t know for sure who will have what com-
plications and how many different elements must be considered during the informed 
consent process. That is why transparency about potential but unknown risks and 
honest admission of how little we currently understand about the surgical outcomes 
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of COVID-19 positive patients and patients with unknown COVID-19 status is 
especially important. In the case presented, the surgeon performs much of what is 
expected for the informed consent process. The risks, benefits, and alternatives are 
well communicated even under the pressure of an emergent operation. And yet, as 
is frequently the case, what should be an essential component of informed consent 
is omitted. Throughout the trajectory of Mr. Y’s clinical course nobody asks how he 
defines quality of life or his thoughts on prolonged life support. Physicians can 
outline the potential consequences of treatment but only the patient can speak to 
what they mean to their quality of life. If their physician doesn’t listen, they could 
be performing an operation for the wrong indications.

6.5  Conclusion

The Surgical Informed Consent process is complex because there are so many dis-
parate elements that must be fused into a coherent decision for an individual who 
may not fit homogeneous algorithms. SIC requires medical expertise and sophisti-
cated communication skill to satisfy the ethical, legal, and rapidly evolving, shared 
decision-making standards for a diverse patient population. When examining the 
process of SIC in today’s clinical landscape, it can only be reasonably achieved by 
effectively providing the right amount of information, delivered in the right way, to 
enable an informed treatment decision for each individual patient.

We have challenges to achieve a meaningful SIC. The process is often perfunc-
tory and adequate only to satisfy minimum standards of ethical, legal, and institu-
tional requirements. Optimal SIC is not the surgeon’s presentation of a menu of 
options outlining the risks, benefits, complications, and alternatives, but rather starts 
with getting to know our patients. Instead of revering SIC as an opportunity to really 
understand our patients and their goals of care, or counsel them in depth about post 
intervention scenarios, we are willing to consider SIC a task suitable for the junior 
resident, who has limited experience with the consequences of surgery [37]. We do 
not train surgeons how to communicate in general, much less specifically about 
SIC. Meredyth at al explore these challenges, calling it “(Under)Valuing” Surgical 
Informed Consent. The authors advocate for changes in surgical culture and pro-
pose standardized training. They also point out that all of health care culture has 
accountability for better informed consent, including hospital administrators and 
insurers [1].

Perhaps the way forward is to consider the SIC process a valuable interaction 
during which the surgeon is informed about the patient’s preferences, goals and 
values, after which they can present a patient centered recommendation. Only by 
engaging with, and listening to, our patients can we deliver optimal care. If we initi-
ate this type of discussion, chances are our patients will rise and openly participate 
in the shared decision-making process thereby making SIC the best that it can be.
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Chapter 7
Goals of Care Discussions in High-Risk 
Surgery
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Abstract In patients with complex surgical problems, goals of care discussions can 
be challenging. These discussions are paramount and are often a multi-layered pro-
cess that should include two-way communication in developing a plan of action 
centered around the patient’s wishes. We should start our surgeon-patient discus-
sions in the preoperative period and span the entirety of the patient’s care timeline. 
Risks, goals, uncertainty, prognostication, and expectations should all be addressed. 
There are a multitude of clinical tools that we can use to help augment the goals of 
care discussions. Surgical “buy-in” and “best case/worst case” clinical scenarios 
can provide an agreed upon treatment pathway and clarity to both the patient and the 
surgeon. We can utilize these discussions and tools to address the ethical principles 
of respect for autonomy and beneficence. With these tools and knowledge available, 
we can strive towards providing our patients with full disclosure even in the setting 
of complex surgical situations.
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7.1  Introduction

In patients with complex surgical problems, goals of care discussions can be chal-
lenging. While these situations call for a high level of diagnostic skills, decision- 
making, and surgical acumen, they also bring on the need for proficient and sufficient 

Case
Our patient is a 64-year-old Caucasian gentleman who was a retired music 
teacher. He battled chronic pain for many years due to spinal stenosis causing 
severe radiculopathy to both lower extremities requiring a lumbosacral fusion. 
As a consequence of his lifestyle and debilitated status, the patient was mor-
bidly obese. After talking with his neurosurgeon, it was considered prudent to 
lose weight to help improve his ability to recover from a repeat spinal fusion.

He was referred to a bariatric surgeon for this, and after a year-long 
informed consent process, he was scheduled for a sleeve gastrectomy. He 
underwent the laparoscopic surgery without complication and lost approxi-
mately 80 pounds. This was followed by a repeat spinal fusion with improve-
ment to his neurologic symptoms. Unfortunately, the patient had return of his 
radicular pain and gained back most of the weight he had lost.

During a follow-up visit with bariatric surgery clinic, our patient reported 
symptoms of odynophagia and dysphagia. Work up for these symptoms led to 
findings of locally advanced distal esophageal adenocarcinoma. He was seen 
by a multidisciplinary team, including medical, surgical, and radiation oncol-
ogists, and plans were made to start neoadjuvant chemoradiation.

Due to the patient’s history of a sleeve gastrectomy, the altered blood sup-
ply to his stomach would make it insufficient as a conduit, an unintended 
consequence of his prior bariatric surgery. After the patient had completed 
chemoradiation, he underwent a transhiatal esophagectomy with colonic 
interposition.

Before surgery, we spent time discussing and progressing through the 
informed consent process. We discussed the risks, goals, expectations of sur-
gery, and touched on prognosis of his disease. These were not easy discus-
sions to have, touching on the uncertainty ahead and the real possibility of 
morbidity, altered quality of life, and death. Goals of care discussions in high- 
risk situations, while daunting, have been shown to be feasible and able to 
align a patient’s goals in relation to surgery [1]. It is an ongoing process, one 
that started well before his day of surgery, and stretched long beyond it to his 
final days.
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informed consent for the patient. Goals of care should be addressed in the first 
conversation with the patient and should continue throughout their course of care 
with shared decision-making at the forefront. It is a multi-layered process that 
should include two-way communication in developing a plan of action centered 
around the patient’s wishes. In many instances, we unfortunately provide inade-
quate informed consent for our patients [2]. It is the goal of this chapter to provide 
our readers with the knowledge and tools to provide patients with a competent dis-
cussion in goals of care and a complete informed consent process (see Table 7.1).

7.2  Search Strategy

The topic of goals of care discussion in high-risk surgery was the center of our 
search strategy. The following keywords were used in general search engines 
Google Scholar and PubMed through August 2020: high-risk surgery; goals of care; 
informed consent; decision-making. These general keywords along with the idea of 
having tools for discussing high-risk surgery goals brought us to 27 key papers 
included in the references. Additional searches were used to refine our discussion 
and centered around risk, uncertainty, prognostication, palliative care and end of life 
discussions, perioperative decision-making and differences on outcomes in high- 
risk surgeries, as well as more general reviews on shared decision making and the 
informed consent process.

Table 7.1 Ethical principles to help guide difficult decisions in surgery

Respect for 
Persons

The basis of all discussions when it comes to goals of cares in high-risk 
surgery should be rooted in shared decision-making. It is with this principle 
that we continue to strive towards patient autonomy. In this chapter, most 
clinical tools mentioned are significantly promoting and assisting the patient 
and their ability to making a fully disclosed decision. Through utilization of 
these tools and centering decision making around the patient’s wishes, we can 
progress towards succeeding with respect for persons and patient autonomy.

Nonmaleficence We arrive upon this discussion when it comes to providing a treatment 
pathway for a patient. It is paramount to ascertain a pathway that first respects 
their autonomy and their wishes. With that, we can avoid actions or behaviors 
(even if unintentional or in good will) that could cause harm to patient if it 
were against their wishes. Additionally, we address perioperative judgment 
and the ability to balance competing priorities to place the patient’s best 
interest of “first, do no harm” at the center of the decision making.

The most significant ethical principles influenced in this chapter: respect for persons and nonma-
leficence
Source: Authors own work
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7.3  Discussion

7.3.1  Preoperative Period and Informed Consent

The first patient encounter is the entry into the surgical realm and informed consent 
process, which can be integrated into discussion on goals of care. In its most basic 
form, informed consent should include a discussion of diagnosis (or potential diag-
noses); the proposed and alternative treatments with its risks, benefits, and goals; 
and the overall prognosis for each proposed pathway [3]. While these elements are 
vital, the picture can look increasingly different with any number of clinical 
situations.

For example, the patient in our illustrative case underwent at least three “elec-
tive” surgeries. The first was a lumbosacral fusion for chronic symptoms of back 
pain and radiculopathy. The potential benefits of the surgery included improvement 
of his symptoms and quality of life. His second surgery, a sleeve gastrectomy, had 
more abstract potential benefits, which included weight loss, metabolic and physi-
ologic improvements, as well as psychological and social effects. Finally, his esoph-
agectomy for cancer and subsequent emergent revision surgery had the potential 
benefit of curing him of cancer and saving his life, respectively.

To provide ethically correct consent, we must provide disclosure of the treatment 
pathway(s) with proper patient understanding and decision-making [4]. We must 
use a language that can be understood, which can be a challenge when discussing 
complex anatomical and medical terminology. It is important to provide enough 
contextual information for the patient but to also not overwhelm them with minutia 
and details. Understanding the level of information to convey to the patient and their 
family is a critical one and something seldom achieved from a single encounter.

To assist with informing the patient in a manner where full disclosure can be 
ascertained, three models have been constructed:

• Professional: disclosure and discussion by physicians in similar circumstances.
• Reasonable: disclosure and discussion based on what a reasonable patient would 

want to know.
• Subjective: disclosure and discussion based on patient’s specific interests, val-

ues, and life plans.

A professional standard for disclosure can bear risk of medical paternalism and 
is not compatible within the framework of shared decision-making. Childers et al. 
discussed the utility of combining the reasonable and subjective models in the dis-
closure process [4]. While the reasonable person standard is considered legally valid 
in most states, there are ethical considerations to consider elements of both the 
reasonable and subjective standards, particularly in respect of shared decision-mak-
ing. It is with this hybrid method that we can move past some of the pitfalls of the 
two individually. The reasonable standard can ignore individual patient preferences 
while attempting to maintain justice for all patients. On the other hand, the subjec-
tive standard focuses more on respecting patient autonomy, but cannot always be 
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feasible due to time constraints and limitations in ability to ensure patient compre-
hension and understanding of complex scenarios. A reasonable and subjective stan-
dard, however, can provide patients and physicians the ability to identify what 
values and interests take precedence and make certain of their inclusion in disclo-
sure and discussion. For example, a professional musician may require additional 
discussion of material risks relevant to their career prior to considering options of 
carpal tunnel surgery versus continued splinting for median neuropathy, even if 
those foreseen risks are low.

7.3.2  Discussing Risk

In high-risk surgeries, the discussion of risk becomes paramount. There is evidence 
that despite poor patient comprehension of the risks involved with surgery, it is not 
necessarily associated with feelings of being poorly informed or reservations on the 
decision for surgery [5]. Nonetheless, it is our ethical obligation to provide patients 
with a thorough understanding of the potential risks that coincide with surgery. 
Discussing complex surgical problems with patients and their families can be chal-
lenging as a true understanding of the diagnosis, treatment, and risks involved may 
never be achieved across all circumstances. Appropriately, there is qualitative evi-
dence that demonstrates despite the aptitude of surgeons communicating risk and 
their personal commitment to a patient’s survival, the topics of life-supporting post-
operative treatments and patient preferences are rarely discussed [6]. Although 
these topics can be delicate and challenging to approach, they should be considered 
to promote shared decision-making.

Maneuvering discussions on the level of detail to provide in regard to a complex 
and high-risk surgery can be daunting. One technique that can be used as conduit for 
further deliberation on risks is the “fix-it” strategy first introduced in 1991 by Lynn 
and Degrazia, a model of medical decision-making where the identified problem is 
a medical deviation from normalcy [7]. With this model, a surgery can be described 
in layman’s terms or analogously as the “fix,” for the medical disease—the “it.” This 
has been described as a reliable technique which surgeons often employ in an 
attempt to describe the details and goals for a proposed operation. However, it must 
be done with caution to avoid creating an environment that culminates with nor-
malcy and the patient returning to their baseline status before surgery was under-
taken. Additionally, this tool can create an environment of oversimplification in 
terms of expectations and possible outcomes. It can be used as a bridge along with 
other tools in further discussion on goals of care and risks involved [8].

It is important to start the conversation of potential risks and complications in the 
very first patient encounter. Much can be learned from the patient regarding their 
beliefs, interests, and goals. You can allow for natural growth in your relationship 
with the patient, which can propel discussions of complicated topics. Although this 
may be difficult to complete in an acute care setting where time may be short, there 
should be time in the clinic and in telephone encounters to create a clear clinical 
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picture and plan with the patient. Regarding the illustrative case at the beginning of 
the chapter, these may include short-term risks like postoperative bleeding and 
long-term risks including internal hernias and weight regain with respect to bariatric 
surgery, as well as risks of anastomotic leak, recurrent laryngeal nerve injury, or 
postoperative stricture and dysphagia when considering an esophagectomy. The 
patient needs to know that this operation could lead to more procedures or opera-
tions if things do not go precisely as the patient and the surgeon plan.

With these discussions, you and your patient can be prepared for the treatment 
that comes after. In these high-risk surgeries where morbidity is more frequently 
encountered, it is important to discuss the possibility of postoperative intubation, 
need for placement of a feeding tube for nutrition, or dialysis. Knowing these risks 
of a surgery can assist a patient in deciding if these treatment modalities align with 
their interests and goals. This benefits the patient two-fold: it provides them with a 
more thorough understanding about the potential complications and sequalae of 
treatments, and it allows them to have these decisions made beforehand in a con-
trolled environment. In situations when urgent or emergent surgery is needed, 
patients are not always of full mind and body. Having these discussions pre- 
operatively allows them to utilize the provider, friends, family, and others as needed 
to make these vital decisions about their future healthcare.

Dr. Schwarze described this process of commitment as surgical “buy-in.” [9] It 
allows surgeons to negotiate a postoperative commitment from the patient before 
undergoing these high-risk surgeries. As a result, the surgeon and the patient under-
stand leading into surgery the patient’s commitment as well as their limitations on 
postoperative interventions. Additionally, this allows for negotiations of time 
restrictions for postoperative cares, can shift a share of the responsibility to the 
patient, and can even allow the surgeon to refuse surgery if he or she felt proceeding 
was unsafe or unreasonable given patient requested limitations. If these measures 
are taken preoperatively, there can be significant reduction of emotional stress for 
the patient as well as the surgeon [9].

Nabozny et al. specified that surgical “buy-in” cannot be presumed and must be 
explicitly discussed otherwise patient preferences on treatment options postopera-
tively may be incongruent to the surgeon’s expectations [10]. Advanced directives 
should be addressed if already present or newly constructed to provide the patient 
and surgeon with full disclosure. It is important that these complex discussions 
include the patient’s spouse, close relatives, and/or legal healthcare power of attor-
ney as it is difficult and frustrating for everyone when a predictable postoperative 
complication occurs, such as reintubation and the need for short-term ventilator 
support, which obviate the patient’s ability to make rational healthcare decisions 
during that time. If the patient’s healthcare proxy does not understand the commit-
ment made preoperatively to manage short-term complications in the postoperative 
period, they may apply general statements made by the patient in sometimes distant 
past conversations (“I do not want to be on life support”). This may lead to a deci-
sion to withdraw critical support and let the patient expire even though the surgical 
team feels the complications are correctable and the patient has a reasonable chance 
of meaningful survival. Although the family may feel they are complying with the 
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patients previously stated wishes (“he/she would not want to live like that”), this 
may be framed out of context of their current intentions. The surgical team may also 
feel betrayed as they have invested much time, work, and energy into performing a 
major surgery, and in their opinion the patient is not given a reasonable chance to 
get through the surgery and postoperative period.

7.3.3  Managing Expectations, Uncertainty, 
and Prognostication

Providing a detailed description of potential complications in the surgical “buy-in” 
process can provoke a cascade of questions about expectations. Patients and their 
families may ask what is expected as the most likely outcome? Will their grandpar-
ent, parent, sibling, or child survive surgery? If they survive, what would you expect 
their quality of life to be? What is the chance of the most severe of complications 
happening? These questions delve into the reality of uncertainty when it comes to 
biologic results even when technical execution of the surgery is exemplary. These 
expectations can be extremely challenging to convey and ensure comprehension 
from a patient perspective when there is a high level of uncertainty and unknown, 
which is often the case in high-risk surgeries. Surgeons frequently spend ample time 
describing surgical details and associated risks, but they often come up short from 
the patient’s perspective when it comes to terms of recovery, quality of life after-
wards, and survival [11].

There are many strategies and techniques when it comes to providing a patient or 
their family with expectations and in discussion of uncertainty. One technique that 
has classically been described, especially in the intensive care setting, is “hanging 
the crepe.” In brief, this phrase characterized a “no-lose” situation where the patient 
is portrayed to be on the precipice of death and will almost certainly die unless a 
miraculous turn of events occurs, which may be remedied surgical intervention. 
This scenario can provide the physician with two outcomes as seen by the patient or 
their family: (1) the patient passes on as was predicted by the physician due disease 
progression, or (2) the patient survives and the physician is regarded as their savior 
[12]. This strategy entails painting an overly dire and pessimistic picture, and 
although straightforward and possibly necessary when actual outcomes in certain 
situations are hard to predict, bypasses the in-depth discussion and disclosure of 
information that can lead to a more educated decision by the patient or their 
decision-maker.

Thankfully, there are other strategies that we can use to support the decision- 
making process. One such strategy was introduced by Kruser et al. who presented 
“best case/worst case” scenarios to patients and used a novel communication tool to 
assist in coming to a decision on a difficult surgical situation [13]. With this tool, a 
graphic is constructed by the physician that displays a confined range of treatment 
options that may include different surgical options or supportive care. Best- and 
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worst-case scenarios are then listed and described under each treatment option, and 
the most likely outcomes are identified. The advantages of this support tool were 
that it establishes a choice for the patient, provides clarity on their situation, encour-
ages deliberation with family and the physician, and can be individualized to the 
patient’s goals. This methodology also puts context to the esoteric discussion of 
complications by conveying how likely they may impact their long-term quality of 
life. For a previously independent person, this technique opens up discussions of the 
implications of discharge to a nursing facility versus home, as well as the extreme 
scenarios of requiring prolonged intensive care unit care leading to death.

Just as surgeons use objective data to guide their clinical decision-making, it can 
be beneficial to provide our patients with the same. The techniques based on “best 
case/worst case” scenarios are great at comparing different treatment options and 
their expected outcomes but can lack a discussion on objective data points when 
comparing their clinical picture to the general populations. There are multiple prog-
nostic tools available that can also be utilized in discussions, but they can be time 
intensive, difficult to locate, or difficult to know their reliability. The American 
Society of Anesthesiologists physical status classification can be used to risk- stratify 
but lacks individual association of patients’ comorbidities and their relation to the 
specific surgery and can have less than optimal inter-rater reliability [14]. A tool that 
can be specified to general surgical procedures, the National Surgery Quality 
Improvement (NSQIP) calculator from the American College of Surgeons, has been 
shown to be relatively easy to use with good predictive ability as well as the capabil-
ity to make adjustments based on the surgeon’s clinical experience and judgement. 
Additionally, the use of a frailty index can help better inform outcomes [15]. Overall, 
it is important to use a clinical tool that can be used with the surgeon’s comfort, is 
understandable for the patient and family, and has been shown to demonstrate reli-
ability and validity.

When using objective numbers and data, we should avoid manipulation of the 
information provided to prevent framing bias and effect. It has been shown that both 
physicians and patients are susceptible to framing bias, and a comprehensive pre-
sentation of absolute mortality, absolute survival, and relative risk reduction can 
lead to the least biased scenario when included in the informed process [16]. This 
should be done delicately and other aspects that can include risks of serious and any 
complications, discharge to a rehab or nursing facility, and readmission rate should 
be discussed as well. Importantly, degree of uncertainty specific to data given and 
context to the patient’s situation, for example the impact on quality of life, should 
be disclosed when using data in the goals of care discussions.

While it is important to include the topic of prognostication, it should not be used 
in isolation and can be intertwined into larger discussions (i.e., the best-case/worst- 
case scenarios). Additionally, relying on too many numbers and percentages can be 
troublesome and overwhelming to the patient. There is a fine line of giving too 
much information and too little. Some patients want a wide range of information 
and details while others only want selected information [17]. Knowing this, it is 
important to follow the patient’s cues and learn their preferences which can shape 
discussions in a more productive manner.
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7.3.4  Shared Decision-Making

Over the years, physicians have moved away from the paternalistic model for 
decision- making where selected information is conveyed to the patient, and the 
choice for treatment is made by the physician. In the extreme situation, the physi-
cian makes the decision on an intervention and “informs the patient when the inter-
vention will be initiated” [18]. As consequence to this often-criticized model, the 
informed model was proposed where information is explained in full, but no advice 
or recommendations are made [19]. This leaves the patient having to shoulder the 
load on preference for treatment, which can be expectantly overwhelming. The con-
cept of shared decision-making looks to rectify these previous models and provides 
a mode of two-way communication. This process was first clarified by Charles 
where four key characteristics were suggested [20]:

• There are at least two participants (the physician and the patient),
• Both parties share information,
• Both parties work together to create the preferred treatment, and
• Agreement on a treatment to implement.

One difficulty some surgeons may have is engagement of the patient and their fami-
lies in the discussion of care. To help remedy these findings, Schwarze et al. had 
performed a randomized clinical trial introducing a question prompt list to be given 
to patients before their first clinic visit who were to undergo surgery deemed as 
being high risk [21]. Unfortunately, this study did not find statistically significant 
effect on patient engagement and well-being compared to the control group; how-
ever, the surgeons who participated in the study believed it empowered patients to 
ask questions and desired its continued use in their practices.

Creating an environment that can provide the patient and the surgeon with a 
shared platform for decision-making can be difficult. We should provide the patient 
with an empathetic and encouraging presence while avoiding coddling or providing 
false hope. We need to use the tools we have discussed thus far to educate the patient 
fairly without overloading them with information. We face the challenge of often-
times feeling we know what is best for the patient, while patients may feel that we 
are not always hearing their concerns. With the patient’s autonomy at the center of 
care, shared decisions can be made that align with the patient’s culture, interests, 
beliefs, and goals.

7.3.5  Perioperative Judgment and Outcomes

Often, decisions in high-risk surgeries are considered a decision between “life and 
death.” These surgical situations can lead to several emotions from all parties 
involved and can lead to a buildup of clinical momentum that can be hard to stop 
once it has started and push into action potentially unnecessary and unwanted 
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interventions [10]. It can be difficult to undo this momentum with a single discus-
sion with the patient or their family; however, it is important to take the steps to 
provide the most accurate picture for goals, risks, and expectations of what surgery 
entails. With this approach the outcome that is most aligned with the patient’s goals 
can be pursued.

While things often can move fast perioperatively, it is important to slow things 
down as necessary. Intraoperatively, Moulton et al. demonstrated a type of attentive 
automaticity that surgeons exhibit in the operating room that can be “slowed down” 
in times where effortful attention and judgement is required [22]. This can be a 
spectrum of actions that range from fine tuning technique, removing distractions, or 
even stopping completely [22]. It is in these times experienced and expert surgeons 
can perform life-saving maneuvers where less experienced surgeons may not suc-
ceed. Accordingly, this may be indicative of findings that support better outcomes 
when high-risk surgeries such as pancreatectomy, gastrectomy, and esophagectomy 
are performed by high-volume surgeons [23].

It is important when considering high-risk surgeries that competing priorities be 
explicit. The outcome of surgical intervention is paramount, but the path leading to 
the outcome is not always clear. As described by Leung et al., surgeons must bal-
ance priorities such as reputation, hierarchal culture, ego, time, monetary gain, and 
trainee teaching when making decisions with consideration of the patient’s best 
interest of “first, do no harm.”[24] They postulate that creating a more transparent 
discussion on these processes may create a full disclosure situation that can reduce 
errors and resultingly improve outcomes [24].

7.4  Case Conclusion

In our illustrative case, the patient ultimately succumbed to his disease after many 
days in the hospital postoperatively.

7.4.1  Goals of Care in End-of-Life Discussions

There is often a tremendous strain on patients and their families at the end of life. 
As surgeons, the emotional strain experienced is not insignificant and can be present 
when their patients have complications that subsequently lead to poor outcomes. 
What can often be more intrusive is the ongoing distress from possible complica-
tions arising, regardless of whether they occur [25]. These experiences may cer-
tainly act as stressors that impact future interactions with patients.

While there is no perfect formula to approaching end-of-life discussions, multi-
ple strategies have been developed that can aid in a productive conversation. These 
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conversations should start at the first clinical encounter or shortly thereafter but 
before surgical intervention is performed when possible. The patient’s family should 
ideally be present, and a surrogate decision maker should be appointed in cases 
where the patient loses their decision-making capacity. Every patient will be differ-
ent and cues on the path of discussion should be gathered and performed with empa-
thy and compassion. Studies demonstrate patients at both ends of the spectrum 
where the details are wanted in their entirety, while on the other hand, other partici-
pants felt that the information was too blunt and wanted a softer discussion about 
death and dying [8].

Strong consideration should be made to include palliative care consultation 
before high risk surgery. Such consultation has demonstrated efficacy in improve-
ment to ratings of overall end of life care, communication, and support as rated by 
families of deceased patients [26]. Palliative care consultations should not replace 
the surgeon-patient discussion about end-of-life issues but can augment it. End of 
life discussions, like other surgical skills, take practice and continued medical train-
ing on palliative topics as well as integrating these topics into core resident curricula 
is critical to producing surgeons that are prepared, knowledgeable, and skilled in 
navigating in these difficult situations [27, 28].

7.5  Conclusion

The goals of care discussions prior to high-risk surgery are of paramount impor-
tance but are nevertheless challenging. The discussion starts in the first encounter 
with the patient and their family and must include a thorough informed consent 
process such as the one described by Abaunza [3] and be rooted in shared decision- 
making. A well-established patient-surgeon relationship can nurture the tough dis-
cussions on risks and aid in negotiations with the surgical “buy-in” [9, 10] 
established that “buy-in” cannot be presumed and must be explicitly discussed and 
advanced directives should be constructed to provide the surgeon and patient full 
disclosure.

With high-risk surgery, there will be a level of uncertainty for what the future 
holds. We can use the tools provided by Kruser et al. [13] and present the “best case/
worst case” scenarios to our patients and their families to address the multitude of 
possible outcomes. Additionally, we should look to utilize the clinical tools that are 
available to us such as the NSQIP calculator and the frailty index to potentiate 
reduction of uncertainty and assist with prognostication. By using these tools and 
refining our perioperative judgement within the basis of “first, do no harm”; we can 
create a situation that provides the patient with full disclosure while reducing errors 
and improving outcomes [24].
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Chapter 8
The Ethics of Telehealth in Surgery

Karishma B. Mistry, Karen Devon , and Sabha Ganai 

Abstract The global pandemic of COVID-19 has brought telehealth services into 
rapid full implementation after decades of incremental advances. In this chapter we 
explore ethical principles of justice, autonomy, and nonmaleficence, duties towards 
professionalism and continuing education, and how the practice of surgery is 
impacted by virtual care.
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Case
Our patient is a 67-year-old male farmer who presents with a dark, irregular, 
ulcerated mole on his back. His wife had initially noticed it because of stain-
ing on the bedsheets and requested further evaluation. Their local primary 
care provider performed a punch biopsy which confirmed a 1.8-mm Breslow 
thickness, ulcerated melanoma. They are referred to a surgical oncologist at a 
facility with capacity to perform lymphoscintigraphy, wide excision, and sen-
tinel node biopsy, but it is 4 hours away by car. The surgeon arranges a 
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telehealth consultation and performs a limited physical examination, visual-
izing the lesion as his wife holds the smart-phone camera towards the patient’s 
back. The surgeon is required to take their word on not being able to self- 
palpate any “lumps or bumps” in various nodal stations described around the 
neck, collar bone, armpits, and groins. Their surgeon is still able to establish 
trust and rapport with the couple and discuss risks, benefits, and alternatives 
as part of informed consent.

A few weeks later, the couple travel to have ambulatory surgery. Their pri-
mary care physician asynchronously has provided documentation of a com-
plete physical examination, which is transmitted securely into the electronic 
medical record. A few hours after arrival, their surgeon performs a focused 
physical exam in the preoperative holding area after the lymphoscintigraphy is 
completed by nuclear medicine in order to confirm the absence of clinically 
palpable lymph nodes. Due to nodal drainage patterns present on lymphoscin-
tigraphy to both axillae, a bilateral sentinel lymph node biopsy is recom-
mended and performed, along with the wide margin excision of the melanoma.

Questions that arise prior to the telehealth visit:

• What if the couple are not digitally literate?
• What if they live in a rural area without access to high-speed internet con-

nection leading to a grainy distortion of the video image, or no image at all?

Questions that arise during the process of the telehealth visit:

• What if there were discussion points not understood about material risks 
during the process of informed consent due to technical issues or asynchro-
nous conversation?

• What if the patient would like to record the visit to share with other family 
members?

Questions that arise during the process of management:

• What if there was a clinically palpable axillary lymph node present discov-
ered when the surgeon saw the patient in the preoperative holding area?

• Should the surgeon postpone the procedure, to order a PET/CT, possibly a 
week later, to complete staging and potentially change the timing and plan 
for the procedure to accommodate neoadjuvant therapy? Should the sur-
geon modify consent and proceed with definitive surgery at the originally 
scheduled time, sparing the patient an additional 8-hour round trip?

Questions that arise during the plan for future surveillance:

• In order to plan recommended survivorship care, do we require the patient 
to travel for care to have a physical exam by the original surgeon, rely on 
the patient’s local primary care provider for surveillance, or perform syn-
chronous telehealth visits paired with asynchronous local axillary ultra-
sound reports?

K. B. Mistry et al.
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8.1  Introduction

The World Health Organization (WHO) defines telehealth as “the delivery of health 
care services, where patients and providers are separated by distance.” [1] 
Circumstances amid a global pandemic have brought the world of telehealth from 
an emerging practice to a rapid standard of care given the need for such distancing. 
In addition, in the context of the United States, guidelines for telehealth reimburse-
ment were previously limited to patients physically present at specific telehealth 
capable facilities in rural locales, whereas now, reimbursement has become avail-
able for most patients who have access to a smartphone or the internet [2]. In this 
chapter we explore the ethics of telehealth in surgical practice with an understand-
ing that technology and capacity to advance has been in a state of incremental 
change but variable implementation.

Technology advancements have made the benefits of health care widely acces-
sible from a distance for years, and nearly two decades ago, telesurgery was con-
ducted using robot assistance, allowing for a cholecystectomy to be performed in 
New York City, USA with instrument manipulation directed synchronously by a 
surgeon located in Strasbourg, France [3]. The electronic ICU, also called tele-ICU, 
has been a successful advancement in the field of critical care for the past 20 years. 
It was put in place to support high volume areas and high acuity patients; it has 
allowed 24-hour care, care in times of staff shortages, and better monitoring of ill 
patients [4]. Advancements in the field of artificial intelligence (AI) have also 
allowed for improved performance of medicine. With greater accuracy of diagnosis 
in a variety of fields such as identifying images of cancer in dermatology, x-rays in 
radiology, and digitized pathology slides AI has proven its potential in the future of 
technology in medicine [5]. In the context of the COVID-19 pandemic, AI technol-
ogy can be used to minimize the human interaction while continuing to diagnose 
and treat patients efficiently.

While many of these advancements have now rapidly become implemented, tele-
health has created ethical concerns for both the patient and physician in the conduct 
of care from a distance. Due to rapid uptake of synchronous clinic visits during the 
COVID-19 pandemic, this novel way of providing healthcare has revealed some 
uncertainty and ethical challenges that may not have been considered or addressed 
(see Table 8.1). These include whether telehealth is as effective for quality patient 
diagnosis, treatment, and care, and whether there are significant harms, direct or 
indirect, to patient care or the patient-physician relationship.

Table 8.1 Ethical concerns that can arise during a telehealth visit

• Justice: access to digital technology and ensuring digital literacy for the population
• Autonomy: obtaining consent from the patient and upholding patient privacy
•  Nonmaleficence: ensuring there is either no change in standard care or reconciling the 

shortcomings of telehealth and providing ways to mitigate risk
•  Professionalism: ensuring the doctor-patient relationship is valued and fiduciary duties toward 

the patient are respected
•  Continuous Education: ensuring the health system learns and improves to provide better care 

for future generations

8 The Ethics of Telehealth in Surgery
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8.2  Search Strategy

A literature review was conducted through February 2021 utilizing PubMed. MESH 
Search terms included: Telemedicine, Physician Patient relations, social justice, 
Digital technology, Privacy, Informed Consent, Social Responsibility, Beneficence, 
Patient Care, Health Services Accessibility, Medically Underserved Area, Reference 
Standards, Risk Assessment, Standard of Care, Medical Education, COVID-19, 
Rural Population, Literacy, Curriculum, Clinical Medicine, Policy. Keywords used 
included ethics in telemedicine, telemedicine, standard of care in telemedicine, and 
telemedicine education. From available literature, 16 articles were selected for their 
contribution to the topic of ethics and telemedicine in the context of delivery of 
surgical care. Additional references were added during the editorial peer review 
process.

8.3  Justice

While telemedicine has been recently recognized as an advantageous new way of 
healthcare delivery that comes with benefits, it also has risks (see Table 8.2). Some 
issues that providers may have with telemedicine are user-based, such as interacting 
with patients who are hard-of-hearing or who do not own a computer, smartphone, 
or tablet. Even if they do have access to technology, questions arise such as: is the 

Table 8.2 Analysis of risks and benefits in delivering care via telehealth modalities

Risks Benefits

Digital literacy of patients (justice) Reduced transmission and exposure for patient/
provider in time of pandemic (nonmaleficience)

Loss of traditional doctor-patient 
relationship (professionalism)

Reduced travel burdens (justice)

Limited physical exam capability 
(nonmaleficence)

Improved compliance by optimizing the ease, 
frequency, and consistency of care (autonomy, 
beneficence)

Overuse of Telehealth due to ease and 
convenience (nonmaleficence)

Broadened access to care for rural communities 
(justice)

Reduced physician accountability 
(professionalism)

Improving patient’s sense of autonomy over their care 
(autonomy)

Uncertain reliability of virtual 
diagnosis (nonmaleficence)

Decreased missed appointments (autonomy)

Source: Authors own work
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connection stable, is the video clear enough to properly assess the melanoma, and 
also, was it critically important to see the lesion at all given that it was already biop-
sied? In addition, what if his wife was not available to hold the camera to allow the 
surgeon to visualize the patient’s back? Would patients with family support be at an 
advantage compared to those who live alone?

Older generations may not be as familiar with technology and use of applica-
tions, and those in rural locales may not have a stable internet connection to do so 
even if they have a device with video capabilities [6]. How do we as surgeons, or the 
health system overall, adjust for technological capacity and not further disadvantage 
those with socioeconomic disparities? Furthermore, by conducting virtual visits, we 
may lose aspects of the overall visit such as the opportunity to take vital signs and 
conduct auscultation of the thorax. While it can be debated if these are essential 
pieces of a focused physical examination, it forces several questions: are patients 
getting equal care by opting-in for the virtual visit? Are vital signs and other clinical 
findings something patients can provide if they have access to technology at home, 
or access to a primary care provider, and if so, can the clinician trust that information?

The advancement of technology is expanding in the healthcare field, including 
integrated applications with various personal devices that can track your heart rate, 
temperature, blood pressure, blood glucose, menstrual cycle, and physical activity 
at home. Teledermatology using mobile phones has been shown to be a cost- 
effective way of improving access to care and facilitating specialist consultations 
[7]. In addition, we have witnessed the performance of telehealth in surgical prac-
tice, including a successful transatlantic robotic surgery, video-based instruction of 
techniques using remotely performed live surgery, as well as increasing capacity to 
hold large-scale international medical conferences through virtual means, all with 
minimal need to travel. Small incremental advances will also provide valuable gains 
in efficiency, ease of care, and satisfaction through the use of these technologies.

Justice concerns remain present and disparities in care may be accentuated by 
cost, reimbursement, and access to these technologies. In fact, with the advantages 
of obtaining surgical consultation via telehealth means, one can envision that a 
patient with wealth or the right kind of insurance can obtain a virtual visit with an 
expert surgeon located in a different state, as long as the surgeon has appropriate 
licensure in the state where the patient is located at the visit. What is still uncertain 
is whether this improved access to care can equitably be promoted to individuals 
without means.

8.4  Autonomy

During the COVID-19 pandemic, telehealth became an industry necessity, aiming 
to minimize disease transmission, but this implementation has also provided oppor-
tunities to address challenges faced in clinical practice on a regular basis [8]. Patient 
preference and need are important reasons telehealth has been implemented, but we 
must remember this was also tied to improved reimbursement after March 2020, 
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with reimbursement previously focused on patients in isolated rural areas with poor 
access to medical care [2]. In this context, reimbursement potential has introduced 
telehealth in the clinical encounter as a reasonable option that still favors patient 
autonomy. Telehealth has allowed the travel and time burden for patients to be 
diminished with the potential for more frequent management via virtual checkups, 
including postoperative wound checks [8]. Frequent and consistent follow-up by 
physicians may be beneficial in ensuring compliance with a treatment plan [8]. 
Through the asynchronous use of external technologies such as “wrist-watch” heart 
rate monitors and smartphone tracking systems, patients are able to provide updated 
information more frequently per visit [9, 10]. Telehealth services of the future may 
also enhance the care of non-English speaking patients or those that converse with 
American Sign Language through the ability to obtain a virtual interpreter in a mat-
ter of seconds.

The inner workings of telemedicine go beyond the role of the physician-patient 
relationship and relies on factors such as obtaining proper informed consent and 
upholding patient privacy. At the annual American Medical Association (AMA) 
meeting in 2016, the downside of using technology discussed security breaches and 
unauthorized access as a concern in maintaining patient confidentiality [6]. In regard 
to these obligations of privacy and confidentiality, there is a difference between 
legal and ethical implications. For example, if you are initiating a conversation with 
a patient who is physically located in an unknown location and you have private 
information to share with them, doubts may be raised if you should disclose infor-
mation to them using telehealth capacities. From a legal context, it may be consid-
ered safe if a patient is the one putting themselves at risk of potential disclosure to 
family or public during a conversation.

Uncertainty remains whether it is ethically appropriate for the physician to dis-
close private information knowing that it may not be via a secure method. Even if 
the patient is located alone behind a closed door, cybersecurity and protection of 
shared information may not be perfect using standard platforms. While hospital and 
clinic-based medical informatics teams exist to protect and maintain the security of 
asynchronously transmitted medical information in accordance with the Security 
Rule of the Health Insurance Portability and Accountability Act of 1996 (HIPAA; 
45 CFR Part 160 and Part 164, Subparts A and C) [11], there is currently no optimal 
method of synchronous telehealth communication between providers and patients. 
Communication via telehealth has been flexible between using a combination of 
secure patient portals, proprietary HIPAA-compliant telehealth applications, and 
telephone as a flexible back-up, as system failures are not uncommon in clinical 
practice, particularly when access disparities exist. In the context of the COVID 
pandemic, the Department of Health and Human Services recognized a need for 
greater HIPAA security flexibilities and allow video chat applications and various 
text-based applications in clinical practice, with preference for HIPAA-compliant 
technologies [12]. In addition, while telephone calls can be performed via a hospital 
or clinic office landline, they can also be performed using dialer applications on 
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smart phones that can mimic a clinic telephone number, maintaining the privacy of 
the physician’s mobile phone number.

This leads to the question if there is a responsibility to obtain consent from the 
patient prior to a conversation as a risk of loss of privacy may be present before 
sharing of information. However, this also creates uncertainty whether conduct 
needs to be different via video versus phone, and if so, why? To provide clarity, the 
Agency for Healthcare Research and Quality (AHRQ) has created a three-step out-
line to follow when obtaining informed consent from a patient specific to the use of 
telehealth [13]. It starts prior to the discussion where the provider gives the patient 
the opportunity to ask questions in order to provide them with relevant information 
necessary to make an informed decision about using telehealth. Next, during the 
discussion about telehealth, the teach-back method is recommended in order to 
appreciate comprehension by the patient about relevant risks and benefits. Finally, 
after the discussion, documentation of the encounter is recommended to ensure the 
information is clearly communicated [13].

Furthermore, in regard to conducting an exam virtually, there are sensitive areas 
of examination, including genitalia, the perineum, and female breasts, that should 
raise caution on video transmission out of respect for patient privacy and dignity, 
but may be important to examine in a non-virtual setting. If elements of a visit are 
recorded, even momentarily for image capture, should examinations or discussions 
of sensitive issues be entirely avoided, or should consent for recording be obtained? 
This has professional liability implications for medical professionalism, where in- 
person standards may need to be re-evaluated to accommodate telehealth visits. 
Addressing these questions will be important moving forward in order to define the 
privacy and confidentiality concerns of both patient and provider. From an auton-
omy standpoint, there are competing risks to virtual care which may supersede the 
choice to have a virtual visit as opposed to an in-person visit.

8.5  Non-maleficence

In telehealth, there are tradeoffs where access to care may be perceived as more 
important than perfect care. In weighing risks and benefits of what some may con-
sider “gold-standard” guideline-concordant care compared to performing “silver- or 
bronze-level” care, we have to reconcile that no physician is perfect, and even an 
expert can miss a subtle clinical finding. The physical encounter with a patient is a 
key element of the role of a physician in establishing a diagnosis and capitalizes on 
sensory input including vision, touch, temperature, kinesthesia, sound, and even 
smell. While symptoms can be discussed on a telephone or virtual visit, signs that 
are derived from a constellation of physical exam findings may be necessary to 
efficiently and cost-effectively focus an otherwise broad differential diagnosis [14]. 
Virtual care does not and cannot replace this physical and human element of 
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medicine and could in fact negatively impact the relationship between the physician 
and patient. Conversation, emotion, body language, and overall comfort can poten-
tially get lost through the barrier of a screen.

However, as the physical exam is an art, there are certainly trained subspecialists 
and experts who have better acumen at clinical detection than others. With our case, 
conducting the initial physical exam and even surveillance follow-up appointments 
virtually may have posed challenges to delivering a reasonable standard of care. 
While our patient had an obvious melanoma primary, what if the patient also had 
in-transit metastases, clinically palpable nodes, or a disease process that was more 
subtle or nuanced requiring physical exam skills or techniques not available locally? 
Do we require the patient to travel for care to have their physical exam by the origi-
nal surgeon prior to decision making, or do we accommodate the possibility that 
surgical decision making may occur on the day of surgery? In regard to follow-up, 
do we rely on the patient’s local primary care provider for surveillance, or do we 
learn to perform telehealth visits paired with local axillary ultrasound reports? The 
options to mitigate the shortcomings that can arise with a telehealth consultation are 
many and ought to be considered in maintaining a standard level of care for all 
patients. There is great potential that the use of additional (albeit initially costly) 
technology to supplement or replace clinical exams may ultimately improve and 
add value to clinical care for all patients [5].

While we have suggested a minimal distinction between “gold”-standard care 
and second-best, “silver- or bronze- level” care, it is uncertain whether substandard 
delivery of services should be accepted, as this can decrease trust and cause harm, 
indirectly to the doctor-patient relationship, and possibly directly to patients them-
selves if problems are missed. Physicians must provide the same standard of care 
for all patients in order to uphold equity, therefore, some patients may require in- 
person visits and some patients may receive telehealth visits to achieve favorable 
outcomes. It is unclear that a breast exam can be appropriately performed using 
telemedicine, but it is possible that patients with a new breast lesion or cancer could 
be scheduled for an initial consultation to discuss surgical options and timing of 
therapies with plans to have an in-person exam performed at a later time, including 
the day of surgery. This may not be perceived as time efficient, but the approach 
may ultimately respect a patient’s autonomy by providing more time and discussion 
for the process of informed consent, as well as satisfying their secondary need for 
convenience. Thus far, all information on the benefits of telehealth have solely been 
focused on psychosocial factors and have not been able to directly quantify if tele-
health is providing better health outcomes, a more accurate diagnosis, or increased 
survival rates [15]. Such issues should be further investigated as the advancement of 
telehealth proves to be transformative in the time of the COVID-19 pandemic with 
its expansions helping physicians in maintaining care and decreasing exposure for 
both sides.
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8.6  Professionalism

The “Ethics of Telemedicine” were discussed at the AMA annual meeting in 2016 
[6], and also codified in the 2017 AMA Code of Medical Ethics [16], bringing up 
valid ethical concerns for implementation of telemedicine, including physician 
accountability to uphold their duty to provide adequate care from the comfort of 
a screen. There may be additional barriers to development of the doctor-patient 
relationship in regard to establishing a connection that leads to trust and being 
able to deliver on that trust by providing a similar level of care as would be 
received in- person. These barriers can be divided into two categories: verbal and 
non-verbal. Verbal issues can be reduced by engaging in “small talk” at the begin-
ning of each appointment and educating the physician on important factors like 
tone of voice and style of questions asked. Nonverbal cues such as body language 
that are lost via telehealth can be made up for by camera placement and paying 
attention to facial expressions and body posture [17]. Empathy and respect may 
be facilitated by appropriate use of facial expressions, nodding, gestures, and 
providing space to pause, actively listen, and answer questions [18]. Pellegrini 
described trust as the keystone of the patient-physician relationship, providing 
integrity and stability to the relationship, and defined good communication as 
“not necessarily about what we say, but it is more about how we say what we say, 
and how another mind interprets what we say” [19]. The process of creating trust 
must be fostered through development of an unforced relationship between the 
physician and the patient.

A conflict of commitment to note is the possibility that physicians may lose sight 
of their duty to each individual patient and focus more on productivity and the con-
venience of the extrinsic rewards of medical practice, as more tele-visits now equate 
to more billable hours at the touch of a button. This could inevitably change the 
future of healthcare as physicians become more reliant on technology for diagnosis 
and lose their own expertise and clinical acumen. The expectations of physicians for 
how to achieve their productivity goals may differ in telemedicine, but they must 
still be equipped to effectively interact and communicate with the individual patient, 
including confirmation of patient comprehension and adequately answering their 
questions.

Telemedicine visits for patients prior to March 2020, before being spurred by the 
COVID-19 pandemic, were determined by state-specific coverage rules [2, 20]. 
Prior to COVID-19 coverage expansions, all states could provide some reimburse-
ment for qualified live video appointments via Medicaid, but as of November 2019, 
only 8 states fully covered their Medicaid patients for all telehealth services. The 
Centers for Medicare and Medicaid Services (CMS) could only reimburse payment 
for telehealth if certain criteria were met, including patient location at Federally 
Qualified Health Centers (FQHCs) and/or Rural Health Clinics (RHCs). This 
favored use by patients with diminished access to healthcare, but facility require-
ments did not allow a patient to have a telehealth visit from home, and likely limited 
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implementation by limiting to access to providers with established relationships 
with these facilities.

When non-essential in-person activity was abruptly halted in the United States 
due to the COVID-19 pandemic, the CMS issued a press release on March 6, 2020, 
as President Trump signed a section 1135 waiver of the Social Security Act, extend-
ing CMS capacity to temporarily allow clinicians to provide telehealth services 
[20]. Subsequently, the Coronavirus Aid, Relief, and Economic Security Act of 
2020 (CARES Act) broadened the waiver authority under section 1135 of the Social 
Security Act [21]. This provided CMS additional authority to waive requirements 
which specified the types of practitioners that could bill for professional services 
using telehealth, and also allowed for audio-only telehealth reimbursement. In order 
to allow for flexibility, CMS has permitted these emergency declaration blanket 
waivers to allow for greater flexibility in scope of practice and in reimbursement for 
telehealth services retroactive from March 1, 2020, until the end of the emergency 
declaration [22]. As a consequence of these waivers, patients could be located at 
home during a telehealth encounter, and providers could also provide services when 
at home, paid with a fee-for-service rate rather than a separate telehealth rate. Since 
coverage had thus increased and expanded for all patients in all states, uncertainty 
remains whether telehealth visits will continue to be fully covered once the pan-
demic is over, and whether access to telehealth services will be equitable depending 
on the terms of eligibility for these services.

There are limitations to implementation of telemedicine based on licensing regu-
lations for physicians, which are generally determined by each state’s medical prac-
tice act, requiring a physician to hold a medical license in the specific state where 
the patient is physically present during virtual visits [23]. There are a few areas 
where federal law overrides state laws. The National Defense Authorization Act 
(2012) allows physicians to only require a license in the state they are physically 
located in when providing care under Tri-Care, a military health plan, “regardless of 
where such health-care professional or the patient are located so long as the practice 
is within the scope of the authorized Federal duties” [24]. In addition, within the 
Veterans Affairs (VA) system, the VA MISSION Act of 2018 allows out-of-state 
clinicians to provide care for veterans as long as they have an active, unrestricted 
medical license [25]. States have different requirements for physicians to be licensed 
to conduct virtual visits, including telehealth-limited licenses, and many of these 
processes were relaxed during the coronavirus pandemic, as the need to be able to 
provide virtual care exploded. Further exploration of expansion of licensure, either 
creation of a national licensing system, or by broader implementation of the 2017 
Interstate Medical Licensure Compact, a voluntary expedited pathway to obtain 
licensure between participating states [26], would be invaluable for permitting the 
practice of medicine across state lines [23]. Further research and adoption of 
changes in health care policy will be necessary to ensure that telehealth provides 
benefits for all parties, is being properly conducted, covered, and billed, and delivers 
care in a fair, efficient, and equitable fashion.
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8.7  Continuous Education

Clinical medicine is an art that medical students strive to achieve and master from 
the moment they obtain their white coat. Throughout the four years of medical edu-
cation, students are required to complete certain clinical hours per semester to 
ensure a proper foundation and acquired skills for effective in-person education. 
Students are graded on all aspects of human interaction from greetings and small 
talk to verbal cues, body language, and facial expressions, all with an aim to build a 
successful patient relationship. By the end of the formal medical education, clinical 
service and physical examination instruction constitutes more than half of the stu-
dent’s time. With the current advancement of telehealth and online medical educa-
tion, this brings up the following questions: Should medical schools integrate 
telehealth courses to ensure competency in this new form of communication? As 
telehealth is prioritized, will the art of medicine get lost behind a screen? School 
curriculums and further training of physicians who use telehealth services are a 
work in progress as the ethical considerations are being uncovered with time.

For those in practice, we foresee that distance learning will become more impor-
tant for continuing medical education and the process of certification. While a rela-
tive isolation of non-academic physicians during clinical practice has been described 
for over a century [27], one can envision improved access to education through the 
ability to not only maintain education as medicine evolves, but also socialize with 
other practitioners in a professional context without needing to travel. The scope of 
telehealth overlaps with distance learning, as while patients can seek access to con-
sultation at a distance, so can physicians. The opportunities for a primary surgeon to 
seek consultation with an expert at a tertiary center during an operation have already 
been in progress, and technology may allow further expansion of the capacity of 
consultants to provide assistance. Such efforts may pose conflicts with current state 
licensure requirements but may be ethically valid as potentially improving delivery 
of safe and effective patient care.

8.8  Case Conclusion

In our case, the patient’s oncologic and surgical care was facilitated by the use of a 
telehealth appointment via expediting access to an initial clinic visit, establishing 
the patient-surgeon relationship, and improving the efficiency of being able to 
schedule their procedure. The patient was able to successfully conduct the appoint-
ment via video, and while some ethics concerns and areas of uncertainty exist, these 
could potentially be mitigated by strategic use of telehealth. For example, a tele-
health conversation with a patient who is not fluent in English could be addressed 
by preparation prior to the visit and using technology that allows for having a trans-
lator added to the video call in real time. In the event that there are concerns about 
technical issues that could impair conversation, the AHRQ three-step process to 
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obtaining informed consent for telehealth use would be beneficial prior to the clini-
cian visit and could be done with a medical assistant as an initial screen prior to 
“rooming the patient”. This would help ensure the patient is able to comprehend the 
information being communicated both prior to the encounter, during the encounter, 
and post encounter with the teach back method to clear up any missed information. 
Patients who are homeless or resource constrained may still benefit from using 
FQHCs and RHCs as an access point for the telehealth encounter, especially if there 
is an intersection of constraints due to travel distance, internet access, and technology.

In terms of starting the conversation, the limitations of telehealth as previously 
outlined can be mitigated by good communication strategies summarizing areas of 
uncertainty using the telehealth platform and by letting the patient know that all 
preliminary diagnosis or suspicions will be confirmed with an in-person visit in case 
of further action. Finally, with the plan of continuing care and oncologic survivor-
ship care, follow up via telehealth services can provide more up to date and frequent 
check-ins as it may facilitate patients to make their appointments. In particular, 
patients located in rural areas may be better able to achieve postoperative follow up 
visits via a combination of telehealth and seeing their local primary care provider, 
mitigating the factors that come with travel distance, low energy from recovery, and 
the time inconvenience of travel.

Finally, through development of collaborative relationships with rural surgeons, 
surgical oncologic sub-specialists can use telehealth strategically to optimize care 
for their rural patients. With esophageal cancer patients, for example, telehealth can 
be used for the initial encounter at diagnosis, and the care of the patient can be co- 
managed with the local rural surgeon who performed initial endoscopic diagnosis 
and biopsy. The patient can travel for their PET/CT and endoscopic ultrasound and 
have an in-person or telehealth visit with the oncologic surgeon at the high-volume 
center. If the patient requires pre-therapy nutritional support, for example, the local 
rural surgeon can place a jejunostomy tube laparoscopically if that is within their 
skill set. The patient can then receive neoadjuvant therapy by medical and radiation 
oncologists closer to home, and then after an additional telehealth visit to complete 
the process of informed consent, the patient can travel for their esophagectomy at 
the high-volume center. If the patient has a wound infection or requires a postopera-
tive dilation, the patient can elect to travel, or stay within their locale for care 
according to patient preferences, surgeon preferences, and the quality of the col-
laborative relationship between the surgeons.

8.9  Conclusion

The breadth of use of telehealth services has expanded in a short amount of a time, 
and with this forward momentum comes areas of uncertainty and considerations on 
both the surgeon and patient side that need to be addressed. Health care providers 
must ensure they are delivering a standard of care and upholding the ethical princi-
ples of justice, autonomy, beneficence, and nonmaleficence as part of fiduciary 
duties to the patient. Modality of delivery is not always equal for all, especially in 
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terms of digital literacy of the populations. Obtaining informed consent over a 
screen or telephone potentially involves a different protocol of communication and 
engagement than an in-person visit. While telehealth may provide ease for some 
people and has advantages in times of a pandemic, it is important to note potential 
vulnerabilities towards maintaining a standard of care and losing the art of the phys-
ical exam. Finally, there are issues including licensing pathways, reimbursement 
methods, and professional standards that are changing with time and will need to be 
further discussed to ensure that both equity in service and respect to patients is 
delivered by surgeons who provide telehealth towards those patients who are eligi-
ble to receive this service. Telehealth is an extremely useful tool that has been shown 
to have benefits for both physician and patient, however with those benefits comes 
risks and areas of vulnerability that should be mitigated in order to add value to and 
improve delivery of healthcare in an ethical fashion.

8.10  Selected References

• American Medical Association. AMA telehealth implementation playbook. 
American Medical Association; 2020.

 – Created as a response to the COVID-19 pandemic, this is a guide for physi-
cians how to set up and use telemedicine in their practice. It defines telemedi-
cine, its components, how to set up your team and how to implement it. There 
is also information about vendors, cybersecurity and coding.

• Chaet D, Clearfield R, Sabin JE, Skimming K; for the Council on Ethical and 
Judicial Affairs, American Medical Association. Ethical practice in telehealth 
and telemedicine. J Gen Intern Med. 2017;32(10);1136–1140. https://doi.
org/10.1007/s11606- 017- 4082- 2.

 – A pre-pandemic report of the AMA Council on Ethics about this new field of 
telemedicine. In utilizing this new technology, among a myriad of known and 
unknown problems, privacy, confidentiality, transparency and informed con-
sent need to be maintained.

• Dixon RF, Rao L. Asynchronous virtual visits for the follow-up of chronic condi-
tions. Telemed e-Health. 2014;20(7):669–672. https://doi.org/10.1089/
tmj.2013.0211.

 – An early study of how telemedicine can help in the management of chronic 
diseases.

• Kruse CS, Krowski N, Rodriguez B, Tran L, Vela J, Brooks M. Telehealth and 
patient satisfaction: A systematic review and narrative analysis. BMJ Open. 
2017;7(8):e016242. https://doi.org/10.1136/bmjopen- 2017- 016242.

 – A systematic review of the effects of telemedicine from the viewpoint of the 
patient.
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Such positive factors as improved outcomes, ease of use, improved communica-
tion and decreased travel time warrants the continued incorporation of telemedicine 
in daily medical practice.
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Chapter 9
How to Deliver Bad News: A Family 
Postmortem

Jaishankar Raman 

Abstract Conveying bad news after complications occur following surgical inter-
vention is always emotionally fraught. We use a case study to highlight possible 
mechanisms of communicating with patient’s families after they have suffered a 
major setback. The importance of prompt feedback is highlighted. The detrimental 
effects of bad outcomes on surgeons and medical practitioners are under-recognized 
and not handled well. In this chapter, recommendations are made about an ethical 
framework that could be adapted for use in dealing with critically ill patients. This 
could then be used as curriculum for teaching residents and medical students.
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Case
He looked vaguely familiar. A solitary figure in the waiting area of the con-
sulting room, leafing through a magazine rather desultorily. My patient list 
just had him itemized by his name with no referring physician and no inkling 
of his clinical problem. I shall call him Mr. Twiddle, partly because it appeared 
that he just sat there twiddling his fingers and thumbs.
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9.1  Introduction

How does one convey the devastating news about the death of a loved one, after a 
seemingly promising initial course after surgery? Indeed, how do we convey bad 
news? Is it enough just to call the relative over the phone and just allow the profound 
intake of breath, sobbing, or stunned silence, at the other end be ignored? Do we call 
them and ask them to come into the hospital right away? Or as I have seen some 
surgeons do, just let the fellow/trainee call the relatives, because they are usually 
very busy attending to the next lot of patients? This is a case-based exposition of 
how bad news can be communicated. We also try to make a strong argument for a 
delayed communication strategy well after the event, to provide closure and clear up 
misconceptions. The benefits are provided to patient’s families as well as the health-
care workers involved.

When I finally got him into my consulting room and started enquiring 
about his health, something in his manner and demeanor alerted me to the 
reason behind his visit. He had an air of despondency and started mentioning 
his wife. Mrs. Twiddle had been a patient of mine who underwent emergency 
coronary artery bypass surgery along with reconstruction of a large scar that 
occupied the anterior aspect or front of the left ventricle. She had been very 
sick and unstable going into the procedure—she was supported with a balloon 
pump and inotropic drugs to keep her alive. The operation went well, and she 
made it off the operating table in a reasonable state, with a stable circulation 
and improved cardiac function. After a long day of surgery, I was happy to 
inform her husband that we had managed to salvage her from cardiogenic 
shock but emphasized to him that she was still critically ill. About 15 hours 
post-operatively, in the wee hours of the morning, an inappropriate adjust-
ment of a crucial inotrope led to a rapid downward spiral, a lethal arrhythmia 
& cardiac arrest. I raced in with members of the surgical team and managed 
to resuscitate her. We placed her on a temporary cardiac assist device in the 
hope of resting her heart and allowing her organ systems to recover. Despite 
her cardiac stabilization, the combination of advanced age, pre-existing shock 
and the post-operative arrest conspired to cause a syndrome of severe liver 
injury or “shock liver”. The liver is one of the few organs that we cannot sup-
port; in contrast to supporting the failing kidneys with dialysis, failing lungs 
with the ventilator, failing heart with an extra-corporeal pump, etc. Liver fail-
ure progresses quickly and even with treatment, is associated with a high mor-
tality rate over 80%. Needless to say, she passed away a few hours later.

J. Raman



123

9.2  Search Strategy

We used PubMed for articles with over 20 citations as a means of searching for 
relevant articles on important aspect of communication.

9.3  Discussion

This most important foundation in communication with patients’ relatives is not 
dealt with consistently in medical schools [1]. This maybe a casualty of the teaching 
system and lack of emphasis on clinical medicine in the US and many western 
medical systems. Interestingly, an early “How to do it” article was published in the 
BMJ in 1990 by a senior registrar in the Emergency department, who had to deal 
with a lot of distressed relatives of trauma victims [2]. Despite a lot of descriptions, 
publications of experiences, meta-analyses of publications [3], there is no consistent 
teaching centered around Conveying Bad News.

There are reports in the medical literature of how these events can affect medical 
students and doctors [4]. The existing guidelines or published methods have been 
predominantly in the realm of cancer and deal with patients in outpatient settings. 
In high-risk specialties such as trauma surgery and high acuity settings such as criti-
cal care, the need is even more evident [5]. There are some interesting insights and 
publications that try to provide guidelines in these circumstances [6].

Regardless, I had no formal training in any of this as a medical student or as a 
surgical trainee. I tried to develop a protocol or technique, that incorporated the 
practices of my surgical mentors and some of the needs of the relatives that I per-
ceived were important. I must say I am old-fashioned and maybe a trite masochis-
tic—in insisting on conveying the bad news in person. As I found out later, this 
follows the SPIKES principles which seemed to have been developed for cancer 
patients [7] and are grounded in common sensical approaches to communication. 
SPIKES represents a stepwise approach incorporating the pillars outlined in 
Table 9.1. The conversation is tailored to the particular family dynamics and the 
clinical situation.

My version of the SPIKES principles are as follows and it sort of evolved over 
time and happened almost by accident:

If a complication or an untoward bad outcome occurs, I ask the bedside nurse or resident to 
invite the family to come in. I then go in to meet them in a quiet room with my resident and 
a nurse to convey the bad news. I spend as much time as possible with them. There are many 
variations on the theme and there is no specific method that is taught us as trainees. This is 
despite the fact that most clinicians are confronted with this situation of conveying bad 
news many times during their careers [8].
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In this instance, I went into the ICU waiting room, met with Mr Twiddle and 
ushered him into an adjoining room. I sat down with him and explained the unfor-
tunate course of events. There was a surgical resident and an ICU nurse with me. He 
looked shell shocked and could barely say anything. After he had been counseled in 
this manner, I offered him the opportunity of a debriefing session in my consulting 
offices a few weeks later. For want of a better term, I shall call this the Family 
Postmortem. We then embarked on this technique that I have termed the “Family 
Post-mortem”. It harks back to the days when all deaths in a hospital underwent a 
post-mortem examination to identify causes of death. We adapted this technique as 
a method of assessing the causes and sequence of events leading to the adverse 
outcomes. This then served as a basis for debriefing the family—and providing data, 
more information and the possibility of closure.

The appointment was scheduled, and I got back to the daily grind of operating in 
multiple hospitals. I did not have luxury of time to fully get over the trauma of los-
ing that patient. To illustrate the mechanism I follow, we return to Mr Twiddle in the 
consulting rooms. This was the deceased patient’s husband waiting patiently in the 
lobby of the consulting rooms. As I ushered him in to his chair, the unpleasant chain 
of events of that night resurfaced through the fog of repressed memory. I explained 
the circumstances of her clinical presentation, the surgery, her early post-operative 
stability and the cause of her post-operative decline. It is very easy for us to lapse 
into medicalese and jargon-filled talk. I tried hard to keep the language as “lay” and 
simple as possible. He appeared to get a much better grasp of those fateful sequence 
of events. He then reminisced about his long and happy marriage. Touchingly, he 
thanked me and the team for all our efforts. He said he particularly appreciated the 
opportunity to talk about her death and “now could understand what had happened”. 
We drank some tea, talked about his early days as an engineer in Northeast England. 
I felt a sense of relief and felt like a weight had been lifted off my shoulders.

This technique of talking to families of patients that have had unexpectedly bad 
outcomes a few weeks after the event was a technique of communication that I 

Table 9.1 SPIKES system of communication with patients

S—Setting up the interview or encounter. Preferably done in a quiet area, with others in 
attendance, with no major time constraints and preferably with everyone sitting down.
P—Perception of the patient and the family of the situation. Of course, if the patient is critically 
ill and unable to participate, all of this perspective falls on the family members and/or next of 
kin.
I—Invitation of the patient or the family in this instance to ask for information. Essentially this 
is a request for information.
K—Knowledge being provided to the patient and the family. This provides an opportunity to fill 
them in on the clinical situation and the details of sequence of events.
E—Emotions with empathetic response. The communication is based on empathy and works 
with establishment of an emotional connection.
S—Strategy of the intervention and summary of the situation. This provides an overview or 
summary of the patient’s condition, complications and clinical course.

Adapted from Baile [7]
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learnt from my mentor Dr. Brian Buxton. A supremely gifted and energetic cardiac 
surgeon in Melbourne, who pioneered arterial grafting in CABG surgery, Dr. Buxton 
combined academia and a very busy practice. In keeping with the traditional cardiac 
surgeon mold, his economy of movement also extended to patient communication. 
However, he had this unwritten rule of offering to meet with families of patients 
who had bad outcomes or death a few days to weeks after the incident.

My first experience of this unique method of communication was when I was a 
fellow or senior registrar (as they are called in Australia) in adult cardiac surgery. It 
involved a stroke that proved fatal in a lady who had undergone emergency coronary 
artery surgery in the setting of cardiogenic shock. Dr. Buxton called the patient’s 
family after they withdrew support and spent some time discussing the clinical cas-
cade that led to the unfortunate sequence of events. He then managed to convince 
the husband of the recently deceased patient to give us permission for an autopsy. 
Based on the autopsy findings, we were able to work out a mechanism behind the 
unexpected stroke. We then met with the family for a debriefing session that proved 
therapeutic to both the family and to us the surgical team. Notwithstanding the fam-
ily’s gratitude, I found the whole experience strangely settling after the funk and 
depression I had sunk into following that patient’s decline.

There is a significant body of literature documenting the importance of feedback 
to the family and to the team members, after a major adverse event [9]. This aspect 
of following up when bad news is disclosed is mentioned in a 9-step guide set out to 
help young ophthalmologists deal with these situations (Table 9.2) [10]. In addition, 
these mechanisms also allow communication in times of stress for the patient’s rela-
tives [11].

I have taken the liberty of suggesting a mnemonic for the use of the 9-step guide 
set out by the ophthalmologists, since it seems so pragmatic and easy to adapt to a 
variety of clinical circumstances. These guidelines may not necessarily be applica-
ble in the setting of a catastrophic outcome but serve as a simple set of guiding 
principles for communication.

Suggested acronym for 
Mnemonic BuilDemPerL 
TAViSH Action

Buil Build a relationship
Dem Demonstrate empathy
Per Understand the patient’s 

perspective
L Speak in plain language
T Schedule enough time
A Remain available for more 

interaction
Vi Optimize the next visit
S Encourage second opinions
H Allow for hope

Adapted from Smith [10]

Table 9.2 9-Step 
method of 
communicating news 
of adverse effects with 
patients and families
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In all of these bad news scenarios and communications around them, the ethical 
principles of patient autonomy, beneficence, non-maleficence, and justice have to be 
kept foremost. Patient autonomy is reflected in the need for full disclosure of the 
events and the consequences. This is especially important after adverse events; 
more so when the family needs to be informed. Beneficence and non-maleficence 
are implied in the consent for the procedure or the interventions prior to the acute 
decompensation. However, these aspects may need to be re-visited when the com-
munication occurs with the family after the event. The justice component usually 
pertains to the fact that the procedure, the outcome and response are uniformly 
applied to all patients.

When I went into practice, I used this system of a family post-mortem to help 
families deal with grief and achieve closure. Invariably, I found it a valuable mecha-
nism of coping, debriefing, learning, and a valuable mechanism of getting feedback 
on all aspects of care. It has also helped other members of the team to come to terms 
with a loss especially after heroic attempts at salvage of life. We often neglect the 
stress suffered by the surgeon and the members of the caring team at losing a patient 
[12]. There is a significant body of literature talking about supports provided to 
nurses who have suffered the loss of a patient [13]. There are specific resources 
offered in terms of support groups and work experience being limited by shift work. 
Nurses also tend to be able to talk among themselves, have debriefing sessions and 
undergo specific education programs that help them cope with loss. Surgical spe-
cialties seem to do this in a haphazard manner or not at all.

Interestingly, institutions also vary in the way bad news is handled and messaged 
to families. There is now a trend in some Intensive Care Units to invite families to 
participate in their rounds and there is data that this may help with communication 
[14]. The other important change is in culture of accountability and transparency. 
The Just Culture initiative moves from a blame culture to a more open method of 
evaluation of organizational issues and contributing factors to adverse events [15]. 
The Just Culture strategies incorporating non-blame-based analyses of adverse out-
comes and providing feedback to patients’ families have implications in reduction 
of errors and minimizing legal ramifications of adverse events [16].

Initially, I held these family post-mortem meetings just by myself, often meeting 
with one close bereaved family member. Over the years this has morphed into a 
multidisciplinary group that often includes the social workers, pastoral care/chap-
laincy personnel, the resident staff, the nurse/nurses who cared for the deceased 
patient and sporadically a patient advocate from among the nursing staff. So that 
when we finally sit down for that “dreaded” meeting, the presence of people of dif-
ferent perspectives helps bring closure to the family as well the house staff. 
Participation is entirely voluntary, and all the caregivers are invited.

In roughly half these cases, the family may not turn up. In which case, the social 
worker often follows up twice with phone calls to reschedule the meeting. At the 
very least, I try to have a telephonic conversation. We have found the families that 
do attend these meetings sometimes have valid complaints or concerns about the 
care of their loved one. The meeting often helps clarify matters, sort out problems 
or identify errors if they were made and address lapses in communication. We try to 
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be forthright and honest about the sequence of events. Occasionally, a relative has 
pointed out a glaring act of omission that might have precipitated a catastrophic 
chain of events. I try to use these as teaching exercises for nurses and residents—
reinforcing the need to respond to concerned family members promptly. They are 
often the best judges of a patient’s clinical condition, in the absence of objective 
criteria of physiological dysfunction.

What are the advantages of this approach? [17] It helps families come to terms 
with their grief. The nursing staff members often learn from the experience and feel 
that their efforts have been worthwhile. The surgical team uses it to debrief, and the 
episode often acts as a focus for quality improvement. We should not forget that as 
surgeons, we feel depressed when we have complications, and this process helps us 
come to terms with a mortal complication.

The disadvantages of this approach are theoretical and have been mentioned by 
clinicians. Some feel it stirs the pot of emotions in the bereaved family. Others feel 
it may worsen the grief reaction and make the family ask “searching questions”. In 
this litigious society there is always the potential risk of malpractice claims. Even 
though the opposite is actually true [18], only a few institutions adopt this approach. 
There is also a perception that the surgeon’s time is often too valuable for the 
“touchy-feely” interaction that accompanies this kind of family post-mortem.

Finally, when one looks at the field of the doctor-patient relationship in high-tech 
medicine, the casualty most often is direct communication between the two. 
Conflicting information, messages conveyed after complications have occurred and 
miscommunication are quite common. More importantly, there is a small body of 
literature suggesting that bereaved family rarely get to talk to the doctors after the 
loss of their loved one, often causing depression [19]. This concept of the family 
post-mortem tries to rectify some of that, albeit after the fact. It has proved satisfac-
tory and satisfying in my practice which specializes in complex and high-risk car-
diothoracic surgery.

How do we use these anecdotal, experiential and narrative instances to transform 
the nature of communication provided to patients and families who are at the end of 
life? By extension, what can we do to make the family’s grieving process easier 
after the death of a loved one or a major setback in their clinical course? Many criti-
cal care units, especially in North America tend to turf the responsibilities of detailed 
communication about bad news to palliative care teams.

9.4  Conclusions

Communication about prognosis and possible outcomes should be a fundamental 
aspect of the treating physician’s message to the patient and their relatives. 
Expectations need to be managed, especially in critically ill patients. Frequent, if 
not daily updates are essential. Moreover, prompt communication when complica-
tions occur is common sensical. Families should be kept in the loop when the clini-
cal course takes an expected or unexpected turn for the worse. We as doctors should 
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be at the forefront of handling the information. As most of us have experienced, all 
it takes is one miscommunication or a muddled message to make the families lose 
trust in the process of care. Educational initiatives as part of medical school curri-
cula would serve as a first step. This should be further reinforced when doctors 
emerge from the cocoon of training and the communication skills honed over the 
course of their training. The fundamentals and principles of communication maybe 
facets of Clinical Ethics training as the specialty evolves. My hope and recommen-
dation would be that every medical student and doctor be provided the skills to deal 
with these end-of-life communications.
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Chapter 10
Surgical Empathy

Erin Fennern  and Malini D. Sur 

Abstract Empathy is critical to developing and maintaining a surgeon-patient rela-
tionship built on trust. Vulnerable patients rely on this connection to move forward 
with their care. Emotional empathy entails sharing in the experience of another’s 
emotions. Clinical empathy, however, takes a cognitive approach aimed at predict-
ing patient emotions as a means of guiding empathic communication. While emo-
tional empathy, which is linked to physician burnout, may risk inaccuracy and 
heterogeneity in clinical judgment across patient groups, clinical empathy can lead 
to improved patient outcomes and can enhance the meaning of the surgeon’s work. 
Fortunately, there are several strategies for fostering clinical empathy skills.

Keywords Empathy · Empathic communication · Emotional labor · Implicit Bias  
Burnout

10.1  Introduction

The concept of empathy has always been central to explorations of the doctor- 
patient relationship. At a time of great vulnerability, patients and families look to 
their surgeon for support and reassurance to go forward with or without treatment. 
Trusting that their surgeon understands the particular difficulty of their situation 
naturally influences the willingness of patients to engage in their care, and that 
trust—much like technical skill—contributes to positive clinical outcomes. When 
time is of the essence, such as in a high-acuity perioperative setting, relaying 
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surgical empathy may be even more challenging and more critical than in a more 
paced, outpatient medical setting (see Table 10.1).

10.2  Search Strategy

A PubMed search was performed using the search terms [“ethics” + “empathy”], 
[“empathy”  +  “surgery”], [“empathy”  +  “burnout”], [“empathy”  +  “surgeon”] 
between 2010 and 2020. Embedded references to historical papers were also 
explored, with the goal of focusing our discussion on the following: the concept of 
empathy, the benefits and risks to surgeons in exhibiting and practicing empathy in 
their practice, and the ethical challenges of demonstrating empathy in the surgical 
setting, as well as future directions for the cultivation and preservation of empathy 
in surgeons. This search yielded 231 papers, of which 55 were utilized for this chap-
ter. Following a brief introduction, we incorporate a series of short case vignettes as 
a starting point for subsequent discussion.

10.3  What Is Empathy and How Can It Be Measured?

From a nonmedical perspective, empathy is commonly defined as the action of 
vicariously experiencing the situation and emotions of another person without hav-
ing them explicitly communicated [1]. In the medical literature, however, empathy 
often takes on a more cognitive and more detached role, with an emphasis on the 
ability of the physician to neutrally evaluate and treat a patient while predicting the 
patient’s emotions without necessarily experiencing them [2, 3]. While based in 

Table 10.1 Surgical empathy is an important element of all four pillars of medical ethics

Beneficence    •  Surgical empathy is linked to improved clinical outcomes and greater 
patient satisfaction

Non- 
maleficence

   •  With knowledge of empathy’s benefit, surgeons have a duty to cultivate 
this skill

   •  Without empathy, they risk violating the principle of non-maleficence or 
doing no harm, as patient may be alienated and left vulnerable at a time 
of distress

Respect for 
autonomy

   •  While respecting patients’ abilities to make decisions for themselves, 
surgical empathy can foster a trusting relationship

   •  Trust is what enables the surgeon to guide patient decisions based on 
their expert knowledge and insight into the patient’s values

Justice    •  Surgical empathy can foster a trusting relationship that enables the 
surgeon to guide their patient’s self-determined decision-making in a 
manner that is based on expert knowledge and insight

   •  Surgeons must be mindful of checking personal feelings and implicit 
biases that may lead to inequitable emotional responses and resulting 
care to maintain justice in health care delivery
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compassion, this clinical empathy isn’t merely supportive; it is fueled by a purpose- 
driven desire to help the person in need [4].

Demonstrating empathy is considered a critical component of a physician’s 
“emotional labor,” a term introduced by sociologist Arlie Hochschild in 1983 to 
describe workers’ demonstration of emotions to meet job requirements [5]. 
Emotional labor can be achieved through deep-acting, when the physician’s reac-
tions are based on an actual experience of the patient’s emotions, consistent with the 
typical understanding of empathy [3]. This requires the physician to change their 
emotional state and respond to the patient accordingly [6]. Emotional labor can also 
be achieved through surface-acting, when the physician does not actually feel the 
patient’s feelings, but is able to display empathy through voice, facial expressions, 
posture, and supportive comments [3, 5]. In this way, the physician does not alter 
their true emotional state. Surface-acting may be considered more consistent with 
the neutral medicalized approach to empathy. While there continues to be a great 
deal of overlap among specific definitions used in the medical literature, all are 
based on a combination of thinking, feeling, and acting to connect with and predict 
the patient’s emotional state [4, 7].

Regardless of the precise definition used, it is clear that medical education pro-
grams have long embraced the cultivation of empathy as a critical element in the 
development of independent practitioners [8]. The Jefferson Scale of Physician 
Empathy, a self-administered 20-item assessment of empathy in patient-care situa-
tions, has been adapted to a student version which is the most commonly utilized in 
studies aiming to measure, understand, and intervene on empathy among medical 
students from their pre-clinical years to clerkships [9–12]. This instrument enables 
students to identify their level of agreement with statements relating to the value of 
empathy, such as “My patients feel better when I understand their feelings” and “It 
is difficult for me to view things from my patients’ perspectives.” One can imagine 
that medical students’ abilities to respond to the desperation of a terminally ill 
patient as in Case 1 may vary tremendously based on personality, background, per-
sonal experience, and training.

Case 1
A third-year medical student was asked to see an inpatient consult on the 
neurosurgery service. The clerkship requirements include documentation of a 
complete neurology exam. The patient was a 68-year-old man who was post- 
operative day 10 from a resection of a glioblastoma multiforme tumor. His 
post-surgical course was complicated by a stroke. After asking the patient a 
few questions, while nervously trying to remember and perform the steps of a 
comprehensive neurology exam, the patient interrupted the student and 
abruptly stated, “I don’t want to do this. I just want to die.” Not certain as to 
how to respond, the student did not know whether to continue or end the 
assessment.
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Given the perceived importance of empathy in student doctors, it is not surpris-
ing that many investigations have also explored the continued development and 
maintenance of empathy in residency. In the preamble to the common core require-
ments of the Accreditation Council for Graduate Medical Education (ACGME), 
training programs are specifically asked to allow residents not only to gain the 
knowledge, skills, and attitudes for autonomous practice, but also the empathy to do 
so. While surgical subspecialty trainees are often perceived as merely technically- 
oriented and prone to a reduced ability or interest in patient communication, the 
preservation of empathy throughout surgical training has been of particular interest 
in recent years [6, 13–15].

10.4  Why Is Empathy Important for the Surgeon?

Empathy is a fundamental trait of a morally upright surgeon. Upon completion of 
surgical residency and initiation into practice, surgeons inducted into the American 
College of Surgeons recite a fellowship pledge to prioritize the welfare of the patient 
above all, and to treat the patient as though they were in the patient’s position [16]. 
Such an oath arises from the timeless model of the surgeon as the patient’s moral 
fiduciary [6, 17]. The surgeon-patient relationship is unique because of the sur-
geon’s need to weigh imposing bodily harm and the attendant risk of complications 
against the anticipated health benefits of surgery, and the patient’s trust in the sur-
geon to do so in a thoughtful and safe manner on their behalf. For a patient to pro-
vide informed consent, they must develop such trust not only in the surgeon’s 
technical ability and intelligence, but also in the surgeon’s desire to do what is right 
for the patient [18]. Whether through feeling or surface-acting, the surgeon must 
connect with the patient and gain that trust in order to proceed with the operation. 
Empathy, then, is central to the delivery of beneficence—the ethical obligation of 
surgeons to help their patients achieve the best health possible [6].

As demonstrated in Case 2, validation of empathy through effective communica-
tion leads to patient engagement in the plan of care (see Table 10.2). In this way, 
empathy can be valued through a utilitarian lens, as it helps to generate the desired 
consequence of good patient health. The idea that providing emotional support fos-
ters physical healing is not simply a theoretical or philosophical one. Numerous 
studies have demonstrated that physician empathy is correlated with better health 
outcomes [4], including improved information-gathering and diagnostics [3, 19–
25], greater patient buy-in and adherence to a plan of treatment [26–28], and 
improved patient quality of life and outcomes [18, 29].

E. Fennern and M. D. Sur



135

Table 10.2 Statements that facilitate empathy

Queries
   “Would you (or could you) tell me a little more about that?”
   “What has this been like for you?”
   “Is there anything else?”
   “Are you OK with that?”
Clarifications
   “Let me see if I have this right.”
   “I want to make sure I really understand what you’re telling me. I am hearing that …”
   “I don’t want us to go further until I’m sure I’ve gotten it right.”
   “When I’m done, if I’ve gone astray, I’d appreciate it if you would correct me. OK?”
Responses
   “That sounds very difficult.”
   “Sounds like …”
   “That’s great! I bet you’re feeling pretty good about that.”
   “I can imagine that this might feel …”
   “Anyone in your situation would feel that way …”
   “I can see that you are …”

Note: Reprinted from Let Me See If I Have This Right …”: Words That Help Build Empathy, by 
Coulehan JL, Platt FW, Egener B, et al. [19]. Copyright 2001 by Annals of Internal Medicine

Case 2
A surgical resident working in the emergency room evaluated a 34-year-old 
woman who was 25 weeks pregnant and had clinical findings consistent with 
acute appendicitis. The attending surgeon oncall was notified and recom-
mended emergency appendectomy. As they prepared the operating room, the 
patient refused to sign the consent form as presented by the resident. The 
attending surgeon came in to see her, held her hand and said calmly: “You 
must be so worried about your baby’s safety. I completely understand your 
concerns and appreciate that this all must be very overwhelming. You have 
done the right thing by coming to the hospital this evening. While there are 
risks to surgery, there are also risks to leaving your infected appendix in. It’s 
a difficult decision, but I strongly recommend that we operate, and I am hope-
ful that you and your baby will do well. What other concerns do you have that 
I can address?” Assured that her surgeon understood her feelings and cared 
for her interests, the patient consented to the procedure.
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Surgeons’ demonstration of empathy might also help patients feel respected as 
individuals at a time when they may feel they have lost control over their lives. In 
this way, patients’ perceptions of their care can be influenced by empathy. For exam-
ple, nearly three decades ago, detailed reviews of plaintiff depositions from medical 
malpractice cases showed that failing to understand or devaluing the patient or fam-
ily perspective, or delivering information poorly, were central to patients’ com-
plaints about physicians [24, 30]. Moreover, surgeon empathy is known to be linked 
to overall patient satisfaction [18]. While technical skill and medical knowledge are 
certainly fundamental, the role of the surgeon is still to provide a human service. By 
affecting patients’ desire for information about their condition and their motivation 
to heal, the subjective perception of health can be positively impacted—even when 
technical and medical tools fall short, and patients do not fully recover [31, 32].

10.5  What Are the Costs of Surgical Empathy?

Whereas empathy in a traditional, nonmedical context has purely favorable conno-
tations, it has been long recognized as a double-edged sword in the health care set-
ting. In their daily work, physicians are required to regulate their emotional 
responses to patients in order to formulate an assessment and plan of care based on 
the objective facts at hand. Tens of thousands of hours of training establish accurate 
symptomatology, laboratory results, and imaging findings as the foundations of 
diagnosis and treatment based on evidence in the literature. Being overly connected 
with one’s feelings might lead to straying from standard of care and resulting errors 
in surgical management and decision making. Physicians who have emotional 
responses to critically ill patients have been shown to perform more life-prolonging 
procedures compared to those with more cognitive responses [33]. In Case 3, a sur-
geon who strongly connects with the emotion of the surrogate might be convinced 
to proceed to emergency surgery despite an almost certain risk of perioperative 
mortality, while one who stays more emotionally neutral might be able to remain 
steadfast in the medical recommendation to avoid operative intervention.

Case 3
The on-call surgeon was asked to see an 83-year-old woman with a history of 
metastatic ovarian cancer on third line chemotherapy, signs and symptoms of 
abdominal sepsis, and radiographic findings of pneumoperitoneum. As the 
patient had altered mental status, the surgeon engaged her surrogate decision 
makers in a conversation regarding the expected outcomes of emergency lap-
arotomy and whether this would be in line with the patient’s wishes. The 
patient’s son interjected, “Please, Doc, you just gotta do everything to save 
my mom—she’s everything to us.” The surgeon is troubled, knowing that even 
with a technically successful surgery, the patient is at very high risk of periop-
erative death.
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In addition to potentially clouding surgical judgment, emotional empathy is 
problematic because it introduces room for tremendous heterogeneity in the treat-
ment of patients based on the strength of the surgeon-patient connection. Empathy 
requires an ability to relate to another human being, and therefore is susceptible to 
influence from social factors [34]. Traits such as race, gender, education level, and 
physical appearance can impact perceptions of empathy [35]. A pro-White empathy 
bias has been demonstrated among college students viewing a patient’s pained 
facial expressions and linked to pain treatment bias [36, 37]. Extensive research, 
outside the scope of this chapter, demonstrates the unfortunate role of implicit 
biases among surgeons in contributing to disparate health outcomes among minor-
ity groups [38, 39]. Excessive reliance on an empathic physician response might 
also cloud the ability of the physician to recognize critical differences between 
themselves and their patients, seeing their patients through their own, prejudiced 
lens of experience [40, 41]. Consequently, the ability of socially learned bias to 
influence physician empathy threatens the very principle of justice in our health care 
system. Surgeons who are overly reliant on traditional forms of empathy may 
unconsciously be inequitable in their treatment decisions across patient groups, per-
haps responding to the patient in Case 3 with more or less willingness to intervene 
based on their level of identification with the patient’s personal characteristics.

In addition to precluding fair treatment of patients, reliance on physician empa-
thy as a basis for delivery of good medical care has another practical challenge in 
the surgical setting. Empathy is often felt to require time and patience, whereas the 
modern surgical care paradigm relies on speed and efficiency. There is a noticeable 
decline in measures of empathy during the clinical years of medical school, and 
both resident and attending surgeons demonstrate missing up to 70% of opportuni-
ties for empathic responses during patient encounters [13, 23, 42]. The reasons for 
this are likely manifold, however perceived time constraints in today’s practice set-
tings undoubtedly play a part [10, 31]. Furthermore, a strong practice emphasis on 
surgeon productivity as measured by relative value units does not incentivize the 
physician to take the opportunity to elicit and respond to patient emotions.

Finally, there is clearly a close and complicated relationship between the decline 
of empathy and physician burnout during training. Whether one factor causes the 
other, or both are rooted in other changes during the transition to independent prac-
tice, is unclear. Specialties such as general surgery and urology have been identified 
as having higher rates of burnout, defined commonly as a state of mental, physical, 
and emotional exhaustion induced by prolonged stress [43]. Empathy appears to 
have a bidirectional impact—for some, it decreases the propensity for burnout [44]; 
for others, it enhances it [45]. Several studies have shown that medical students who 
demonstrate higher empathy in school are observed to have lower burnout rates in 
residency [45, 46]. However, taking on emotional distress from patients by experi-
encing their suffering can increase the risk of emotional burnout and compassion 
fatigue [43, 47–49]. But this “risky strength” of heightened empathy, in turn, may 
also lead to enhanced meaning for the work of the surgeon [13]. This is why we 
emphasize the importance of a clinical empathy that emphasizes the surgeon’s abil-
ity to connect with the patient through communication strategies and deep-acting, 
with the aim of predicting the patient’s emotions without necessarily experiencing 
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them [4]. The ability to conceptualize the patient’s perspective and use their per-
ceived values to motivate and guide the plan of care, while also showing oneself 
compassion and protecting against emotional exhaustion—this is the goal of surgi-
cal empathy.

10.6  How Can We Train Surgeons to Develop and Maintain 
Clinical Empathy?

In procedural specialties, the act of healing is often intertwined with trauma and 
pain. Surgery itself is a type of calculated violence with a long-term goal of induc-
ing healing. It makes sense then, that there would be an increased risk of dehuman-
ization in surgical care. Thus far, we have examined the potential benefits and 
challenges of empathy in the context of ethical surgical practice. Can empathy be 
cultivated and maintained in an ethically conscious yet healthy manner among resi-
dent and attending surgeons? Fortunately, there is a developing body of literature 
that answers in the affirmative. Well-designed studies show that measures of physi-
cian empathy can be improved through education and training [13, 45, 50, 51].

In surgery, several targeted interventions to foster empathy have shown promise. 
Interactive workshops focused on fundamental aspects of empathetic communica-
tion with standardized patients and small-group learning have been shown to be 
effective at improving perceived empathy among medical students and surgical 
trainees [51, 52]. Interestingly, research suggests that longer visits may not neces-
sarily be required for adequate delivery of empathy—rather, physicians need assis-
tance in recognizing and responding to empathic opportunities [19, 42].

To this end, surgical trainees would benefit from a curriculum for the develop-
ment of communication skills and surface acting. Clinical empathy entails both the 
formation of insights as well as acts of compassionate communication [22, 51, 52]. 
In this sense, it is both innate and also teachable. Perhaps the greatest tool for the 
development of clinical empathy skills is role modeling by empathic faculty (See 
Table  10.2) [19, 50, 53]. Programs could develop mentorship or preceptorship 
opportunities where residents directly learn empathic skills from selected faculty. 
Additionally, didactics, patient simulations, and role-playing have also been shown 
to positively impact residents’ subjective sense of their own clinical empathy skill-
set [4, 50, 51]. Demonstration of clinical empathy skills should be a required 
ACGME competency for which residents should be evaluated, provided feedback 
with individualized learning plans, and remediated when gaps in skills are found.

Additional training programs centered specifically around mindfulness and well- 
being have also been associated with decreased burnout [14, 40, 54]. This skillset 
training ought not end when residency is completed. Continued education through 
immersion physician communication programs like VitalTalk (www.vitaltalk.org) 
should be encouraged, and elements of these could be included in credentialing and 
maintenance of certification. Implicit bias training, common in business settings, 
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could also be adjusted to raise awareness of subconscious discrimination in health 
care settings that can influence health outcomes.

Finally, a prerequisite for physicians to be able to display empathy may be that 
they themselves are in an emotionally stable state [55]. Given this, organizations 
that prioritize physicians’ mental and physical well-being may find a valuable return 
on investment. Work hours should be humane, with adequate coverage for rest and 
self-care, and the clinical pace must allow for thoughtful patient care, utilizing phy-
sician extenders, when possible, to provide relief and buffer against unsafe work 
volume. The workplace should be free from bullying and discrimination, whether 
by other staff or by patients. Although not well-studied, we believe these factors to 
be intuitively associated with the ability to connect with and provide emotional sup-
port for others.

10.7  Conclusion

Surgeons have much to gain by considering the expression of emotion through clini-
cal empathy part of their work role. Neither purely emotional nor purely cognitive, 
clinical surgical empathy can help patients overcome a challenging period in their 
health while allowing for accurate and ethical clinical decision-making. As there are 
vast differences in personalities among surgeons and among patients, it is under-
stood that each surgeon-patient relationship will be unique and require a tailored 
approach. Just as recognition of common patterns of disease guide surgeons in their 
patient-specific treatment recommendations and operative planning as indicated, an 
appreciation of shared human emotional needs can serve to inform the surgeon’s 
armamentarium of patient-specific empathic communication strategies.
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Abstract Surgical ethics education is essential to the practice of surgery and has an 
evolving small body of literature. Teaching surgical ethics occurs informally as well 
as formally. Informal surgical ethics education includes role-modelling, bedside 
teaching, and the hidden curriculum. Formal surgical ethics education includes 
modalities such as: lectures, case-based learning, small-group learning, role-play, 
standardized patients, and ethics morbidity and mortality rounds. In this chapter we 
identify challenges to implementing ethics education and discuss assessment in sur-
gical ethics education.
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11.1  Introduction

Good clinical medicine relies upon the practice of moral and ethical medicine. 
Surgery, an act with the potential to harm, is performed with the intention of provid-
ing the patient with a good outcome, and thus requires a balance of risks and bene-
fits. An education in clinical ethics assists surgeons in confronting emerging issues, 
ensures care is delivered in a responsible manner, prepares residents for leadership 
positions, and permits trainees to identify and resolve ethics problems as they arise 
[1, 2]. Ethics education may also be of personal benefit during surgical training, as 
trainees may encounter significant moral angst from moral dilemmas [3]. Ethical 
dilemmas not only affect the patient-physician relationship but also impact the 
interactions between multidisciplinary healthcare providers and the team-based 
provision of care [4]. Surgical practice is fertile ground for ethical dilemmas and 
improper handling of ethical quandaries results in significant costs, including the 
breakdown of public trust in the healthcare professions [4]. Deficiencies have been 
noted in the provision of ethics education, including limited faculty possessing 
expertise, time constraints of surgical training programs, and the view that an edu-
cation in ethics is peripheral to the learning agenda [5–7].

Ethics should be incorporated into surgical curriculum in a purposeful and prac-
tical way (see Table 11.1) [8]. This chapter explores various components of ethics 
education including informal and formal educational methods, challenges to surgi-
cal ethics education, and assessments of ethics knowledge.

11.2  Search Strategy

A literature review was conducted between 1976 and 2020 utilizing MEDLINE and 
OVID. Search terms included: surgical ethics AND training, surgical ethics, core 
competency, professionalism, surgical bioethics, ethics AND training, ethics AND 

Case
A senior surgery resident sees a patient in the emergency department with 
acute appendicitis. She goes through the informed consent process and books 
the patient for the operating room. The attending surgeon greets the patient 
just prior to the patient going to sleep and says, “Don’t worry, the team will 
take great care of you.” The attending then says to the resident, “Go ahead, 
and call me if you need me. I’ll be upstairs in my office.” The resident tells the 
attending that she did not specifically mention to the patient that she would be 
doing the case, wondering if it is okay. The attending tells her that given that 
this is an emergency, “You needn’t worry.”
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residency, moral culture, bioethics AND residency, bioethics AND surgical resi-
dents, curricula, education, bioethics AND medical school, moral deliberation, 
teaching AND surgical ethics, teaching AND medical ethics, professional compe-
tence, virtues, and surgical ethics AND education. From available literature, twenty- 
nine articles were chosen for their contribution to the topic of teaching surgical ethics.

11.3  Informal Ethics Education

Many surgical residents learn how to deal with ethical challenges through what is 
known as the hidden curriculum [2, 9–13]. The hidden curriculum is more than the 
unintentional transfer of knowledge and skills but rather, includes the values, norms, 
and beliefs taught to medical trainees, such as maintaining medical hierarchy and 
assuming emotional neutralization in patient care along the way [14]. Although 
there are textbooks on the subject matter of surgical ethics, surgical trainees often 
learn through the actions and decisions of their surgical faculty [6]. Brewster et al. 
determined that surgical residents advance through their training and mitigate ethi-
cal dilemmas in the ways that were modeled to them by faculty.

Table 11.1 Principles of ethics as incorporated into a surgical ethics education curricula

Principles or duties 
explored Methods of exploration

Autonomy and respect 
for persons

   •  Communication and management of an unforeseen outcome to a 
standardized family: “delivery of bad news”

   •  Discussion of privacy, confidentiality, and posting of photographs 
on social media

Nonmaleficence and 
beneficence

   •  Discussion of process of informed consent prior to a central line 
placement technical simulation

   •  Teaching best case/worst case framework for complex surgical 
decision-making

   •  Exploring the ACS NSQIP surgical risk calculator estimates and 
alternative options during M&M case discussion

Justice    •  Informal discussion of disparities in patient outcome by race/
ethnicity during bedside rounds and working to address social 
determinants of health

   •  Didactic discussion of system of allocation of organs for 
transplantation

   •  Discussion of approaches to gender-related differences in salary 
during formal leadership and negotiation workshop for chief 
residents

Professionalism    •  Articulating elements of the hidden curriculum that should be 
avoided during bedside rounds

   •  Demonstrating respectful and educational discourse focused on 
quality improvement during M&M conference

   •  Discussion of proper expectations for documentation during a 
billing and coding workshop
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However, the disadvantage of informal surgical ethics education is that the ethi-
cal reasoning is often not explicit, nor is it openly discussed, making it difficult to 
acknowledge and understand [9]. The calculus that a surgeon grapples with men-
tally and the framework utilized to reach a conclusion are often not explained, espe-
cially as the surgeon advances in his/her field and engages in these determinations 
frequently [9]. Nonetheless, if performed explicitly and openly, modeling can be a 
good opportunity to elucidate an ethical quandary and its resolution as applied to the 
practice of medicine [9].

Teaching at the bedside is a legacy of the Oslerian revolution in education, which 
focuses upon the convergence of formal and informal education [15], “Ethicists 
might issue their principles from their proverbial ivory tower. Physicians, immersed 
in the immediacy of wards, clinics, and surgical suites may find them of little value 
in alleviating the pain of decisions.” [16] Clinical interactions at the ‘bedside’ lead 
to personal accountability for the ethical decisions being made with consequences 
that are tangible for surgical trainees [15]. In order to be successful in real-time ethi-
cal decision-making, surgical trainees require formal ethics education as a founda-
tion, concurrent with ‘bedside’ ethics education [6].

Academic exploration may be another way for interested learners to pursue eth-
ics education. Grossman et al. encouraged residents to analyze and publish their 
own experiences formally, in order to improve ethics education and engage surgical 
trainees effectively [7].

11.4  Formal Ethics Education

Many pedagogical methods have been utilized to add ethics into surgical education, 
with varying degrees of success, and with such success being difficult to measure. 
The goals of ethics curricula include teaching students to identify and manage ethi-
cal issues in practice, ensuring trainees develop core knowledge, skills, and compe-
tencies in bioethics, improving confidence in surgical ethics and shared 
decision-making, enabling the practice of moral and ethical medicine, and provid-
ing space for moral reasoning. [1, 15, 17–19]. As many trainees enter medicine with 
a science background, formal ethics education often first begins in medical 
school [9].

Thirunavukarasu et  al. demonstrated that surgical trainees deal with the same 
ethical issues repeatedly on specific rotations, and an ethics education can address 
gaps in knowledge and improve trainees’ confidence in ethical decision-making 
[19]. Additionally, both the Royal College of Physicians and Surgeons of Canada 
(RCPSC) and the American College of Surgeons (ACS) in the United States recog-
nize competency in ethics as an essential component of being a good surgeon [2]. 
Both Colleges have constructed their curriculums  to cover areas they view as 
critical.
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The RCPSC includes ten modules that focus on the following: truth telling, con-
sent and capacity, disclosure, substitute decision-making, confidentiality, conflict of 
interest, surgical competence, end of life issues, resource allocation, and research 
ethics [2]. Similarly, the ACS Ethics Curriculum for Surgical Residents consists of 
six chapters which cover: conflict of interest, professional obligations of surgeons, 
substitute decision-making, truth telling and communication, end of life issues, and 
confidentiality [2]. In a 2010 survey of 113 surgical program directors, most had an 
established surgical ethics curriculum [7]. A mixed modality of educational meth-
ods is often used when designing and implementing ethics curricula in surgical 
programs [7].

11.5  Lectures

Lectures are beneficial when background information or frameworks lend them-
selves to be taught in a topic specific manner, for example teaching the principles of 
the consent process or how to make a capacity determination [20]. There is a heavy 
reliance on lecture series for ethics education due to its ease of knowledge exchange 
in an organized manner, but mixed modalities promote active learning and is more 
appealing for learners [7].

11.6  Case-Based Learning

Case based learning moves surgical ethics from the abstract principles to the con-
crete and applicable, thus is a popular modality within ethics education through 
lectures or small-group work [21]. A positive aspect of live case-based ethics dis-
cussions is the promotion of participation and inclusivity of those in attendance [6]. 
For instance, Snelgrove et al. noted in their study on Ethics Morbidity and Mortality 
rounds, that an open discussion of cases minimized the surgical hierarchy that often 
makes trainees reluctant to speak up in a group forum [8]. When done temporally 
with real scenarios, a case-based format also allows for diversity of voices in a mul-
tidisciplinary team, some of which may include lawyers, chaplains, and ethics con-
sult teams [22]. Cases can be chosen based on specific ethical principles demonstrated 
and relevant facts of the case, which may aid and elucidate lecture topics [6]. An 
important study demonstrated that a case-based ethics program with a primary 
focus on end of life care resulted in an increase in documented discussions regard-
ing care and a decreased duration of hospitalization among dying patients in the 
intensive-care unit [23].
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11.7  Small-Group Learning

Small-group learning has numerous advantages, as it is a method that sparks discus-
sion and opinions, encouraging the exchange of various values and beliefs [24]. 
Small group learning employs vignettes and open-ended questions, which can either 
be broad or specific such as, “Has anyone encountered a situation like this before?” 
to “What do we think about undertaking a treatment not detailed on the consent 
form?” [24] For maximum efficacy, small group learning should incorporate facili-
tators who correct factual errors gently, who do not interrupt contributors, and who 
encourage a diversity of opinions [24].

11.8  Role-Play/Standardized Patients

Another valuable approach to ethics education is role-play. Trainees are presented 
with instructions about priorities, responsibilities, or roles and learn through sce-
narios, such as a preoperative interview or office visit [24]. It is beneficial for train-
ees to assume the roles of others such as patients, caregivers, nursing staff, etc. in 
order to gain an understanding of complex circumstances from different points-of- 
view [24].

A similar strategy to role-play is integrating standardized patients for trainees to 
engage with. These are trained actors that provide trainees with an experience that 
closely mimics issues in surgical practice [25] and the opportunity to discuss and 
resolve ethical issues in a low-stakes environment. If done in the audience of peers, 
trainees might also learn from others and provide with feedback [25]. Incorporating 
video review for feedback so that trainees can discern what they executed well and 
what areas they need to improve on, is also helpful [20]. However, the use of stan-
dardized patients is not always superior to more traditional formats, as shown by 
Robb et al., and ought to be used selectively depending on the goal and content of 
the educational session [26].

11.9  Ethics Morbidity and Mortality Rounds

Ethics morbidity and mortality (M&M) rounds refers to devoting time during surgi-
cal M&M rounds to discuss a case with a moral dilemma. Ethics M&M rounds 
utilize real cases, adding an aspect of reality and complexity seen with ethical quan-
daries in the practice of surgery, reflecting the “complex and value-laden world of 
clinical ward medicine.” [27] An opportunity to work through the case with a pre-
ceptor is presented in advance, potentially guided by a template and supported by 
literature search. When contrasted with traditional methods of ethics education, in 
one academic center, traditional methods were perceived by participants as 
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disconnected from surgical practice, with surgeons’ uncertain about applying their 
knowledge of ethics [27]. Conversely, it was determined that ethics morbidity and 
mortality rounds made ethics education engaging, integral to surgical practice, valu-
able, and relevant [27]. Ethics morbidity and mortality rounds encourages partici-
pants to elucidate ethical issues and learn frameworks, allowing them to learn the 
“language” of ethics, promoting dialogue and critical reflection among the partici-
pants [4].

11.10  Challenges to Surgical Ethics Education

There are challenges inherent to implementing ethics curricula, including the time, 
perceived faculty ethics expertise, and lack of faculty interest [5, 9, 28]. Further, in 
a survey 94% of U.S. program directors (44% response rate) believed the current 
level of ethics education to be adequate in preparing residents to handle ethically 
challenging situations [7]. Being connected with a bioethics center can assist in 
overcoming some of these barriers. Bioethics centers may be able to support spe-
cific curriculum development and assist physician-ethicist faculty interested in eth-
ics education, acting as a centralized support [7, 18]. Effective bioethics centers 
offer mixed modalities of ethics education. For instance, the Johns Hopkins Berman 
Institute of Bioethics integrates small group learning, residents’ own experiences 
aided by discussion, provision of frameworks, practice through the utilization of 
standardized patients, and constructive feedback from faculty and peers [9].

Another challenge to ethics education is that ethical issues are ever present and 
constantly evolving thus resulting ethics education needs to be relevant and appli-
cable; with delivery at various time-points throughout a surgeon’s career i.e. from 
medical students to practicing surgeons-in-chief [2]. Different levels of experience 
and responsibility must be taken into consideration when determining appropriate 
ethics education [2]. Notwithstanding which phase of their career a surgeon is in, 
mixed methods of ethics education are beneficial as they provide overarching ethi-
cal values, principles, and frameworks relevant to everyone [27]. For example, eth-
ics morbidity and mortality rounds presented in the same format as the already 
occurring surgical morbidity and mortality rounds format can provide an educa-
tional opportunity applicable to all attendees from various disciplines and levels of 
experience [21]. Challenges to surgical ethics education must be recognized and 
addressed.

Finally, the culture of surgery includes ethics issues not often addressed within 
non-surgical ethics training [3, 10]. In addition to the anticipated ethics issues that 
surgical trainees face such as consent and end of life decisions, surgical trainees 
may encounter ethical dilemmas related to the nature of surgical education in gen-
eral, such as disagreement with faculty about clinical decisions or questions about 
surgical innovation or research [3, 10]. Formal surgical education needs to encom-
pass not only the ethics issues affecting patients, but also those that surgical trainees 
face in their learning environments.
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11.11  Assessment of Learning

Whether or not ethics education can or should be assessed is a matter of debate. 
Surgical training programs vary in their employment of tests to assess trainees’ eth-
ics knowledge often utilizing traditional testing, such written examinations. 
Brewster et al. compared ethics knowledge between post-graduate year 1 (PGY-1) 
residents and more senior residents. While the confidence levels of both groups 
were comparable, both groups showed low test scores, with the PGY-1 students 
outperforming senior residents. Similarly, a couple of studies tested residents before 
and after implementing an ethics curriculum [20, 29]. In one, through post-test eval-
uations, confidence levels of residents increased, but given post-test scores ranging 
from 42% to 90%, the authors acknowledged the challenges of utilizing a survey to 
test ethics knowledge [20].

In a study of orthopedic residents, knowledge about ethics improved in the 
group that had a curriculum specific to orthopedics [29]. Moreover, some programs 
appreciate the complexity of testing ethics education and may not test students in a 
formal manner [1]. Helft aptly discusses the difficulty of measuring virtue and sug-
gests that the focus should be on developing a student’s ability to handle ethical 
dilemmas rather than obtaining good results on standardized testing [17]. Holloran 
e.t al.’s study on case-based teaching in the ICU is poignant as it evaluates the cen-
tral goal of ethics education improvements to everyday patient care-rather than 
simply improvement via in assessments [23]. Qualitative approaches to evaluation 
may yield evidence of transformative changes in learners that may not be exclu-
sively related to “knowledge”, but rather a maturity that occurs through critical 
reflection.

11.12  Case Resolution

The case we present is a common occurrence in academic surgery, where moral 
distress may be present in the resident because of a conflict of obligations to the 
patient and to the attending. There are a multitude of ethics issues that could be 
explored through the case, including: was the process of informed consent adequate, 
and how do we manage the conflict of obligation between duty to teach and duty to 
provide patient care? There are many different methods one could use to accomplish 
some of the learning points.

Informally, it may appear that the unintended dominant message of the hidden 
curriculum is that expectations for a patient receiving emergency care are different 
from the expectations of patients receiving elective surgery. Ideally, this attending 
physician may have confidence in their chief resident and wishes to foster autonomy 
in the learning process, recognizing that future patients will benefit from resident 
entrustment towards independent surgery during their training; however, the attend-
ing has not made this explicit. 
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There are concerns about respect for patient autonomy in the case as described, 
and the attending in this case might have used this opportunity to explore the resi-
dent’s concern further. However, depending on the duties and values created by a 
hierarchical system, the resident may not have wished to contradict the attending, 
leading to the issue of moral distress for the resident. Formally, a group learning or 
lecture format regarding the process of informed consent and resident supervision 
could provide definitions and standards that could help reconcile future manage-
ment of these conflicts. Using the M&M format to delve deeper into ethics issues 
surrounding surgical education would likely prove useful.

11.13  Conclusion

The field of surgery demands moral awareness in addition to technical excellence 
[7]. Ethics education is a complex yet important task and can take many forms. 
Despite challenges, great strides have recently been made to explicitly define surgi-
cal ethics education and evaluation, with the ultimate goal of improving surgi-
cal care.
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Chapter 12
Communication During Awake Surgery: 
Training Residents and Disclosure 
to Patients

Kristina Guyton 

Abstract As local anesthetic techniques have improved, awake procedures are 
increasingly utilized. During awake surgical procedures the patient has real-time 
awareness of the operative process. Surgeon communication with the patient, man-
agement of the patient’s emotional reactions, and patient trust in the provider all 
contribute to the success of the awake surgery. Involvement of surgical trainees in 
operative procedures—including awake procedures—is an integral part of surgical 
training. Disclosure and discussion of trainee involvement increasingly is recog-
nized as important in respecting patient autonomy. Awake surgical procedures pres-
ent unique ethical challenges in surgeon-patient communication and in trainee 
involvement.

Keywords Surgical resident/trainee · Surgeon-patient communication · Awake 
surgery · Trainee involvement · Patient disclosure · Resident role

12.1  Clinical Scenario

Mr. Smith is a 67-year-old man with carpal tunnel syndrome. He undergoes a right 
carpal tunnel release under local anesthetic. He follows up in clinic two weeks later 
and demonstrates symptomatic improvement and appropriate healing; yet he seems 
withdrawn. He does not say anything to the surgeon but mentions to the nurse that 
during the surgery he heard the surgeon teaching someone else how to do the proce-
dure and whispering corrections. He doesn’t know who did his surgery and he 
doesn’t feel that the surgery was done well. Mr. Smith leaves poor reviews and does 
not recommend the surgeon or institution to family or friends.
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12.2  Ethical Problem

Despite appropriate medical care and a good outcome, the patient does not feel that 
he was adequately cared for. This impacts his impression of the care he received, 
and he is ultimately dissatisfied.

12.3  Introduction

Surgeons often attribute patient satisfaction to technical success of the surgery. 
However, many aspects of the patient’s experience influence their assessment of 
their overall care; thereby impacting their perception of the surgical outcome and 
their likeliness to recommend their surgeon to other people. Patient experience is an 
increasingly utilized marker of quality. Interventions to enhance the perioperative 
experience improve overall patient satisfaction [1]. This effect has been demon-
strated in situations where patients have little to no awareness or memory of the 
procedure itself. In contrast, during awake surgery the patient directly experiences 
and participates in the performance of surgery. The patient is fully alert, often 
scared, and listening intently. Surgeons who perform and teach awake procedures 
develop distinct skills and techniques to manage the patient’s intraprocedural expe-
rience and incorporate trainees.

12.4  Search Strategy

The search terms utilized: Awake surgical/procedural communication, awake sur-
gery, surgeon patient communication, ethics, local anesthesia, anxiety, resident, 
resident participation, teaching, consent. Search of the PubMed database was con-
ducted using combinations of these search terms. 8058 articles were identified in the 
search results. Some additional articles were identified from the references of the 
articles encountered. 24 of the articles reviewed contributed unique perspectives in 
the development of this chapter.

12.5  Awake Procedures

Awake procedures constitute a wide range of practices in many different fields of 
medicine (see Table 12.1). While in this chapter the word ‘surgeon’ is utilized, the 
techniques described are not limited to use only within the surgical field. These 
communication techniques may be useful for any proceduralist or assistant involved 
in awake procedures. Table 12.1 lists many specialties which utilize awake surgical 
procedures. The list grows larger when including more formal procedures where 
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patients are given some degree of anxiolysis or sedation and less formal procedures 
done at the bedside in the hospital and clinic (e.g., placement of intravenous cathe-
ters, nasogastric tubes or foley catheters). A procedure with little or no sedation 
offers the advantages of lower cost, shorter patient recovery time, greater flexibility 
in location of procedure, and a shorter hospital visit. However, awake procedures 
can be quite anxiety provoking for the patient [2, 3].

The foundation of the doctor-patient relationship is establishment of trust. Trust 
is a necessary component of every surgeon-patient relationship as performance of 
any procedure requires patient relinquishment of situational control. For awake pro-
cedures, the patient will directly experience and participate in the procedure, ampli-
fying patient vulnerability. Successful completion depends on the awake patient 
continuously deciding to cooperate to allow the procedure to continue. Unlike under 
general anesthesia, the awake patient retains capacity to revoke consent for the pro-
cedure at any time even in the middle of a complex surgery [4]. During awake pro-
cedures, surgeon-patient trust must be actively maintained with communication and 
management of pain and anxiety.

Development of trust prior to an awake surgical procedure can be challenging. 
The patient must be convinced of the necessity of the procedure and must develop a 
confidence that it will be performed well. Preexisting factors that contribute to trust 
include institutional reputation, surgeon reputation, and the patient’s prior experi-
ences with medical care. Potentially modifiable factors include the development of 
surgeon-patient rapport and the explanation of the disease process and the proposed 
intervention. Patients need to feel confident that the provider will effectively per-
form the procedure as well as manage their pain and anxiety during an awake pro-
cedure. Ultimately, a proceduralist must develop patient trust and create an 
environment in which the patient is willing to be vulnerable. While we cannot make 

Table 12.1 Examples of frequently performed awake or semi-awake procedures by specialty

Medical Specialty Procedure

Anesthesiology Epidural placement, nerve block
Cardiology Pacemaker placement, cardiac catheterization
Dermatology Cyst excision, Mohs excision, punch biopsy, skin lesion excision
Gastroenterology/
Colorectal surgery

Upper endoscopy, colonoscopy, flexible sigmoidoscopy

General Surgery Abscess drainage, central line placement, port placement
Interventional Radiology Imaging guided biopsy or drain placement, port placement
Neurosurgery Lumbar puncture, craniotomy
Obstetrics and Gynecology IUD placement, colposcopy, uterine biopsies, vaginal delivery, 

cesarean section with epidural, D&Cs, early abortions
Orthopedics Extremity surgery with nerve block
Ophthalmology Cataract surgery, eyelid blepharoplasty
Otolaryngology Laryngoscopy
Plastic Surgery Skin lesion removal
Urology Vasectomy, prostate biopsy, cystoscopy
Vascular Vein ablation, dialysis access, angiogram
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patients completely comfortable there are many techniques that can be utilized to 
increase comfort and decrease anxiety.

12.6  Awake Procedure Communication

Awake surgical procedures pose unique challenges for both the physician-directed 
care team and the patient. Successful management of patient anxiety during awake 
procedures requires constant patient reassurance while minimizing pain and 
anxiety- provoking stimuli. Pain management is frequently achieved with local 
anesthetic, whether injected or topical; it but can also be achieved with regional 
nerve blocks. Even with adequate pain control, many factors contribute to patient 
anxiety. Anxiety-provoking stimuli include seeing aspects of the surgery or surgical 
instruments, feeling tugging or pressure, hearing sounds associated with the proce-
dure like the buzz of the cautery device or clicks of instruments, and smelling odors 
of antiseptics or cauterized tissue. Perhaps the most influential facet of awake sur-
gery are the words, phrases, and tones of voice that the surgeon and staff use to 
communicate with each other and with the patient [5].

Surgeons who frequently perform awake procedures describe various techniques 
for communication with the alert patient. Management of patient expectations 
begins in the office when discussing the procedure; this continues into the peripro-
cedural and intraprocedural settings with explanation of the steps of the procedure; 
and on-going instructions prepare the patient for any anticipated change in stimula-
tion or sensation. Surgeons frequently check in with the patient during the proce-
dure regarding their physical and emotional comfort. This allows modification of 
the local anesthetic or reassurance to help the patient through the procedure. The 
surgeon can bring attention to the procedure through explaining and teaching the 
patient or they can distract the patient from the experience by talking about unre-
lated topics. Surgeons frequently cite discussing the patient’s job, family, pets, vaca-
tions, sports, etc.—tailoring the conversation to their patient. Depending on the 
procedure, it may work best for another team member to be the one communicating 
with the patient [5]. Some providers advocate for inclusion of a family member in 
the procedure room [6]. For some procedures, less interactive communication may 
be necessary to avoid patient movement and methods of distraction may include 
playing music, hypnosis or utilizing a virtual reality headset [7].

Whether they are actively included in the conversation, the awake patient is lis-
tening carefully. Surgeons who perform awake procedures recognize that words, 
phrases, and tone of voice contribute to patient anxiety. Many avoid certain words 
like ‘knife’ or ‘blade’ and utilize a number, code word or hand motion instead: 
‘please pass me a 15.’ During awake procedures surgeons try to avoid any verbal 
indication of error or intonation of alarm or anxiety in their voice. It is very helpful 
for the surgeon to have the assistance of experienced staff who are familiar with the 
procedure as this decreases the required technical communication [5].
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Unique to awake procedures is the intraprocedural or intraoperative experience 
of the patient. With standard anesthesia—whether general or monitored anesthesia 
or even proceduralist directed sedation (e.g., colonoscopies)—there is a component 
of periprocedural amnesia for the patient. With the patient sedated or asleep, the 
surgical team is more at liberty to discuss the technical aspects of the case, to hold 
conversations about unrelated topics, or to teach without considering or needing to 
involve a listening patient. With an awake patient, some of that typical conversation 
does not occur or is intentionally hidden from the patient. Here the surgeon must 
balance respect for patient autonomy and nonmaleficence, not causing unnecessary 
anxiety or distress as a result of conversation overheard from the surgical team. 
Table 12.2 outlines the interplay between ethical principles during awake surgical 
procedures.

12.7  Ethical Challenges of Awake Surgical Communication

Much of the communication during awake surgery falls into the realm of what Dr. 
Komesaroff termed ‘microethics’: the ethics of everyday clinical practice [8, 9]. As 
Dr. Truog describes it, microethics “is unique to each situation, arises spontane-
ously at a particular moment in time, and is created in the relational space between 
the participants [see Table  12.2]. It is inextricably connected to the verbal and 

Table 12.2 Ethical principles involved in communication with patients during awake procedures

Patient autonomy

   • Respect for the patient as an independent decision maker
   • Right to know and understand what is happening with their medical care
   • Right to decide if they are comfortable proceeding with an awake procedure
   • Disclosure of trainee involvement in their care
Nonmaleficence

   • Minimize undue worry or distress prior to the procedure
   • Minimize discomfort both physically and emotionally during the procedure
   • Ensure no harm to the patient by including a trainee
Beneficence

   • Facilitating early return to normal activities
   • Efficient care of the medical condition
   • Reassurance and education during the procedure
   • Opportunity to strengthen the physician-patient relationship
Justice

   • Minimizing resource utilization
   • Facilitating early return of the patient to normal activities
   •  Training the next generation of physicians in specialized surgical techniques and 

communication
   • Ensure trainees are not involved only in the setting of more vulnerable populations
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nonverbal ways in which we communicate.” [9]. He gives the example of a clinician 
choosing between the words “fetus” and “baby” when counseling a young woman 
after finding out about an unplanned pregnancy. These choices include “the most 
appropriate way to approach the patient, to talk with him, to allay his fears and to 
establish the common ground on which mutual decisions can be taken” [8]. 
Microethics considers the impact that these small choices can have on the patient’s 
emotions and decisions. Word choice, tone of voice, and the environment of the 
conversation can impact a patient’s perception of their choices and options.

12.8  Trainees in Awake Surgical Procedures

Few surgeons learn their awake surgical communication techniques through formal 
teaching. Most develop their methods through participation in awake procedures dur-
ing training and through observation of attendings’ techniques and styles; they subse-
quently trial these different approaches with their own patients. These procedures are 
frequently performed, many providers express insecurity about their communication 
methods and wish to improve upon their awake procedure communication. Each of 
these physicians learned communication techniques by working in training with other 
surgeons. Adding a trainee to the team in awake surgery adds additional ethical and 
communication challenges for the surgeon to manage [5].

12.9  Surgical Training

Surgical training has evolved over time from an individual apprenticeship to a 
model of graduated responsibility assisting in caring for patients of numerous 
attending surgeons. Training transitions from the clinic and inpatient wards to oper-
ative procedures, starting with lower complexity, increasing in technical difficulty 
over time. Integral to this process is participation in procedures with gradual acqui-
sition and mastery of technical skills. Trainee involvement in and education during 
operative procedures is an essential part of surgical training.

The medical profession has a responsibility to train the next generation of physi-
cians in both technical and professional skills required to successfully practice inde-
pendently. Trainees make up the primary workforce at teaching hospitals. 
Historically, the medical field has not been transparent about the level of indepen-
dence of trainees in surgical procedures. Articles and lawsuits exposing concerns 
regarding trainee oversight have undermined the general public’s confidence in this 
process. While all recognize that it is necessary to train the next generation of sur-
geons, no patient wants to feel that they are potentially receiving inferior care. 
Patients have legitimate concerns about the involvement of trainees. The historical 
adage of “see one, do one, teach one” does not emphasize an evaluation of compe-
tence or technical mastery. In response to public concern the pendulum of resident 
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oversight has swung back. Modern training has increased oversight of trainees. Less 
frequently are trainees performing surgeries or procedures completely indepen-
dently without the involvement or oversight of an attending surgeon [10, 11].

12.10  Disclosure of Resident Involvement

Increasingly, disclosure and discussion of trainee involvement is recognized as criti-
cal in respecting patient autonomy. While there is a responsibility to society to train 
the next generation of physicians and surgeons in the art and craft of awake surgery, 
this must be balanced with respect for patient autonomy. Disclosure of trainee par-
ticipation, discussion of roles, and consent for resident involvement differs widely 
by institution and physician practice. When discussed preoperatively in a scripted 
manner, patients are typically very accepting of trainee involvement in their care 
[12, 13]. More resistance is encountered if the patient feels the teaching is hidden. 
Discussion of trainee participation is most well accepted by patients when disclosed 
by the attending surgeon in advance of the day of surgery [14, 15]. Often this is 
incorporated into the preoperative consent discussion. Understandably, patients 
who may not understand the training structure can be quite frustrated when not 
informed of resident involvement until right before the procedure and are surprised 
by the information when it is “too late” to object. Willingness to have residents 
involved with their care improves with education on roles and setting expectations 
[16–18]. Conversely, more detail could adversely impact willingness to have resi-
dents involved [12].

A frequently cited patient concern about involvement of surgical trainees is that 
the surgical trainee is not the surgeon with whom the patient consented to have the 
surgery. Only meeting the trainee the day of surgery or after surgery, patients don’t 
have the same opportunity to build a trusting relationship with the trainee. Their 
trust must be built within a few moments before surgery or it must form as an exten-
sion of the trusting relationship built with the attending surgeon. Often their concern 
is for inadequate or suboptimal surgery in the hands of a trainee. Interestingly, stud-
ies demonstrate that while procedures with residents may not be as fast, there is no 
evidence of lower quality or higher rates of complications [19–21]. Rather, in the 
setting of colonoscopy, adenoma detection rate (a marker for quality) tends to be a 
reflection of the instructing surgeon rather than the trainee [22, 23].

12.11  Modifying Communication with the Awake Patient

The level of anesthesia a patient receives alters the quantity, type, and content of 
communication the surgeon has with both the patient and the trainee. In the setting 
where deeper anesthesia is induced—resulting in less patient awareness and involve-
ment—the surgeon may focus more on the technical aspects of the case, teaching 

12 Communication During Awake Surgery: Training Residents and Disclosure…



166

aloud without intentional patient inclusion. When patients are awake and listening 
during procedures, surgeons can modify communication with their staff and assis-
tants—operating, communicating, and teaching while patients are awake to posi-
tively influence the patient experience.

Striking the appropriate balance between open communication and hiding 
potentially distressing aspects of awake procedures from the patient can be chal-
lenging. While we strive for transparency, there are certain words or phrases that 
will distress even the most understanding patient, such as ‘oops’ and ‘oh no’. There 
is clear benefit to the patient’s emotional wellbeing to hide these emotions and 
reactions while performing a procedure. Remaining calm and using neutral lan-
guage is important for the surgeon, the trainee, and any assistants. Trainees add an 
additional degree of unpredictability to an awake procedure which may make ver-
bal slips like this more likely. Whispering and nonverbal communication may also 
be interpreted by patients as an attempt to conceal information and cause unneces-
sary distress [5].

12.12  Communication with the Trainee during 
Awake Procedures

While communication during an awake procedure typically revolves around 
patient comfort and completion of the procedure, involvement of a trainee may 
alter intraoperative communication content and techniques. Teaching during 
awake procedures must account for the real-time patient awareness of the teaching 
process. Preoperative discussion of teaching is critical to make this a comfortable 
experience for the patient. If there is honest disclosure of trainee involvement, the 
teaching discussion does not have to be hidden; rather it can be used as an oppor-
tunity to educate both the trainee and the patient. Some surgeons specifically 
involve the patient in the teaching discussion, teaching both the student and the 
patient [5].

Not all teaching about the procedure needs to take place in front of the patient. 
Some surgeons use preoperative discussion and postoperative debriefing with the 
trainee to make the intraoperative teaching more succinct. This preoperative time 
can also be used to set trainee expectations and ground rules as to what they should 
expect to experience, say, and do during the procedure. While, in one light, this may 
be seen as hiding the teaching or the level of the trainee, it could also be reasoned 
that this is adequate preparation prior to and appropriate debriefing after the proce-
dure. These adjustments work to balance transparent communication respecting 
patient autonomy and the responsibility to teach these skills to the next genera-
tion [5].

It is also important to consider resident responses to their experiences with awake 
procedures. This is a challenging position to be in for a trainee; they report hesitat-
ing to ask questions and feeling frustrated when the attending takes over the 
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procedure. Interviews with residents emphasized the benefit of preprocedural prep-
aration of both the patient and the trainee: disclosure of trainee involvement to the 
patient; antecedent preparation of the trainee on the steps of the procedure; how to 
communicate during the procedure; and what parts of the procedure they should 
expect to be involved in. Interestingly, whispering and nonverbal communication 
could be both effective techniques when helping to guide the trainee in the next step 
and potential sources of discomfort to the patient if they were felt to be deceptive 
regarding who was performing the procedure. Residents noted that if they were 
involved in the consent process more details about the steps of the procedure were 
included to adequately prepare the patient for the experience of an awake procedure 
including management of discomfort and anxiety [24].

12.13  Clinical Scenario Revisited

During Mr. Smith’s preoperative clinic visit, the initial history and physical is per-
formed by a trainee. This is followed by examination and discussion with the attend-
ing surgeon, Dr. Jones. The surgeon discusses the recommended procedure and 
what to expect on the day of surgery and for recovery. Dr. Jones says, “Mr. Smith, 
thank you for talking with our resident today. Teaching the next generation of sur-
geons is an important part of what I do. Residents will be involved in multiple parts 
of your care, but please understand that I will be responsible for and directing every 
aspect of your care. What questions or concerns can I address for you?”

The morning of surgery the resident introduces herself to Mr. Smith. Prior to 
entering the operating room, Dr. Jones and the resident discuss the technical aspects 
of the case and set ground rules for their communication during the procedure. 
During the procedure, Dr. Jones utilizes techniques to distract Mr. Smith, talking 
about his work, but also teaches the surgical resident about important aspects of the 
case, including Mr. Smith in the discussion. At his follow up visit, Mr. Smith asks 
Dr. Jones about the resident who participated in the case, stating “I was so impressed 
with her. Doc, she can be my doctor after you retire. I’ve been telling everyone I 
know what a great experience I had.”

12.14  Clinical Scenario Review

Discussion of trainee involvement at the preoperative visit gives the patient advance 
notice of the interaction, allowing him to have time to consider the arrangement and 
withdraw consent if desired. The surgeon outlines his/her assumption of responsi-
bility for the patient’s care and dedication to surgical education. Then the surgeon 
asks about questions in a manner which indicates that she expects him to have ques-
tions, decreasing the barrier to asking a question. Finally, Dr. Jones utilizes 
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intraprocedural communication techniques to minimize distressing components of 
the procedure and maximize the comfort of the patient. Ultimately, this results in a 
positive perceived outcome for the patient.

12.15  Conclusion

Awake surgical procedures are efficient and cost effective for both the patient and the 
surgeon. Success of the procedure depends on the surgeon’s ability to keep the patient 
calm and relaxed. Management of the patient experience during awake procedures 
can be multifactorial: modify the environment, alter methods of communication, and 
distract the patient from the details of the procedure. These techniques are primarily 
taught indirectly as trainees participate in awake surgeries with the attending sur-
geon. During awake surgical procedures the patient has real-time awareness of the 
teaching process. This poses unique ethical challenges in surgeon-patient communi-
cation and trainee involvement. With advanced disclosure to the patient and preemp-
tive teaching to the trainee, teaching during awake surgical procedures can be a 
valuable and rewarding experience for both the patient and the trainee.
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 – This review is a thorough discussion of non-pharmacologic approaches to 
optimize the patient experience during awake procedures. Adjuncts discussed 
include mechanoanesthesia, cold therapy, verbal and audiovisual distraction, 
music, optimal needle insertion methods, hypnosis and guided-imagery, peri-
operative communication and educational strategies
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Chapter 13
Trainee Involvement in Surgical Care

Darren S. Bryan  and Peter Angelos 

Abstract In the modern practice of surgery, the process of informed consent pro-
vides the framework for patients to make knowledgeable decisions about how their 
care will proceed. Surgical trainees are intimately involved in care that occurs at 
teaching hospitals, which have dual missions to provide patient care, and train the 
next generation of surgeons. Here, we review the ethical principles surrounding 
trainee involvement, and the literature delving into the ways in which that involve-
ment is communicated with patients. Available evidence suggests that when included 
as part of a discussion, patients are in large part accepting and supportive of resident 
and fellow participation in operations. Patients should be aware that trainees are 
involved in their treatment and the surgical community should reject a “don’t ask, 
don’t tell” policy that relies on an unstated but understood lack of transparency.
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Case
A 47-year-old woman is admitted from the Emergency Department at an aca-
demic medical center with three days of nausea, emesis, and obstipation. She 
has no medical problems. Her surgical history, however, is significant for an 
exploratory laparotomy and small bowel resection five years ago following a 
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13.1  Introduction

A fundamental tenant of the ethical practice of medicine is the patient’s right to self- 
determination. Almost by definition, for a patient to make decisions about his or her 
care, they must be well informed. While the concept of an informed patient able to 

gunshot wound. On examination, she is distended and uncomfortable, but has 
no peritoneal signs. An upright x-ray of her abdomen demonstrates multiple 
air fluid levels. A complete blood count and basic metabolic panel show no 
notable abnormalities. The surgical team on call is consulted and, following 
nasogastric decompression, admits the patient for management of a suspected 
adhesive bowel obstruction.

After four days of nil-per-os (NPO) status, the patient has failed to improve. 
Computed tomography (CT) demonstrates dilated small bowel transitioning 
acutely to decompressed bowel in the pelvis, and the patient is booked for 
operative exploration the following morning. The attending surgeon, chief 
surgical resident, and junior surgical resident visit the patient in her room the 
night before surgery, where they discuss her failure to improve with a non- 
operative approach, as well as the risks and benefits of the recommended 
exploration. The patient is agreeable, asking several clarifying questions, 
including, directed at the attending surgeon with raised eyebrows, “you’re the 
one doing this, right?” The attending smiles and responds “Of course. I’m 
your surgeon. They’ll [gestures to the residents] be helping me, though.”

In the operating room the following day, following induction of general anes-
thesia, the attending surgeon participates in the pre-surgical safety pause (“time-
out”) before instructing the chief resident to gain access to the abdomen and 
evaluate the bowel. The attending observes, un-scrubbed, as the chief and junior 
resident safely perform a midline laparotomy through the patient’s prior inci-
sion. On exploration, an adhesive band of tissue is discovered. The attending 
surgeon, before leaving the room, tells the resident team to lyse the adhesion, 
evaluate the bowel once more, and close the abdomen. As she begins to do so, 
the chief resident’s thoughts briefly move to the conversation with the patient the 
day prior, and the brief verbal exchange between attending and patient. The 
patient had clearly expressed some degree of concern over who was performing 
the operation, and the attending surgeon had clearly assuaged any fears of the 
patient through his assurance that he was the “surgeon” and would be “assisted” 
by the residents. But what lay within this statement? What was the meaning of 
being one’s surgeon? Did it require physical handling of instruments and perfor-
mance of the operation, or in an academic care model, were the residents them-
selves the instruments, and the attending still the acting surgeon? Though the 
current situation was under control and felt safe, would the patient be comfort-
able with what was unfolding in the OR? These questions would have to wait.
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participate in care is seemingly uncomplicated, the flow of patients through the 
modern healthcare delivery apparatus, and the complexity of that delivery, is any-
thing but straightforward. In academic medical centers as well as in many hospital 
systems, graduate medical education (GME) and the training of the next generation 
of physicians are considered to be part of a multifaceted mission including direct 
patient care, and often, research. Thus, medical education must be balanced with 
and occur within the context of direct patient care.

While teaching hospitals must balance these sometimes-competing missions of 
education and patient care, the relationship between the two is symbiotic. Multiple 
studies have demonstrated that care provided in academic centers is safe and clini-
cally effective, with some even demonstrating that outcome measures, including 
overall survival, are improved in large teaching hospitals [1–4]. Furthermore, 
studies have demonstrated that resident involvement in care is safe and does not 
lead to worse outcomes [5–7]. Alternatively, the “ends” (namely, of equivalent, if 
not improved, patient outcomes) do not necessarily justify the means through 
which a patient arrives at them. Those receiving healthcare, particularly in vulner-
able settings such as an anesthetized state, have a right to self-determination—that 
is, a right to declare how they receive their care. To make such a determination, 
transparency in care delivery, and care as it relates to resident involvement, is 
necessary.

When faced with periods of uncertainty or vulnerability, patients look to practi-
tioners for reassurance and hope, often relying heavily on the experience and hon-
esty of the care team. In the same encounter, the team must truthfully inform the 
patient, often while feeling the obligation to provide much desired reassurance and 
comfort. The navigation of conversations, that result in the patient becoming com-
fortable with resident involvement, is both necessary, and potentially uncomfort-
able. We performed a review of literature examining patient perceptions of trainee 
involvement in care, aiming to make recommendations for communication strate-
gies in such situations.

13.2  Search Strategy

We utilized the PubMed database to conduct a literature review. We searched for 
publications indexed with MeSH terms and subheadings falling under: Disclosure/
ethics, Informed Consent/ethics, Internship and Residency/ethics, Surgical 
Procedures, Operative/ethics, and Specialties, Surgical/education. Results were 
limited to English language, human clinical trials and perspectives pieces published 
in the last 20 years. Articles were hand screened for relevancy. We further examined 
references and crosschecked for relevant articles not identified by the original search 
criteria. We included 16 studies focusing on communication of information as it 
relates to resident, medical student, or fellow involvement in care.

13 Trainee Involvement in Surgical Care
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13.3  Discussion

13.3.1  Ethical Principles for Consideration

Resident involvement in care is necessary for surgical training. The bioethical prin-
ciples of beneficence and non-maleficence, or, diagnosing and treating illness with 
the greatest possible efficacy and lowest associated risk, are central to clinical medi-
cal ethics [8, 9]. Through training, largely performed while working side by side 
with practicing surgeons, trainees become capable in the discipline of surgery. 
Practical experience within graduate medical education and the need for exposure 
to the operating room with graduated responsibility are both necessary to educate 
capable surgeons. The beneficence and non-maleficence experienced by future 
patients when treated by a well-trained workforce must be balanced with the rights 
of autonomy and self-determination of present patients who are actively receiving 
care (Table 13.1).

In the modern era, free and informed consent by the patient is widely recognized 
to be necessary for the legal and ethical practice of medicine and surgery. Modern 
day understanding of morality, that which is right, and which is wrong, is heavily 
influenced by the Kantian concept of respect for persons, in which individuals are 
seen as free, rational beings with dignity, who are owed respect simply by virtue of 
being persons [10]. An extension of this respect for persons is the bioethical prin-
ciple of “respect for autonomy”, recognizing a moral right for the individual to 
determine their own choices and life trajectory [8, 9]. Clinically, respect for patient 
autonomy is born out through the practice of informed consent, the phrase given to 
the forging of a mutually agreed upon plan of care recommended by a physician and 
consented to by a patient who understands the proposed treatment, along with asso-
ciated risks, benefits, and alternatives. As such, transparency as it relates to resident 
involvement in care, is necessary.

Table 13.1 Ethical principles for consideration

Ethical 
principle Consideration

Autonomy •  Patients have a right to choose (or not) to receive care that is provided in part 
by trainees

•  The ability to dictate one’s own care and who is involved when in a vulnerable 
(i.e., anesthetized) state, speaks to a fundamental right to self-determination

Beneficence •  The involvement of trainees in patient care is necessary in order to “do good” 
and be effective future independent clinicians

• Research suggests improved outcomes at teaching hospitals
Non- 
maleficence

•  Trainees, in order to avoid doing harm, must learn good practice while in 
training. Best accomplished through active participation

Justice •  Adequate training and education is necessary to ensure a well-staffed future 
workforce, capable of needs and ensuring access to care for populations in 
need
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Many argue that in practice, truly informed consent is a fallacy (see Chap. 6). 
Can any patient, no matter the depth of education or prior conversation with their 
treating physician, completely understand a proposed treatment and the associated 
risks? Nevertheless, the practice acts as a safeguard that protects against deceit or 
coercion and further helps to form a therapeutic alliance between physician and 
patient [11]. Recognizing this, the extent and the scope of patient education for a 
patient to be considered “informed” is a topic of debate among medical ethicists. 
Few believe in a “more is better” approach, instead advocating for the content of 
such conversations to include what a “reasonable patient” would want to know (the 
reasonable patient standard), or more recently, for individually tailoring such con-
versations to the patient and their beliefs and values [8]. Therefore, the necessity of 
pre-operative discussion of resident involvement in care depends on whether or not 
a reasonable patient would want to know. We explore this, below.

13.3.1.1  Patient Perceptions of Trainee Involvement in Care

Some argue that by virtue of receiving care at an academic medical center, patients 
are aware of and thus consent to trainee involvement, obviating the need for further 
discussion. Such opinions have not been supported by data, with multiple studies 
showing that academic hierarchy, trainee designations, and even the nomenclature 
(i.e., “attending”, “intern”, “resident”) commonly used in graduate medical educa-
tion is a virtual black box for patients [12]. Patients do, in fact, seem to have opin-
ions about their interactions with trainees. A Canadian study performed in 2008 by 
Knifed and colleagues sought to examine a patient’s baseline knowledge of and 
comfort with resident involvement in their intra-operative care [13]. They performed 
a hypothesis-generating qualitative study, interviewing 30 patients who were sched-
uled to undergo elective neurosurgical operations. Consistently, patients showed a 
low level of understanding of resident roles and responsibilities. However, once 
described, their anxiety level diminished. Furthermore, patients recognized the need 
for education, and exhibited trust in the medical system (in this case, in Canada). 
Interestingly and importantly, patients expressed a desire to meet the resident physi-
cians prior to the operation in which they would take part, underlining their consid-
eration as members of the treatment team.

In another study designed to evaluate patient willingness to be cared for by resi-
dents, Porta and colleagues administered surveys to more than 300 patients sched-
uled for elective general surgery [14]. Patients additionally were overwhelmingly in 
support of more detailed information as to resident roles and participation in care. 
They further found that patients at baseline were highly supportive of resident edu-
cation (more than 90% consented to having a resident participate in their operation), 
however when given specific scenarios with increasing rates of resident participa-
tion, the patients’ willingness to consent to the operation fell. This correlates with 
other published reports, generally finding that patients appreciate and desire more 
information [15, 16].

13 Trainee Involvement in Surgical Care
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13.3.2  Interventions Directed at Information Communication

Several groups have examined the ways in which resident involvement in care is 
communicated. Sharda and colleagues evaluated three different methods of directly 
obtaining consent for resident involvement in cataract surgery [17]. One method 
involved delivering a pre-scripted statement explaining the role of a resident, intro-
ducing the resident (if present), and assuring the patient of adequate supervision 
before asking for consent. Another method supplied a written statement explaining 
resident roles and participation, allowing the patient to indicate their choice for resi-
dent participation (or not). In a third method, surgeons simply stated that residents 
would be involved in care in the operating room, observing or performing the opera-
tion under supervision. The authors observed starkly contrasting rates of consent. 
Patients exposed to the first method, in which surgeons took time to explain the role 
of a resident, introduce them if present, and to ensure adequate supervision, yielded 
a consent rate of 86%, compared to just 21% for those patients given a written state-
ment asking for consent. In another study, Bryan et al. randomized pre-operative 
general surgery patients to standard informed consent practices (in which discus-
sion of trainee involvement in care was not mandated) or enhanced informed con-
sent, which included a standardized statement describing the roles and involvement 
of trainees [18]. Similar to Sharda’s group, a significant increase in consent rates 
was observed when patients were exposed to the standardized script. Both studies 
highlight the importance of conversation and openness when discussing resident 
participation and underline the value of surgeon advocacy for trainee involvement 
in care.

13.4  Case Resolution

The chief resident pressed on in the operation, lysing the band of adhesive tissue as 
instructed by her attending surgeon. As she began to trace the small intestine, look-
ing for other causes of possible obstruction or pathology, she again remembered the 
pre-operative conversation with the patient. She paused and asked for the circulat-
ing nurse to call the attending surgeon back into the room. When he arrived, she was 
ready to begin closing the abdomen. She gestured to a slight narrowing in the small 
bowel, “Do you think this is anything to be concerned about?” With a furrowed 
brow, he leaned over the field and replied, “No…just looks like a peristalsing seg-
ment to me.” She began closing the abdomen and asked for the attending to stay 
nearby and verify her closure.

The patient recovered uneventfully in the post-operative period and was dis-
charged home in good condition. Later that week, while reflecting about the case, 
the chief resident realized she was left with mixed emotions. She felt that through 
bringing the attending surgeon back into the room and keeping him there, she was 
able to, in some way, however incomplete, honor the spirit of the patient’s desire to 
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have the attending “do” the operation. She also recognized that she had requested 
his presence at the potential cost of his trust in her clinical acumen. She had known 
the “narrowed segment” was in fact peristalsing and would not have normally given 
it any additional consideration. She also felt more than comfortable closing the 
abdomen with a junior resident and had done so many times. After some delibera-
tion, she decided to discuss the case, her moral distress, and the concerns she had 
felt at the time with the attending surgeon. She hoped it would be well received.

13.5  Conclusion

In practice, communication surrounding resident involvement in surgery is lacking. 
Surgeons and trainees commonly adopt a “don’t ask, don’t tell” practice, despite a 
demonstrated desire of patients to know. The reasons for this are many, but chief 
among them is a concern that the information will be met with hesitance, discom-
fort, and unwillingness to proceed, therein harming the ability of the trainee to 
learn, and altering the usual flow of care. Data demonstrates not only that patients 
value the knowledge of the composition of their care team, but that the importance 
of education is recognized and valued. Blanket statements that simply inform a 
patient that early learners will be performing operations are, unsurprisingly, often 
met with reluctance. Therefore, the importance of conversation framing and of a 
simple discussion including the basics of medical education and experiential learn-
ing, cannot be overstated.

Ethically, the responsible surgeon has a duty to ensure the patient understands 
that trainees will be involved in, and perform under supervision, aspects of their 
care. Surgeons also should recognize the potential for moral distress that trainees 
may experience when navigating conversations surrounding involvement in care. 
The surgeon educator has an obligation to posterity to advocate, within the bounds 
of reason, for their residents’ participation in the operation. When communicated 
effectively, available evidence suggests that conducting such conversations stands 
to bolster therapeutic surgeon-patient relationships and benefit trainees, while 
improving transparency in the field.
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structured interviews aimed to evaluate their knowledge of and anxiety asso-
ciated with resident involvement in care. Key findings included: patients who 
were well educated had low levels of anxiety associated with resident partici-
pation and patients desired to meet residents prior to their operations.

• Porta CR, Sebesta JA, Brown TA, Steele SR, Martin MJ. Training surgeons and 
the informed consent process: routine disclosure of trainee participation and its 
effect on patient willingness and consent rates. Arch Surg. 2012;147(1):57–62. 
https://doi.org/10.1001/archsurg.2011.235

 – Questionnaires sent to patients scheduled for surgery evaluated their opinions 
of teaching programs, and willingness to consent to resident involvement in 
their operations. While patients at baseline were supportive of teaching pro-
grams and resident observation, they were less willing to consent to the opera-
tion as their knowledge of resident participation increased.

• Sharda RK, Sher JH, Chan BJ, Kobetz LE, Mann KD. A comparison of tech-
niques: informed consent for resident involvement in cataract surgery. Can J 
Ophthalmol. 2012;47(2):113–7. https://doi.org/10.1016/j.jcjo.2012.01.017

 – Researchers compared three different methods of discussing trainee involve-
ment in care prior to patients undergoing cataract surgery. Methods that care-
fully discussed resident participation, including a standardized script, 
introduction of the resident (if present), and assurance of staff oversight, were 
met with high rates of patient consent. Methods that simply asked for consent 
(yes/no) were met with much lower rates of consent.

• Bryan AF, Bryan DS, Matthews JB, Roggin KK. Toward autonomy and condi-
tional independence: a standardized script improves patient acceptance of surgi-
cal trainee roles. J Surg Educ. 2020;77(3):534–9. https://doi.org/10.1016/j.
jsurg.2020.01.015

 – Patients scheduled to undergo general surgery were consented either in the 
usual fashion (with minimal and non-standardized discussion of resident par-
ticipation in care) or with the addition of a standardized script meant to prompt 
discussion of resident participation in care. Researchers found that patients in 
the intervention arm were more likely to say that residents should be able to 
perform portions of their operation, and that care team roles were more ade-
quately explained to them.
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Chapter 14
Can Professionalism Be Taught During 
Residency?

Kinga B. Skowron Olortegui  and Christian Fernandez Olortegui 

Abstract Professionalism is the conduct by which we define our role to our 
community. Lapses in professionalism have real consequences for the surgeon, 
patient care staff, students, and, most importantly, patients. Teaching of 
professionalism has traditionally occurred in a hidden curriculum via apprenticeship. 
Increasingly, attention is drawn to the importance of formal education of 
professionalism during graduate medical education. In this chapter, we review the 
various methods for teaching professionalism during residency.
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Case
A senior surgeon walks into an operating room to begin his case. His usual 
scrub nurse is not present on this day, and a new nurse introduces himself. The 
operation begins uneventfully. Bleeding is encountered and the surgeon asks 
for a particular clamp. The scrub nurse is unfamiliar with the item and fum-
bles to find it. The surgeon is frustrated and throws the incorrect clamp he is 
handed. The senior resident presses laparotomy pads into the wound to tem-
porize the bleeding. The correct clamp is found, the bleeding is controlled, 
and the remainder of the case completed in a tense atmosphere. Two 
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14.1  Introduction

What is professionalism, and why does it matter? The concept is the basis of the 
trust placed in surgeons by their patients and the greater community. Patients must 
feel that their surgeon will at all times act in their best interest in order to trust them. 
Thus, professionalism is the complex intersection of clinical competence, ethics, 
respect for others, integrity, duty for altruistic service to individuals and society, and 
physician self-care and well-being. Maintenance of a high standard for these attri-
butes is how a profession maintains autonomy and self-regulation without interven-
tion from societal or external regulatory bodies. This concept is important enough 
to warrant a position among the six core competencies by the Accreditation Council 
of Graduate Medical Education (ACGME) for all U.S. residents (see Table 14.1) 
[1]. It has been addressed by the American College of Surgeons (ACS) Task Force 
on Professionalism in a formal Code of Professional Conduct [2, 3].

Nevertheless, it is not hard to imagine the above scenario, and perhaps many of 
us have witnessed a similar situation or heard of this happening. How did this hap-
pen? One can certainly imagine that the surgeon felt that he was doing his best for 
the patient, and felt that to do his best, he needed to have his instruments. 
Unfortunately, he did not express this in a professional manner. The involved staff 

Table 14.1 Core competencies of the ACGME [1]

ACGME Core Competencies Assessment Method Examples

Patient Care Direct Clinical Observation, OSCEs
Medical Knowledge Standardized Exams
Practice-Based Learning and 
Improvement

Portfolios, Patient Records Review

Interpersonal and Communication Skills Direct Clinical Observation, Situational Judgement 
Tests

Professionalism Direct Clinical Observation, Multisource Feedback
Systems-Based Practice Quality Improvement Projects, Multisource Feedback

instrument counts are incorrect, but a third count is correct. The student thinks 
she saw something blue out of the corner of her eye inside the wound but is 
nervous to say something in case she is wrong; the surgeon must have seen it 
if it was there. The wound is closed. One week later, the patient has high 
fevers, tachycardia and leukocytosis; workup ultimately reveals a retained 
foreign body. The patient is taken back to the operating room for re-explora-
tion, a laparotomy pad is removed from the surgical wound, and after a long 
course of antibiotics, the patient is discharged to a rehabilitation facility. The 
student was considering surgery prior to this rotation, but now does not feel 
that she belongs in this field.
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were distressed, and their usual flow disrupted; ultimately, this patient was harmed. 
The spirit of the team was damaged, and the medical student was turned away from 
this specialty as a career choice.

Various contributors can promote unprofessional behaviors, aside from work- 
related pressures. Mental health, substance abuse, physical health, financial 
stressors, marital issues, fatigue, and social isolation may contribute to unprofessional 
behavior [4]. The recent increase in awareness of wellness and self-care among 
medical centers and surgical departments strives to address these personal factors. 
However, as members of the common profession, we are also all responsible for 
identifying a colleague who may be struggling and helping them to identify 
resources for help.

Unprofessional behavior has real potential to harm patients. In a recent report in 
JAMA Surgery, authors correlated event reports made by colleagues of unprofes-
sional behavior by surgeons with the outcomes of their patients using the National 
Surgical Quality Improvement Program database. Research coders reviewed the 
reports and categorized unprofessional behaviors into four domains (see Table 14.2): 
poor or unsafe care, disrespect of coworkers, lack of integrity, and lack of responsi-
bility. The patients of surgeons who demonstrated unprofessional behavior had a 
higher risk of complications (10.7% risk for surgeons with no reports, versus 14.1% 
for surgeons with >4 reports, p  <  0.001) [5]. The vast majority of disciplinary 
actions by state medical boards are due to unprofessionalism, and this has been cor-
related in several studies with professionalism lapses while those physicians were in 
medical school [6, 7]. This suggests that an individual’s trouble with the behaviors 
key to professionalism often exist before they begin their practice and could perhaps 
be remedied while they are in training. Besides action by medical boards, other 
direct and indirect consequences include poor patient care, litigation, and loss of 
trust of peers.

As demonstrated in our case and in the JAMA Surgery article above, there is 
tremendous overlap between professionalism and ethics. Inherent in care of patients 
are concepts of respect for a patient’s autonomy, truthfulness during the informed 
consent process, prompt disclosure of medical information and responsibility for 
medical error. Physicians who fail to demonstrate professionalism are inherently 
disregarding ethical principles. The surgeon who disregards sterile technique, for 
example, is endangering his patient and violating the patient’s trust that their doctor 
would do their best on their behalf when they are at their most vulnerable. Thus, 
professionalism is at its core an embodiment of clinical medical ethics.

Table 14.2 Categorization of Unprofessional Behaviors as defined by Cooper et al. [5]

Unprofessional Behavior Examples

Poor or Unsafe Care Disregard for Sterile Technique
Disrespect of Coworkers Name Calling
Lack of Integrity Falsifying Patient Encounter Information
Lack of Responsibility Refusal to Comply with Hospital Policy

14 Can Professionalism Be Taught During Residency?
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Many complaints with the topic of “professionalism” are that it is broad and 
overall, poorly defined. Yet somehow, we seem to know “unprofessional” behavior 
when we see it. Who better to identify unprofessional behavior than the omnipresent 
observers among us: medical students. In a survey of third-year medical students at 
the University of Southern California, 53% of medical students reported having 
witnessed unprofessional behavior by faculty on their surgery rotation [8]. When 
asked to describe these events, the majority were a deficiency in “respect for oth-
ers.” Importantly, reflection on student evaluation focusing on professionalism is a 
valuable feedback mechanism and has the potential to drive improvement within a 
department [9]. It is understandable that students who witness these events might be 
turned away from considering surgery as their career.

Knowing the importance of professionalism for our patients, our students, and 
colleagues, we must place importance not just in identifying the concept, but in 
teaching it. In this chapter, we will review the current literature regarding the teach-
ing of professionalism in medicine and surgery, in order to understand whether this 
complex concept can be taught and if so, how best to teach it.

14.2  Search Strategy

This discussion is based upon the results of a literature search utilizing the PubMed, 
Institute of Education Services (ERIC), MedEdPortal and Google Scholar data-
bases. The search was limited to English language publications available beginning 
in January 2000. Search terms included combinations of professionalism, surgical 
education, surgery, medical education, and surgical culture.

14.3  Discussion

As we embark upon the topic, let us review the importance of professionalism in our 
case and its impact on ethical principles (see Table 14.3). The core ethical princi-
ples—Beneficence, Nonmaleficence, Respect for Autonomy, and Justice—are all at 
risk if not protected by professionalism. If the surgeon’s behavior results in patient 
harm, whether directly or indirectly (as in the example in our case, through a missed 
opportunity to report an error noticed by a fearful observer), this violates the prin-
ciple of beneficence, or the goal of improving the condition of the patient. Similarly, 
nonmaleficence, or preventing harm from befalling the patient, is violated by unpro-
fessional behaviors, as demonstrated by Cooper et al. [5]. Respect for patient auton-
omy is an undisputed facet of ethics. By consenting to surgery, patients express their 
acceptance of the risks and benefits of the procedure as outlined by their surgeon. A 
surgeon whose behavior results in increased risk for the patient is violating this 
principle, as added risk was not fully disclosed or agreed upon. Lastly, the principle 
of justice provides the expectation that the surgeon will set aside any personal 
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conflicts of interest in the care of their patient. In our case, the surgeon lost sight of 
the goal of fair access to excellent care by fixating on the particular instrument, 
reducing the quality of care for their patient. Thus, teaching professionalism during 
training in order to prevent cases such as ours is an imperative of sound training in 
clinical medical ethics.

Unlike anatomy and physiology, professionalism is a challenging construct to 
define. Expectations of our profession may evolve in response to social challenges 
and needs of our communities. Most of us have learned a concept of professional-
ism through personal experiences inside and outside of medicine and have formed a 
personal framework for this from teachers who served as our role models [10]. What 
exactly constitutes professionalism may differ regionally, and students arrive to 
residency with variable expectations as to what it actually means [11]. In the classic 
assessment of socialization of surgeons, Charles L. Bosk defined types of error a 
trainee may commit, which might constitute lapses in professionalism [12]. 
Technical and judgment errors were forgivable, while normative (lapses in charac-
ter) and quasi-normative (violating cultural norms particular to a given practice) 
errors were unforgivable and often resulted in a resident’s dismissal from the pro-
gram. Looking at Bosk’s thesis through a modern lens, one would agree that norma-
tive errors constitute violations of modern professionalism, while quasi-normative 
errors fall in an unclear “gray area.” While the ACS has defined the current basic 
tenets of professionalism, such influences (e.g., cultural, generational, quasi- 
normative) make it challenging to teach formally.

To define the methods by which professionalism may be learned, Ong et  al. 
performed a systematic scoping review of medical school training programs [13]. 
After a qualitative review of 162 studies, the authors defined three broad categories 
of teaching: informal curricula, hidden curricula and formal curricula. We will 

Beneficence
How can this patient benefit by the surgical 
treatment offered?
Avoidance of unnecessary risk as a result of 
unprofessional surgical environment

Nonmaleficence
How can harm be avoided?
Creating an environment such that errors are 
reported or prevented

Respect for Autonomy
Have all risks and benefits been adequately 
explained to the patient?
Behavior that increases the risk of a procedure 
violates the patient’s autonomy

Justice
Does the patient have fair access to excellent care?
Every patient deserves access to quality care 
unaffected by extraneous unprofessional behaviors

Table 14.3 Ethical principles in 
relation to professionalism
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review each of these further and discuss specific teaching strategies key to each. 
Importantly, the authors were able to define barriers and enablers to effective 
training in professionalism. Barriers exist at system, institution, faculty and 
individual levels. Examples of this are student observation of unprofessional 
behavior undermining formal professionalism curricula (system), lack of faculty 
development or administrative support for professionalism training (institution), 
lack of understanding of the topic (faculty), disinterest or skepticism among the 
learners (individual). These may be counteracted by enablers, which include active 
learner involvement in the process and creation of a feedback mechanism to discuss 
deficiencies in the training. Ong et al. ultimately described a model incorporating 
the importance of various available curricula into a stepwise longitudinal program, 
culminating in reflective practice of the learner.

In a review of the effectiveness of various professionalism curricula in residency, 
Berger et  al. identified significant variability in types of curricula and teaching 
methods used among the 50 studies included in their systematic review [14]. The 
majority (56%) employed small-groups discussion teaching strategies; other com-
mon strategies were didactics, reflection exercises, and simulation. Half of the cur-
ricula employed multiple modalities for teaching. Of the 50 studies included, 35 
demonstrated statistical analysis of their outcome data, and 20 (57%) reported a 
statistically significant positive effect in effectiveness of professionalism training. 
Programs which addressed knowledge and definition of professionalism were the 
most likely to succeed, while programs which attempted to alter behavior and 
patient outcomes were the least effective.

If individual behavior is the most challenging aspect to affect, perhaps we should 
ask ourselves why. Within surgery, our “surgical culture” may undermine profes-
sionalism among trainees. In interviews of surgical trainees, Patel et al. identified 
that residents felt the need to portray the surgical stereotypes—confident, assertive, 
and decisive. However, this pressure resulted in major gaps in professionalism. 
Residents felt the need to fabricate patient details in order to appear confident, 
remained silent to avoid revealing gaps in knowledge, and avoided calling for help 
during times of uncertainty [15]. This is alarming, as such failures may have real 
consequences for patient outcomes and violate our primary tenet of “do no harm.” 
It is imperative that we break these stereotypes and promote a culture that prioritizes 
professionalism over these outdated and faulty ideals. These stereotype pressures 
are fundamentally at odds with professionalism, and by promoting and teaching 
tenets of professionalism, we can weed out such harmful behaviors from surgical 
training.

Before we begin exploring types of teaching, it is important that we discuss the 
weight of the null curriculum [16]. The concept refers to that which is not taught. If 
a concept does not earn a place in teaching or discussion, learners receive the mes-
sage that it is not important, and therefore do not spend energy learning it and culti-
vating it as a skill. Thus, in order to teach the tenets of professionalism, residency 
programs and hospitals should at the very least name the concept and in some way 
draw attention to the idea that it is an important component of who we are as 
surgeons.
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14.3.1  The Hidden Curriculum

We have all experienced the “hidden” curriculum in our training. This is the unstated 
and implicit transmission of beliefs, attitudes and behaviors [17]. This is the passing 
on of cultural norms and values particular to the “culture” of surgery. It is contrasted 
by explicit teaching in the form of lectures or seminars on a given topic. When sur-
gical training developed principally under an apprenticeship model, the hidden cur-
riculum was the primary means of passing on learned experiences from the mentor 
to the mentee. The protégée would carry on the perspectives and behaviors adopted 
in modeling their teacher, often learned by observation without formal description 
of the process. This method of teaching is inherently fraught with potential pitfalls. 
The exact expectations are not made clear to the trainee. There are certainly cultural, 
race, and gender influences which may influence the trainee’s perception of the 
mentor’s behaviors. Without explicit instruction, bad behaviors may be implicitly 
encouraged and learned.

The hidden curriculum is not simply a thing of the past. Hafferty et al. noticed a 
recent rise of “On Doctoring” courses through American medical schools [17]. 
Ostensibly, these courses teach skills including patient interviewing, physical diag-
nosis, oral presentation, basics of clinical documentation and communication. 
However, authors noted that much more is taught in these courses. The subtext of 
the way such courses are conducted inculcate the students into the professionalism 
expectations of that particular institution. Teachers who take time to impress upon 
students the importance of a patient-centered interview or the value of addressing 
their own emotions or stress during a difficult interview bring the concepts of pro-
fessionalism to the level of a skill equally important to physical diagnosis or effi-
cient history-taking. Meanwhile, other teachers inadvertently minimize these skills 
with comments such as “this is obvious stuff” or “let’s get through this so you can 
get to the important class.”

The hidden curriculum, when utilized appropriately, can be used to teach the 
concept of professionalism (see Table 14.4). Rogers et al. described their method for 
harnessing this as a tool, implemented with medical students during their surgery 
clerkship over a two-year period [18]. The students were asked to write three essays 
during their rotation: the first, describing an event which they perceived to be a posi-
tive example of professionalism during their clerkship, the second, a negative exam-
ple of professionalism, and lastly, a third essay describing whether their definition 
of professionalism changed. Following this reflection, students participated in a ses-
sion where they shared their experiences and discussed the definition of profession-
alism. Students were able to give examples of the behaviors which they hoped to 
model in their careers, and negative behaviors which they hoped to avoid. Authors 
reported high student satisfaction with the program. When physicians are active and 
mindful of their words and actions this method of teaching has a profound impact 
on their trainees.
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14.3.2  Informal Curricula and Active Role-Modeling

Breaking tradition of the apprenticeship model with its widespread use of the hidden 
curriculum can seem like a daunting task. However, several major academic medical 
centers have been able to do this with tremendous success. Perhaps the best first step 
is to harness the power of the hidden curriculum, but incorporate explicit 
demonstration and encourage active modeling after exemplary mentors. In doing so, 
an “informal” curriculum arises: formal concepts or rubrics are taught by ad hoc 
interactions with positive role models, during which professional behaviors are 
clearly identified and promoted (see Table 14.4).

The University of Washington School of Medicine began by creating the 
“Colleges program” for teaching professionalism to medical students [19]. Thirty 
faculty were identified as outstanding clinicians, and assigned students in small 
groups, with whom they would meet regularly over the course of the students’ four- 
year program. The faculty developed benchmarks which must be covered over the 
course of the curriculum: altruism, honor, integrity, compassion, communication, 
respect, accountability, responsibility, scholarship, excellence and leadership. In the 
first year, the groups learn concepts in various formats, including lectures, small- 
group discussions, and written reflections. In the second year, they accompany the 
mentor to the bedside. There, they observe the mentor’s interactions with patients, 
practice skills with the mentor observing, and engage in informal discussions of 
their observations. After success with the Colleges program for students, the 

Hidden curriculum

Implicit demonstration of behaviors in the course of 
clinical training (positive and negative)
•  Reflection exercises
•  Small group discussion focused on interpretation of 

observed behaviors
Informal curriculum

Encouragement of professionalism through explicit 
demonstration of positive behaviors
• Active role-modeling with expert mentor
•  Small group discussions regarding specific topics 

(highlighting basic tenets of professionalism)
Formal curriculum

Detailed explanation and demonstration of expected 
positive behaviors, observation, instruction and 
feedback toward correction and improvement
• Lectures
• Small group discussions
• Observed practice, simulation
• Objective Structured Clinical Examination (OSCE)

Table 14.4 Summary of 
curricular styles for teaching 
professionalism [13]
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University developed formal programs, including those for resident and faculty 
training as well. This has resulted in engagement of all stakeholders on campus, 
such that the authors describe an “ecology of professionalism” throughout the insti-
tution, prioritizing the tenets of professionalism in all interactions.

While formal curricula are certainly ideal and as they lend themselves to 
standardization, as the University of Washington experience demonstrates, an 
informal yet active curriculum can serve as an important steppingstone for progress. 
Programs without sufficient resources for formal curricula may employ a model of 
active role models who meet with learners to discuss certain key topics on an 
informal basis. Identifying and encouraging positive behaviors can amplify those 
over negative behaviors, which may be implicitly encouraged by a hidden 
curriculum.

Role-modeling as a teaching method fall under the concept of social learning or 
learning through observation. This requires several components for success [20]. 
First, the learner must commit attention to the desired behavior. This can be achieved 
with guidelines of situations that the students should see during the encounters. 
Next, the learners need to internalize the behavior they have seen and be able to 
reproduce it. Students and residents have opportunity to practice during the course 
of their patient encounters on the wards. Lastly, the learners need to be motivated to 
copy the behavior. This can be in the form of evaluations or recognition for model 
behavior.

The University of Texas Medical Branch at Galveston (UTMB) is another 
example of informal curricula and active modeling, which notably utilized 
motivation as a key component [21]. The experience of UTMB began in a “top 
down” fashion. In 1997, the newly appointed president of the university announced 
an initiative to apply professionalism in a comprehensive fashion through every 
level of the university. This began by informal round table and luncheon meetings 
with members of the university at all levels, in which formal initiatives were 
developed. Thus, stakeholders were involved in developing and implementing 
curricula which would be applicable to the resources and limitations of their 
particular department. The university developed two key motivators for 
professionalism: a mechanism by which negative behaviors may be reported, as 
well as an annual brochure titled Professionalism and You in which positive models 
are highlighted. Over time, this has resulted in a formal curriculum for medical 
students, as well as formal programs for other groups in the medical center.

With this institutional buy-in, a remarkable change happened. Comparing 
surveys of students over the years, reports of professionalism rose dramatically. In 
2002, 86% of students reported that they were treated with respect by faculty; by 
2007, that number rose to 93%. Similarly, 52% of faculty reported that their super-
visor was compassionate and 59% that their supervisor treated them with respect in 
2002, versus 75% and 78%, respectively, in 2007. As we can see by these examples, 
raising awareness on the topic of professionalism can have a positive effect through-
out a medical center. As these efforts are relatively young, we do not know the 
objective effects of these types of changes on patient care qualifiers and outcomes. 
However, the currently available results are encouraging.

14 Can Professionalism Be Taught During Residency?
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14.3.3  Formal Curricula and Simulation

Many reports in the literature describe formal curricula for teaching professionalism 
in the graduate medical education setting. Formal curricula are based on defined 
goals, with structured objectives and provision of materials through which to 
achieve those goals [17]. While observation was a foundation of the methods dis-
cussed previously, lectures, active practice, case-based discussion, video demon-
stration, role-playing, feedback and practice improvement are the core of a formal 
curriculum [22]. Of course, a thorough curriculum requires significant infrastruc-
ture for success. Residents require protected time and financial investment for infra-
structure, requiring departmental support. As alluded to in some of the preceding 
examples, formal curricula often grow and build on prior experience once a need is 
recognized. This systematic process is important for the success of a formal curricu-
lum. This progresses in a stepwise fashion (see Table 14.5): (1) problem identifica-
tion and needs assessment; (2) targeted needs assessment for the specific learners; 
(3) building of goals and objectives; (4) educational strategies; (5) implementation; 
and (6) evaluation and feedback [23]. Steps 1 and 2 are perhaps the most important, 
as they engage stakeholders and focus the scope of the proposed curriculum, par-
ticularly important given time constraints in a busy residency.

Simulation is a major component of formal instruction in this realm. Current 
surgical residents have experience with simulation for technical skills; extending 
this tool to non-technical skill development is reasonable [24]. Simulation allows 
components of professionalism to be elicited in realistic scenarios, during which 
residents may practice positive, ideal responses in a safe setting. Key elements of 
successful simulation include repetitive practice, feedback, and curriculum integra-
tion [25]. There is a large body of literature describing the use of simulation as a 
component of formal professionalism curricula, with a broad range of techniques 
and success [26]. In a review of the literature, Wali et al. described very creative 

Table 14.5 The six step approach to medical education curriculum development by Thomas 
et al. [23]

Components of Curriculum 
Development Details

Problem Identification and 
General Needs Assessment

Defining the greater deficit in healthcare, current efforts, and 
ideal approach

Targeted Needs Assessment Identifying the target learner group, their respective needs, 
and their environment

Goals and Objectives Developing overarching, broad learning goals and the 
discrete, measurable learning objectives to fulfill the goals

Education Strategies Methods that achieve the goals and objectives
Implementation Execution of the education strategies
Evaluation and Feedback Assessing the successfulness of the curriculum and utilizing 

that information to improve it
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methods of incorporating simulation in teaching professionalism, including “secret 
shopper” standardized patients in the emergency department who would elicit spe-
cific issues recently covered in didactic sessions with emergency medicine resi-
dents. However, reports of these curricula were variable and often lacked specific 
details regarding feedback and assessment mechanisms, making implementation 
based upon these prior experiences challenging.

Perhaps the most thoroughly developed formal curriculum is the Surgical 
Professionalism in Clinical Education (SPICE) program at The New York University 
Department of Surgery, a targeted professionalism curriculum for surgical residents 
[27]. Residents in the first, second and third year undergo a pre-curriculum Objective 
Structured Clinical Examination (OSCE) in which standardized patients simulated 
clinical encounters (for example, reporting wrong-sided hernia surgery to a patient) 
and rate them specifically in the areas of professionalism: accountability or sensitiv-
ity to the patient, for example. Over the course of the year, the residents experience 
six interactive sessions teaching skills specific to these types of encounters. The 
topics are advanced communication skills (managing difficult situations), admitting 
mistakes, delivering bad news, interdisciplinary respect, working across language 
and cultural barriers, and self-care. The residents then repeat the OSCE after this 
training. In their report of fifteen residents who completed the program in its entirety, 
the authors noted that the professionalism score rating of “well done” improved 
from 36% to 45.7% (p = 0.011). The authors later reported on their experience after 
7 years of the curriculum and noted a significant improvement in professionalism 
scores of residents prior to the curriculum (38% “well done” in 2007) compared 
with residents who had completed the curriculum for 3 years (59% “well done” in 
2014, p < 0.001) [28]. Due to this success, the curriculum has been incorporated 
into the American Board of Surgery Surgical Council on Resident Education 
(SCORE) curriculum for residents.

Another excellent example of a thorough professionalism curriculum for surgical 
residents is the Human Emotion and Response in Surgery (HEARS) curriculum at 
the University of Massachusetts [29]. In order to develop the curriculum, a panel of 
surgeons, education specialists and chief residents attended a full-day retreat to 
review the needs assessment of the department, including options for simulation 
and assessment. They developed a curriculum for first- through second-year resi-
dents, which would cover the topics perceived as lacking in their residency training: 
patient communication/empathy, teamwork, stress and time management, patient 
education, and difficult patient interactions. These topics were taught in 5 three- 
hour faculty-lead sessions per year over 2 years. Residents watched video vignettes 
and responded in a written format to the scenarios, both before and after the didactic 
sessions. In each of the areas, residents felt better prepared for similar real-world 
scenarios. Some limitations of this curriculum include lack of practice and feed-
back. For example, residents rated the “teamwork” session as less helpful because 
of lack of practice with nursing or other staff during these sessions. Similarly, prac-
tice and feedback from standardized patients would improve the effectiveness of a 
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patient communication seminar. As authors report, they are continually adjusting 
the curriculum based upon resident feedback and available resources given the con-
straints at one medical center. This example in particular demonstrates the utility of 
systemic curriculum inquiry for the development and improvement of a profession-
alism curriculum [23].

Returning back to our case of the surgeon throwing surgical tools, how can 
observers respond to the situation of unprofessional behavior? Providing the staff 
and the students opportunities to report these behaviors in an anonymous fashion 
allows for both a correction mechanism and a potential deterrence. Debriefing 
opportunities in a safe space after such events for the staff, most notably the resi-
dent and student, would allow for discussion and processing of the events. This 
may have salvaged the student’s interest in surgery and could have provided the 
student the timely opportunity to reveal their suspicion of a retained sponge. The 
combination of enforcement mechanisms and discussion opportunities allows for 
these moments of unprofessional behavior to become moments of improvement 
and learning [18].

14.4  Conclusion

While the concept of teaching professionalism is young, it is a growing field. 
Teaching methods range from traditional techniques (harnessing of a hidden cur-
riculum, engaging positive role models) to innovative (formal curricula and abun-
dant use of simulation). The methods discussed here are summarized in Table 14.4. 
Depending on the specific circumstances of a residency or hospital, any combina-
tion of these techniques may be utilized. In reference to the professionalism prin-
ciples outlined by the ACS, Table 14.6 provides suggestions for how these might be 
addressed during residency education, either independently or within a curriculum, 
depending on the need. Definitive outcome data regarding success of the various 
curricula discussed are forthcoming, as the reported programs continue to grow and 
reassess their effectiveness. As we reviewed earlier, the impact of professionalism 
education is likely to be experienced by surgeons beyond residency. Thus, the long- 
term impact of these curricula should be assessed by evaluating surgeons in practice 
who have completed these programs during residency. However, the techniques 
described here certainly are promising, and demonstrate positive results thus far, 
suggesting that professionalism, like any other important pillar of medical educa-
tion, can and should be taught.
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Table 14.6 ACS principles of 
professional conduct [30] and 
suggestions for teaching

Surgeon-based

   Component of professionalism:

    Scientific knowledge
    Surgical competence
    Honesty
    Self-regulation
    Maintain trust by managing conflict of interest
    Professional responsibilities
    Primacy of patient welfare
   Suggestion for Teaching:

    Lectures
    Technical skill simulation
    Case-based discussion
     Wellness seminars, distribution of available 

resources
    Mentorship
    Inter-disciplinary communication workshop
Patient-based

   Component of professionalism:

    Social justice
    Patient autonomy
    Patient confidentiality
    Appropriate relations with patients
   Suggestion for Teaching:

    Lectures
    Case- or video-based discussions
    Standardized patient-based simulation
     Objective Structured Clinical Examination 

(OSCE)
System-based

   Component of professionalism:

    Improving quality care
    Improving access to care
    Just distribution of finite resources
   Suggestion for Teaching:

    Lectures
    Participation in quality improvement project
     Participation in quality improvement 

committee

14 Can Professionalism Be Taught During Residency?



194

14.5  Selected References

• Cooper WO, Spain DA, Guillamondegui O, et  al. Association of Coworker 
Reports About Unprofessional Behavior by Surgeons With Surgical 
Complications in Their Patients. JAMA Surg 2019;154:828.

Authors correlated increased event reports of unprofessional behavior by surgeons with 
worse outcomes of their patients using the National Surgical Quality Improvement 
Program database.

• Hochberg MS, Kalet A, Zabar S, Kachur E, Gillespie C, German RS.  Can 
professionalism be taught? Encouraging evidence. Am J Surg. 2010;199:86–93.

Authors report on their professionalism curriculum in an American surgical residency 
program, demonstrating a positive improvement in the core competencies of 
Professionalism and Communication after completion of the program.
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Chapter 15
Surgical Training During a Pandemic

Xavier Pereira  and Mindy B. Statter 

Abstract The COVID-19 pandemic caused by the severe acute respiratory syn-
drome coronavirus-2 (SARS-CoV-2) has caused an unprecedented public health 
crisis with challenges that can be categorized as operational, technological, 
knowledge- based, and ethical. The ethical challenge for trainees has been the abrupt 
transition from patient-centered ethics to public health ethics. This chapter will 
explore the impact of the COVID-19 pandemic on the surgical residency construct, 
the residency “life cycle”, and the individual resident as a member of the surgical 
workforce, as a trainee, and their personal well-being.
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Case
Mr. C was one of the four patients assigned to this resident in the all COVID-19 
makeshift intensive care unit. This particular unit, staffed by surgical residents 
and attending surgeons, was housed within a new pediatric hematology infu-
sion floor. The colorful, child-like art freshly painted on the walls was more 
therapeutic to providers than the unconscious patients they cared for. Earlier 
in the week, Mr. C was one of the first COVID-19 patients to undergo a bed-
side tracheostomy at the hospital. The resident participated in the procedure 
despite the fact that it had not been well studied in patients with coronavirus 
and concerns surrounding the high risk of transmission to providers continued 
to surface. The procedure allowed Mr. C’s sedation to be decreased and his 
mental status gradually improved; he was now following simple commands 
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15.1  Introduction

15.1.1  Impact of the Pandemic on the Surgical 
Residency Construct

The COVID-19 pandemic caused by the severe acute respiratory syndrome corona-
virus- 2 (SARS-CoV-2) has caused an unprecedented public health crisis. With 
health care delivery systems prioritizing COVID-19 both patient care processes and 
surgical education have been disrupted. The challenges faced in this pandemic can 
be categorized as operational, technological, knowledge-based, and ethical (see 
Table 15.1). Operationally, there is the challenge of availability of “space, stuff, and 
staff”—personal protective equipment (PPE), equipment (ventilators, dialysis 
machines, and hospital beds) and pairing supply with demand [1]. Due to the surge 
of patients, surgeons and trainees were redeployed to new specialties and depart-
ments. The strain on resources has forced hospitals to implement unfamiliar prac-
tices such as cancellation of elective operations, non-essential clinic visits, and 
restricted visitation policies. It became necessary to balance patient needs versus 
contagion risk from aerosol-generating procedures such as endoscopy, bronchos-
copy, intubation, and tracheostomy. Elective surgery was postponed in order to 
manage the PPE supply, but most importantly, to manage staff and resource supply. 
Technologically, many elements of clinical care were rapidly transitioned to tele-
medicine, including communication with patients’ families. Academic activity and 
education have transitioned from being conducted in-person to remotely. Innovation 
has included modification of best practices for laparoscopy. The knowledge-based 
challenges include the evolving development of institutional protocols and best 
practices based on new data that continue to be published and shared [2]. Ethically, 
surgeons and trainees during this pandemic have been forced to shift from patient- 
centered ethics to public health ethics [3].

and nodding his head to answer simple questions. Yet, there was no family in 
sight to celebrate this victory. Due to restricted visitation families were not 
allowed to visit their loved ones and relied on video calls and frequent dia-
logue with providers. Each day the resident video-conferenced the patient’s 
family at the same time, 3 p.m. On this particular afternoon Mr. C’s eyes were 
glued to the screen and his family’s voices seemed to bring a grin to his face, 
a first for Mr. C. It was hard to spend more than a few minutes per patient on 
these calls in the fast-paced setting of an ICU. During this call one of the 
nearby patients began showing signs of instability and other providers were 
rushing to the bedside. Annoyed that the family was not satisfied, the resident 
left the tablet propped up on the side rail facing the patient and left to tend to 
his unstable patient.
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15.2  Search Strategy

A PubMed search was performed utilizing the key words COVID-19, pandemic, 
coronavirus, surgical training. Thirty published articles and articles in press from 
March 2020 were reviewed.

15.3  Discussion

This chapter is a review of the impact of the COVID-19 pandemic on the surgical 
residency construct, the residency “life cycle” and the individual resident as a mem-
ber of the surgical workforce, as a trainee. The shared personal experiences of the 
Montefiore general surgery residents during the peak of the outbreak in New York 

Table 15.1 Ethical principles in conflict during the pandemic

Respect for 
autonomy

Surgeons and trainees during the peak of the pandemic were in positions 
where they could not respect all of their patient’s wishes and 
experienced discomfort with this shift from shared decision making to 
paternalism.
Inability to effectively advocate for their patients.

Beneficence 
(maximizing benefit) 
vs. Non-maleficence 
(minimizing harm)

Surgeons and trainees in their fiduciary role, were faced with 
reconciling their commitment to patient care with personal risk to 
themselves and their loved ones.
Surgeons and trainees were faced with providing care to COVID and 
non-COVID patients that was not up to standard of care.
Due to workforce restructuring, surgeons and trainees were deployed to 
unfamiliar units, often practicing outside of one’s scope of practice.
Faced with uncertainty due to lack of experience with this novel 
coronavirus, applying standard algorithms, e.g., for respiratory failure, 
were not successful. Maximizing benefit with intubation and ventilatory 
support was later found to be harmful to patients.
Trainees assisted in performing high risk surgical procedures, such as 
tracheostomies, to expedite the transfer of patients to the floor and 
“unload” the intensive care units only to find out later that the patient 
expired. The residents were faced with the conflict of providing care, 
being beneficent, and concomitantly doing a disservice to the patient, 
non-maleficence.
Surgeons and trainees were faced with the duty to provide care despite 
institutional heterogeneity in the standardization of PPE use and 
availability. This caused a sense of inequity and raised concern about 
potentially increased exposure at certain practice sites.
Surgeons and trainees were faced with performing futile CPR in the 
setting of cardiac arrest from refractory respiratory failure with 
associated non-reversible multisystem organ failure creating additional 
COVID exposure to providers without benefit to the patient.

Justice The standard of care was impacted by the allocation of limited 
resources, e.g., intensive care unit space, ventilators, and hemodialysis 
machines, creating conflict around the principle of distributive justice.
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City, specifically the Bronx, where Montefiore is located, will illustrate the impact 
of the COVID-19 pandemic on the well-being of the individual resident.

Globally, in response to the pandemic, novel approaches were employed to meet 
the demands of the high COVID-19 patient volumes. General surgery teams were 
restructured to provide ongoing care, prioritize workforce safety and well-being, 
with flexibility and sustainability of the workforce, and compliance with physical 
distancing. At the University of California San Francisco Health System (UCSF) 
the Department of Surgery combined general surgery services, and as volume 
decreased, resident staffing was reduced by 67%. The resident rotation schedule 
was adjusted to ensure that residents remained at a single hospital to prevent cross-
contamination across sites. Similarly, attendings were assigned to cover only one 
hospital. It was emphasized that “in this time of uncertainty, we are all in this 
together and we need to develop a new level of trust with our colleagues…” accen-
tuating that it was essential that there was a level of trust between providers that 
everyone was prioritizing what was right for patients and staying within the param-
eters of the case triage system [4].

Caring for patients balances the ethical principles of beneficence, maximizing 
benefit, and nonmaleficence, minimizing harm. Surgeons and trainees were faced 
with providing care to COVID and non-COVID patients that was not up to the usual 
standards of practice. In managing COVID patients at the initial peak of the out-
break there was significant uncertainty due to the lack of experience with this coro-
navirus; applying standard algorithms for respiratory failure were not successful. 
Maximizing benefit with intubation and ventilatory support was later found to be 
harmful to patients. Non-COVID patients had biopsies of masses postponed, timely 
tumor resections after completing chemotherapy were deferred. The standard of 
care was impacted by the allocation of limited resources, e.g., intensive care unit 
space and ventilators, creating discordance with the ethical principle of distributive 
justice (see Table 15.1).

Leadership became aware of the unique policies and microenvironments within 
which their faculty and residents practiced. Lack of standardization of PPE use 
across practice sites caused a sense of inequity and concern about potentially 
increased exposure at certain sites. In their fiduciary role, surgeons and trainees 
were faced with reconciling their commitment to patient care with their moral duties 
to self and their families. When developing a guideline for the use of laparoscopy 
during the pandemic, leadership developed one that would work in all practice envi-
ronments, despite variations in equipment, supplies, and vendors [4].

The use of HIPAA-compliant texting applications and other methods of digital 
communication was essential to safe transition of patient care while avoiding face- 
to- face contact and imperative to the maintenance of mandated confidentiality [5].

Workforce restructuring included the development of specific teams and strate-
gic appropriation of resources to facilitate care. As an example, a “Surgical 
Workforce Access Team” (SWAT) provided a specialized team with the skill set to 
efficiently perform bedside procedures, e.g., arterial, central venous, and hemodi-
alysis catheters. This effort offloaded procedural work from the emergency medi-
cine, critical care, and medicine departments supporting colleagues, reducing health 
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care personnel exposure, and economizing personal protective equipment [6]. 
Workforce restructuring also included the deployment of surgeons and trainees to 
novel, unfamiliar units often practicing outside one’s scope of practice creating dis-
harmony in balancing beneficence and nonmaleficence.

As systems prepared and responded to the COVID-19 pandemic, there were dif-
ferent approaches to the surgical hierarchy. The restructuring of the Emory 
University Department of Orthopedic Surgery residency training more closely 
resembled a military hierarchy. Their strategy included patient and provider safety, 
ongoing provision of necessary care, system sustainability, system tolerance of 
uncertainty and flexibility as circumstances evolve, and preservation of command 
and control. This latter point is a departure from the typical lead-from-the front 
surgical mentality, in order to protect the thought leaders and experienced decision- 
makers [7]. In contrast, in Singapore, senior members of the surgical department 
rotated alongside junior surgical staff members serving in equal capacity at the 
frontline, despite the heavier administrative burden on the senior staff. This “flatten-
ing of the hierarchy” and leading by example lifted morale and instilled confidence 
among the junior members [8]. However, this boosting of team morale with institu-
tion leadership leading by example and joining the frontline, regardless of hierar-
chy, was countered in an invited commentary:

While this gesture is commendable, it should be weighed in the context of risk-to-benefit 
ratio of potentially exposing a senior member of the institution to the disease, whose role 
may not be easily replaceable…potentially creating more harm to the situation…The need 
to seek unity as one healthcare system is the irony amidst the social distancing and isolation 
that we must now observe. …Trust in the institution and system to prioritize its staff welfare 
and safety remains core and vital to achieving unity [9].

15.3.1  Impact of the Pandemic on the Residency “Life Cycle”

The surgical residency, like all resident training programs, has a ‘life cycle.” July 
heralds the start the academic year, with the influx of new trainees attending orienta-
tion and their predecessors advancing to the next PGY-level. Medical students plan 
away-rotations to experience a program first-hand, and by performing well, hope to 
be highly considered during resident recruitment. The recruitment process begins in 
the fall, with departments holding pre-interview social events, in-person interviews, 
resident tours, and group ranking meetings. Residents are required to take 
Fundamentals of Laparoscopic Surgery (FLS) and Fundamentals of Endoscopic 
Surgery (FES) which involves travel to a testing site. Fellowship interviews in the 
winter and spring involve significant travel by residents.

In June, chief resident preparation for graduation includes completing applica-
tions for the American Board of Surgery Qualifying Exam. The milestone of gradu-
ation, the culmination of five or more years of clinical training and research, is 
celebrated at a departmental graduation ceremony attended by the faculty, the grad-
uating residents, their families, spouses, partners, and the junior residents. Due to 
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the concern for viral transmission and restrictions on meeting size, and the risk of 
travel from cities with high COVID-19 case numbers, all of these activities within 
the life cycle of the surgical residency have been affected—cancelled or modified to 
virtual formats.

At Montefiore morale boosting social events celebrating residency milestones 
such as the “I survived July” party held the last Friday of the month and the post- 
American Board of Surgery In-Training Examination (ABSITE) party were 
cancelled.

The interview seasons of surgical fellowships has been significantly affected by 
the pandemic. Fellowship interviews have universally moved to videoconferencing 
or teleconferencing. While virtual fellowship interviews still require applicants to 
ask for protected time from their training programs, days are no longer lost to travel 
and there is an overall net recuperation of resident clinical productivity. In addition, 
virtual interviews reduce additive costs to student debt; an applicant would have 
spent approximately $6000 for live interviews applying for surgical fellowships in 
2020 [10].

For each fellowship program new to virtual recruitment, there is a significant 
upfront investment. In contrast to time saved for the interview applicants, there may 
not be savings in faculty and staff time due to the time needed for troubleshooting 
connectivity problems with technical support staff and training faculty in using vir-
tual platforms. Program hard costs, not including personnel effort, is approximately 
$8400. There are concerns about the equivalency of virtual interviews to live, in- 
person recruitment [11].

Recommendations for conducting virtual interviews include:

 1. Pre-interview preparation of stakeholders including program administrators, 
interviewers, and information technologists (IT) regarding logistics [11].

 2. Preparation of staff and faculty to become more facile with the videoconferenc-
ing platform [10].

 3. Fellowship applicants and faculty members should prepare for virtual interviews 
as they would for live interviews. Fellowship programs should accommodate 
applicants whose home environment may not be appropriate for the interview or 
may need modifications of their interview days due to clinical responsibilities 
during the pandemic and recovery [10].

 4. Pre-produced videos can be used to highlight traditionally unique “live” aspects 
of the recruitment, e.g., campus, hospital, city tours. Websites can be supple-
mented with narrated slide shows and podcasts instead of hardcopy program 
materials.13 Detailed written program information should be provided in advance 
of the virtual event; this allows for meaningful use of interface time during inter-
view [11].

 5. Designating a ‘Master of Ceremonies’ (MC) during the interview, whose respon-
sibilities include appropriate muting of participant microphones, progressing 
through the designated activities and calling on individual applicants and pro-
gram representatives to avoid multiple simultaneous speaker [11].
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 6. Having a 1-hour unscripted question and answer session between the applicants 
and fellows; applicants submit typed questions through the teleconferencing 
platform in order to facilitate aggregation of similar questions; and moderating a 
question queue to minimize downtime; the MC selects the questions, and the 
fellows respond [11].

 7. Post-interview follow-up with the applicants shortly after the conclusion of 
interviews [11].

During the pandemic communications from regulatory bodies have identified issues 
related to resident education and wellness. The Accreditation Committee for 
Graduate Medical Education (ACGME) acknowledged the critical role of the grad-
uate education community in the nation’s response to the COVID-19 pandemic, 
suspending many accreditation-related activities to allow programs to focus on the 
needs of patients and the careful and appropriate integration of residents into that 
process:

The ACGME recognizes that residents have been redeployed to support the critical services 
of the hospital as a result of the pandemic and may not be able to achieve the minimum 
number of visits/cases as specified in the time-based and volume-based specialty specific 
requirements. Visit/case minimums were established for program accreditation and were 
not designed to be a surrogate for the competence of an individual graduate. Program direc-
tors, with consideration of the recommendations of the program’s Clinical Competency 
Committee, were entrusted to assess the competence of an individual resident as one part of 
the determination of whether that individual is prepared to enter the unsupervised practice 
of surgery [12].

The COVID-19 pandemic may be an opportunity for educational reform. Progression 
in time-based surgical training is dependent upon exposure to and performance of 
specified visit/case minimums in the elective setting which were eliminated during 
the pandemic. By restructuring training and transitioning from time-based to 
competency- based, time-variable graduate medical education each physician gradu-
ates from residency, or fellowship to unsupervised practice when the necessary 
competencies are achieved [13].

The mission of the American Board of Surgery (ABS) includes “…protecting the 
public and enhancing the profession” via “…tools of oversight of resident training 
and supervision, administration of specialty examinations, and initial confirmation 
and maintenance of certification [2].” The ABS stated that their role “…is to mini-
mize concerns trainees have about examinations and certification processes, so 
trainees can appropriately focus on resource-stricken patient-care and self-care 
throughout the pandemic [2].” The training requirements for chief residents com-
pleting training in 2020 were modified allowing for non-voluntary offsite time used 
for clinical or educational purposed to be counted as clinical time and accepting a 
10% decrease in total operative case numbers [2].
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15.3.2  Impact of the Pandemic on the Individual Resident

15.3.2.1  Moral Distress, Moral Residue, and Moral Resilience

In shifting from patient-centered ethics to public health ethics tension is experienced 
among the needs of individual patients versus the community, patient- centered care 
versus the common good, and patient preference versus fair resource allocation [18]. 
Our residents confronted death on an unprecedented scale and were not adequately 
trained for the work delegated to them during this pandemic (see Table 15.2) [1].

Table 15.2 Contributors to moral burden among surgical trainees during the pandemic

Fiduciary role vs. 
Personal safety

Residents were anxious and fearful of getting sick and spreading the virus 
at home, and anxious observing the spread of the pandemic nationally and 
internationally. Their anxiety was attributable to reconciling their duty to 
care for patients with personal safety and the health of their loved ones.
Residents were frustrated with institutional heterogeneity in providing PPE 
This lack of equity put them at increased risk of exposure to COVID-19.
Residents were often deployed to new settings and needed to assume new 
roles including that of palliative care provider.
Residents perceived a lack of fairness when general surgery residents were 
performing increasing numbers of tracheostomies compared to the 
otolaryngology residents. They felt they carried a greater burden of 
responsibility and were subjected to greater personal risk.

Impact upon 
professional 
identity as 
surgeons

Generally, “action-oriented”, in control, adhering to a strong work ethic, a 
true sense of belonging at work was challenged by not operating due to 
cancellation of elective cases and deployment to unfamiliar units.
Residents, who often work collaboratively, were split up during the 
pandemic contributing to isolation.

Impact upon 
moral integrity

Residents were witnessing death at unprecedented rates. Death affected 
their medical community and the other communities to which they belong. 
Amplification of unresolved grief has contributed to moral distress.
Residents admitted to habituation to the “code” announcement. Residents 
felt powerless witnessing so many critically ill and rapidly deteriorating 
patients requiring often unsuccessful resuscitation.
Residents became frustrated with the disease progression—not seeing 
patients improve and leave the intensive care unit or the hospital. The 
patients became homogeneous—same comorbidities, same difficult course.
Residents were frustrated with the inability to provide care due to 
unavailable resources.
Residents experienced discordance with their values. They seized the 
opportunity to operate, performing tracheostomies and percutaneous 
endoscopic gastrostomies, but questioned whether these procedures were of 
any benefit to the patient.
Residents expressed frustration with their inability to advocate for patients.
Residents expressed sadness in seeing patients lose control over decision-
making and were uncomfortable with the shift to a greater level of 
paternalism.
Residents expressed sadness in seeing patients die alone.
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Moral uncertainty occurs when the agent, the clinician, does not know the ethi-
cally correct course, but perceives uncertainty, a sense that something is not right. A 
moral dilemma occurs when two or more opposing actions can be equally justified 
and the agent, unable to carry out both actions, faces the dilemma of choosing which 
ethical course to follow [14]. In 1984 Andrew Jameton introduced the concept of 
“moral distress” to characterize circumstances in which “one knows the right thing 
to do, but institutional constraints make it nearly impossible to pursue the right 
course of action” [15]. Moral distress is the result of a perceived violation of one’s 
core values and duties, concurrent with a feeling of being constrained from taking 
ethically appropriate action. Emotional (psychological) distress describes emo-
tional reactions to situations but does not necessarily involve violation of core val-
ues and duties. Moral distress is a relational experience shaped by multiple contexts, 
including the socio-political, and cultural context of the workplace environment. 
Moral agency based on the virtue of integrity is essential to medicine. One of the 
most important moral products of professional integrity is the sense of self-worth 
that results from commitments to intellectual and moral excellence in the care of 
patients. Individual integrity generates one’s self-worth as a human being—matter-
ing in the lives of others. A consequence of moral distress, the perceived violations 
of core values and duties, is that individual moral concerns can remain unaddressed 
leading to erosion of moral integrity [16]. Moral distress differs from emotional 
distress; moral distress is destructive to the moral agency and integrity of health care 
providers. Experiences of moral distress compromise providers’ core values which 
are the fundamental ingredients of their moral, professional, and individual integrity 
[17]. Frustration, anger, anxiety, guilt, compromised integrity, and psychological 
disequilibrium characterize moral distress [14]. The awareness that one has become 
morally undone in response to violations of individual or professional integrity gen-
erates worse psychological outcomes such as depression, burnout and dangerous 
patient care [16].

Sources of moral distress fall into three categories: clinical situations, factors 
internal to the caregiver, and factors external to the caregiver but inherent in the 
environment in which the moral distress occurs. Moral distress occurs most com-
monly in clinical situations when a caregiver perceives care to be unnecessary, 
unwarranted and futile. Trainees often know the patient and family well, gather 
much of the information the team needs to formulate a care plan, and then find 
themselves marginalized at the time of decision-making. Their moral distress may 
also result from being expected to implement a treatment plan contrary to their ethi-
cal beliefs. An internal source of moral distress can be only knowing partial infor-
mation of a complex case or being unaware of events that took place when the 
caregiver was absent. The distress may be ameliorated once all facts are known [16]. 
External factors include limited resources, expressed and unexpressed biases, and 
institutional constraints [18].

Moral distress can be exacerbated by external forces outside the constraints of 
the hospital and direct patient care. At home, residents experience moral distress as 
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they weigh the risk of transmission to family members while fulfilling their roles as 
healthcare providers. Isolating from loved ones at home is not always a feasible 
option given the financial, time-related, and social constraints of surgical training. 
As close relatives fall ill, often in geographically distant locations, residents are left 
without the option to travel and support their loved ones. These external factors 
cause an unintended isolation from residents’ support systems in a time of increased 
moral distress and moral injury.

Challenges to professional integrity can occur repeatedly; while each episode 
may seem manageable, their cumulative effect may not be, resulting in moral resi-
due [16]. Moral residue describes the lingering feelings after a morally problematic 
situation has passed. Moral residue is dependent upon repeated experiences of 
moral distress. Moral distress is associated with feelings of powerlessness, and 
inability to fix a wrong, anger, and frustration [19]. The true focus of moral distress 
and the repetitive nature resulting in moral residue implicates a systemic, multidis-
ciplinary, organizational issue. Ethics consultation services must be aware of the 
difference between the classic ethical dilemma and moral distress because there 
may be a failure to identify and treat the problem. The strategies for addressing 
moral distress are not necessarily the same as reasoning through a moral dilemma 
[19]. The difference between burnout, a work-related syndrome characterized by 
emotional exhaustion, depersonalization, and a decreased sense of personal accom-
plishment, and moral injury is important because using different terminology 
reframes the problem and the solution. Burnout suggests that the problem resides 
within the individual, implying deficiency in the individual’s resilience to withstand 
the work environment. In contrast, moral distress and moral injury describe the 
challenge of simultaneously knowing what care patients need but being unable to 
provide it due to constraints that are beyond one’s control [20].

15.3.2.2  Strategies for Addressing and Mitigating Moral Distress

Antidotes to moral distress include moral agency and moral community. Moral 
agency implies self-directed capacity or choice to act and is characteristically exer-
cised in the context of deeply interconnected relationships. Solutions to moral chal-
lenges are actuated collaboratively through collective effort. Moral resilience is the 
capacity to restore, sustain, or deepen integrity in response to moral distress and 
includes self-awareness, and self-regulation skills such as mindfulness, and empa-
thy [21]. There will be post-pandemic growth. As surgeons we are action-oriented, 
we are defined by our work ethic, and have a true sense of belonging at work. This 
pandemic has somewhat disrupted that sense of purpose. As stated by Victor Frankl, 
MD, psychiatrist, and Holocaust survivor, “Those who have a ‘why’ to live, can 
bear with almost any ‘how’” [22]. Finding meaning in work cultivates resiliency. 
What distinguishes resilient individuals is the way they view the world—their fram-
ing lens—their mindset is a growth mindset that aligns their personal values with 
work that shapes their actions. A growth mindset leads to optimistic ways of 
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explaining adversity which leads to perseverance [23]. Limited resources expressed 
and unexpressed biases, institutional constraints, and personal values can result in 
discordance; dissonance leads to moral distress. Adopting an ethical mindset, being 
aware of the conflict between two or more ethical principles that can cause moral 
distress, can mitigate harmful consequences [18].

15.3.2.3  The Role of “Moral Distress Rounds”

Montefiore Medical Center is located in the Bronx, a borough that is racially diverse 
and predominantly low-income and the hardest-hit borough in New York during the 
pandemic. At the peak of the COVID-19 outbreak the Bronx had the highest number 
of coronavirus related cases, hospitalizations, and deaths. During this pandemic we 
have all become aware of how susceptible we are to multiple losses daily—loss of 
financial security, loss of social and physical connections, loss of general safety, and 
loss of autonomy to move around the world. Visitation has been limited or prohib-
ited for hospitalized patients. For bereaved individuals, funerals and burials have 
been postponed or held remotely.

Clinicians were isolating themselves from their own families indefinitely because 
of the concern of potentially spreading infection. Working behind the barriers of 
personal protective equipment (PPE) has increased the sense of distance between 
provider and patient as well as between colleagues. It has been necessary to attend 
to both physical and emotional safety [24]. Altruistic goals can become overshad-
owed by the realization of significant personal health risk [18].

For trainees who are vulnerable to the power differential in surgical hierarchies, 
experiences of moral distress can be seminal events that can impact their future 
practice behavior [14]. The resident’s sense of responsibility is substantial whether 
or not that individual participated in the resource allocation decisions or had to 
uphold the decisions with the patient and family [18]. Being able to express con-
cerns or distress can have utility, allowing individuals to tap into the shared experi-
ences of personal suffering, and one’s imperfections can become critical points for 
self-kindness that can strengthen empathy when helping others [25].

Moral distress rounds (see Table 15.3) were held to provide the Montefiore gen-
eral surgery residents with a safe space to reflect and share their experiences during 
the pandemic. The purpose of the surgery moral distress rounds was first to revive a 

Table 15.3 Role of moral distress rounds

Moral distress 
rounds

Held virtually during the peak of the pandemic, provided the residents with a 
safe space to foster reflection, connectedness, and bolster resilience

Purpose of 
rounds

1.  Revive a sense of community among all of the residents
2.  To share experiences to reinforce the common humanity—we are all in this 

together
3.  To re-invigorate a sense of purpose, belonging, and conformation of our 

identity as surgeons.
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sense of community among all the residents, second to share experiences to rein-
force the common humanity—we are all in this together, and third to re-invigorate 
a sense of purpose, belonging, and a confirmation of our identity as surgeons. Their 
insights, lessons learned, and candid revelations as they faced the challenges to their 
moral integrity as surgeons, their responsibility to their patients, and their personal 
safety are shared in this section. Moral distress rounds fostered reflection, connect-
edness, and bolstered resilience.

Grief was and is inherently a part of the COVID-19 pandemic affecting patients, 
families, and providers. Anticipatory grief is the normal mourning that occurs when 
death is expected. Providers have been experiencing death at unprecedented rates. 
The experience of death becomes more personal as it affects the provider’s medical 
community and the other communities that providers belong to. Anticipatory grief 
results from uncertainty as well as trying to make sense of what is coming. For 
patients, families, and providers there is the uncertainty of disease progression and 
how they will be impacted by changing hospital policies. Many providers tend to 
put aside their own feelings and emotions, prioritizing patient care and well-being, 
using avoidance strategies or compartmentalization to continue treating patients 
which can lead to unresolved grief. With the unprecedented amount of death during 
this pandemic unresolved grief has been amplified and can contribute to moral dis-
tress [24].

Prior to the first rounds the residents were asked to reflect upon how the pan-
demic had affected each of them as an individual, as a surgical trainee, and as a 
member of the surgical workforce. When prompted with the question, “What are 
you feeling?” the first feeling expressed was anxiety.

Anxiety—and the associated fear of getting sick, having other residents get sick, 
spreading the virus at home, and watching the pandemic spread across one’s home 
country with concern for family and friends residing there. Anxiety was attributed 
to their reconciling their duty to care for patients and their personal safety and the 
health of their family and loved ones. “Hearing code announcements so frequently 
contributed to anxiety. Now you don’t even pay attention”. The habituation to the 
code announcement is an example of how moral residue can develop. Moral distress 
occurs with feelings of powerlessness as residents witness so many critically ill and 
rapidly deteriorating patients require often unsuccessful resuscitation. The cumula-
tive effect of these repetitive episodes of moral distress contributes to the develop-
ment of moral residue impacting professional integrity. One junior resident stated 
that she has had heightened anxiety since starting training and now everyone else’s 
anxiety is elevated—“they have caught up to my level of anxiety”. This exemplifies 
that there is not the usual emotional containment and that emotions are on the 
surface.

Loneliness—“What we do day-to-day is collaborative—we are split up. We are 
not having in-depth discussions with colleagues, consultants, and nurses.” This iso-
lation altered their identity as surgeons. Several expressed feeling overwhelmed 
working in a new environment—surgical residents have been deployed to other 
units to provide much needed care to COVID-19 patients and have assumed new 
roles within surgical settings.
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These new roles include that of the palliative care provider. Four key aspects of 
palliative care are instructive to surgeons:

 1. Using serious illness communication strategies to disclose prognosis and estab-
lish goals of care. These strategies include the use of templates, which provide a 
prepared script and imparts confidence when having potentially emotionally 
laden conversations.

 2. Treating total pain. As surgeons we commonly assess and treat physical pain. 
Patients with serious illness experience total pain which includes physical, psy-
chological, social, and spiritual components.

 3. Caring for the family unit—The rapid progression of the illness, the restricted 
visitation, and difficulties in keeping families informed produced stress for 
patients, families, and providers.

 4. Supporting clinicians to cope with the challenges of being deployed to areas 
outside their specialty, working under adverse conditions, fearing becoming sick 
and possibly spreading COVID to their families and loved ones [26].

Frustration in several aspects was shared—in their role, they are not operating. 
This is linked to their loss of identity as surgeons. Elective surgery was cancelled. 
“In the beginning of the ICU rotation I felt demoted to intern-being told what to 
do—this did eliminate some burden of responsibility however it became rote, bor-
ing.” Frustrated with the disease progression—not seeing patients improve and 
leave the ICU. They are frustrated with “taking care of a lot of patients that are the 
same”—the patient population has become homogeneous—“The same comorbidi-
ties, same difficult course—you think they can be extubated, and then they fail—we 
seem to not be fixing anything.” This aspect of frustration illustrates the conflict 
between beneficence and nonmaleficence. Frustration with the institutional hetero-
geneity in providing personal protective equipment (PPE). Frustration with resource 
allocation—many of the patients in the ICU go into renal failure and peritoneal 
dialysis is not effective—these patients need hemodialysis. There is only one hemo-
dialysis machine, and it comes down to deciding who is the sickest, who will benefit 
the most. “Disturbing—I felt torn after putting myself in the position of the family 
member and wanting to offer this therapy [hemodialysis] but felt helpless because it 
was not available to every patient.” When confronted with the inability to provide 
care due to unavailable resources, the lack of distributive justice, the residents per-
ceived frustration.

They expressed frustration in the constant comparison to other services, hospi-
tals within our health care system, and other health care systems. These repeatedly 
highlighted inconsistencies added to anxiety, doubt, fear, and uncertainty. Feeling 
‘taken advantage of’—lack of fairness—doing the work of other services—“Why 
wasn’t ENT doing the trachs [tracheostomies]?” Although not vocalized, their frus-
tration arises from the conflict between beneficence and the duty to care, and the 
concern for their own safety, and the perception that they carried a greater burden of 
responsibility and were subjected to greater personal risk. Frustrated in not operat-
ing but when the opportunity arose to perform “tracheostomies and PEGs” [trache-
ostomies and percutaneous endoscopic gastrostomies] they questioned “why?” “It 
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was fun to be operating but did these procedures benefit the patient?” Several 
patients soon died after the procedures. The senior residents countered with the fact 
the by performing these procedures the patients could then go to the floor and 
unload the intensive care unit. The residents were faced with the ethical conflict of 
being beneficent in performing the operative procedure and concomitantly doing a 
disservice to the patient. Moral distress is invoked when there is the desire to oper-
ate and actively engage in patient care however the care is perceived as unwarranted 
or futile.

They expressed frustration in their ability to advocate for their patients. “A 
mother and daughter both had COVID-19—their husband/father died at home. The 
mother had a pneumoperitoneum from a perforated duodenal ulcer and was in the 
telemetry unit—the daughter was admitted to the floor. We [second and fourth year 
residents] wanted to take the daughter to see her mother prior to surgery—it could 
be the last time they see each other. Because of the restricted visitation policy, the 
residents were told by the nursing manager that the daughter could not visit her 
mother. The residents explained that since both were COVID (+) there was no risk 
that they could make each other sick. They transported the daughter to see her 
mother because “it was the right thing to do”.

As illustrated by the case, the difficulty in making connections with families—
having “tough conversations in a new format”. “Spending 20 minutes on an iPad so 
that the family can talk to the patient”—caused initial “annoyance” but later realiza-
tion that this could be the last conversation the family has with this person. With 
lack of visitation, it was difficult to update families in a timely fashion, and it was 
difficult for families to grasp how sick their family member was. For these reasons 
trying to persuade frightened families to accept DNR status was frequently unsuc-
cessful [1].

Discordance with their values—“doing things that felt wrong”. “Contrary to 
what we had previously learned and did in managing patients—now we needed to 
adapt”. “Not coding patients feels wrong”. Cardiac arrest resulting from respiratory 
failure refractory to ventilatory support with associated multisystem organ failure is 
not reversible and the provision of chest compressions and defibrillation is medi-
cally futile. Most crisis plans explicitly include the right to withhold CPR when it 
cannot benefit the patient. During this pandemic, a decision not to initiate CPR was 
not an instance of withholding life-saving care from vulnerable individuals but was 
both rational and empathic in a futile situation. The New York crisis plans, however, 
failed to support its doctors in making decisions not to resuscitate [1]. Performing 
ineffective CPR created additional risk of COVID exposure to providers without 
benefit to the patient exemplifying the conflict of beneficence and the risk to per-
sonal safety.

They expressed sadness in seeing patients losing their control over decision- 
making. Moral distress is experienced with the shift to a greater level of paternalism 
in contrast to our current shared decision-making paradigm. Now we are in posi-
tions where we cannot respect all our patient’s wishes [3]. They also expressed sad-
ness in seeing patients dying alone. “It is disheartening seeing so many bad 
outcomes. Patients leave the hospital after the successful management of a surgical 
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problem only to return with COVID-19—seeing patients going to rehab only to 
return sick with COVID-19—not seeing our interventions have a positive impact.”

Gratitude was shared—“Being grateful for having a job—many people have lost 
their jobs—and to be able to do a lot of good with our skills.” “Going to work gave 
structure to the day—a sense of purpose. “Grateful for having the opportunity to 
work with people from other departments, traveling nurses—nice change—oppor-
tunity to develop new relationships. “Being around travelers and volunteers—
change in the regular staffing provided “newfound passion and energy.” They were 
also grateful “for being given more autonomy and developing confidence.”

Pride after receiving external validation and positive feedback from other depart-
ments for both surgical and non-surgical skills—“glad to have a surgeon on the 
team”. “I feel very invested in my patients—when the sedation was lightened, I 
helped him ‘talk’ with his family via iPad and learned he had a nickname.”

The residents vocalized appreciation for their attendings and “their willingness 
to step up and learn new things” to care for patients. Deployment to a new arena can 
be a positive challenge and give one an appreciation for the “space, stuff, and staff” 
available to you prior to the pandemic. Being out of one’s comfort zone can be a 
growth experience.

And uncertainty—“We are taking a huge risk which has not yet been completely 
measured.” We must acknowledge stress, pressure, and sacrifice and accept that we 
cope differently.

Compassion is the desire to minimize the suffering of others; self-compassion 
re-orients that desire to minimize one’s own suffering. Self-compassion can bolster 
resilience. Self-compassion is a construct of three components: self-kindness, com-
mon humanity, and mindfulness. Self-kindness refers to the tendency to be caring 
and understanding with ourselves rather than harshly critical or judgmental. Self- 
compassion means acceptance of our imperfections. When external life circum-
stances are difficult, as during a pandemic, a self-compassionate person will respond 
with concern and comfort rather than a stoical ‘just grin and bear it’ approach [27]. 
The sense of common humanity central to self-compassion is the recognition that 
all people fail, make mistakes, and feel inadequate. When difficult life circum-
stances are framed in light of the shared human experience, one feels connected and 
less isolated when experiencing suffering.

Recognizing our shared common humanity reminds us that we are all in this 
together. Mindfulness emphasizes balanced awareness of emotional distress in 
order to analyze an experience with greater objectivity and perspective. The self- 
compassionate person approaches their problems with equanimity. Mindfulness 
prevents ‘over-identification’ where people go beyond an objective assessment of 
their responsibility to criticism, and self-blame. When we are kind to ourselves, 
clearly seeing ourselves as part of a larger, interconnected whole, we feel safe, valu-
able, accepted, and secure. Self-compassionate people show greater emotional sta-
bility, greater optimism, and greater life satisfaction. Self-compassion acknowledges 
that we are human, imperfect, experience suffering, and are worthy of compassion. 
Self-compassion provides emotional resilience when the self is seen as part of a 
greater interconnected whole [28].
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15.3.2.4  The Value of “Moral Distress Rounds” on Resident Well-
Being—A Resident’s Perspective

Surgical residency is rigorous. Over a period of years trainees amass a large volume 
of clinical knowledge, master a wide variety of technical skills, and accrue surgical 
judgment. By the nature of this training, surgical residents are vulnerable to moral 
distress, moral injury, and moral residue. Prior to the pandemic, moral distress 
rounds have been used in our program as group-based discussions focusing on clini-
cal ethical dilemmas and have provided solace in coping with the loss of a long- 
standing patient, or a beloved fellow resident. Moral distress rounds also provide the 
communication tools to frame and conduct palliative care discussions with sensibil-
ity and empathy. The discussions, moderated by a surgical attending with an exper-
tise in ethics, are fluid and adaptable to the needs of its participants.

The COVID-19 pandemic has brought unique challenges to the paradigm of sur-
gical training, the roles of trainees, and the delivery of healthcare. The pandemic 
was an unprecedented source of difficult ethical situations where residents were left 
with significant moral burden. Moral distress rounds seemed as important as ever. 
In compliance with conducting academic activity remotely, the discussions went on 
to take a virtual format. Usually, they began with a reflection on a given topic sur-
rounding the pandemic, but the discussions evolved to address the many needs of 
the participants. Moral distress rounds during the pandemic were therapeutic to 
most residents. It was the only time we could, in some way, be together in a time 
where we had been forced apart.

For some, voicing the many challenges they faced during the pandemic was ther-
apeutic. For others, the validation came from listening to their colleagues. We 
learned about the disease together and shared a sense of ineptitude because of how 
little we actually understood it. We grieved the losses of patients and even of col-
leagues. We shared the few success stories with hope to keep the rest motivated. It 
was helpful to reframe moral dilemmas with the perspective of different individuals. 
In doing so we channeled negative feelings into opportunities for learning and 
growth. It was helpful to unintentionally practice learned optimism—seeing indi-
vidual defeats as temporary, local and reversible. Moral distress rounds gave us 
moral resilience and moral grit at an unimaginably difficult time.

15.4  Case Concluded

The resident returned to the room 30 min later and saw multiple family members 
smiling and rejoicing as Mr. C joined them in singing—softly mouthing the lyrics 
to his favorite Bob Marley song. They could be seen trying to squeeze onto the 
frame to interact with him. It was time to move on to the next room. That night, Mr. 
C was transferred to the floor and died overnight of unknown complications. The 
family and ICU providers were left with little explanation.
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15.5  Conclusion

How do we maintain the integrity of surgical training while protecting trainees and 
simultaneously ensuring the sustainability of a critical workforce for our healthcare 
systems? A group of surgical trainees at different stages of training, surgeons, and 
program directors from the United States and Canada collaborated to provide the 
following lessons:

 1. Trainee wellness and safety must remain a priority.
 2. Restructuring of workflow and use of surgical residents to provide needed sup-

port in different areas should be anticipated and developed with the aim to pro-
tect and preserve the surgical workforce while providing unique opportunities 
for education. Leading by example and role-modelling leadership in response to 
the pandemic, attendings can inspire and foster effective skills in future surgical 
leaders.

 3. Restructure surgical learning. The formal educational curriculum should not be 
abandoned. Programs should provide increased support for trainees’ clinical 
development in non-clinical skill, addressing teamwork development, crisis 
management, leadership, and residents as educators. Professional development 
can be supported in terms of research and academic productivity, career plan-
ning, or financial literacy. An important consideration is the diminished capacity 
for learners to take part in educational opportunities due to competing profes-
sional and personal priorities, e.g., ongoing ‘frontline’ service or coping with the 
impacts of illness, caregiver responsibilities, and financial considerations. All 
restructured curricula should be sensitive to the vulnerability of trainees during 
a crisis within a traditional surgical hierarchy.

 4. Adapt current educational milestones.
 5. Prepare for post-COVID-19. Surgical systems will face backlogs of clinical and 

operative cases, and this will necessitate a restructuring of clinical and academic 
curricula [29].

During this pandemic, as members of the surgical workforce and as trainees, our 
residents were challenged operationally, contended with disrupted education, and 
ethically, faced the transition from patient-centered ethics to public health ethics. 
Surgical residents are instilled with accountability. Our residents provided care that 
was optimally not the standard of care during normal times for an unprecedented 
number of critically ill patients and witnessed death on an unprecedented scale, 
challenging their values and moral and professional integrity. We must be cognizant 
that the consequence is moral distress and moral residue. Post-pandemic surgical 
training must safeguard the well-being of trainees and provide the tools for moral 
resilience. This can be fostered with compassion, self-compassion, and an environ-
ment that allows for raising ethical concerns.
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15.6  Selected References

• Lancaster EM, Sosa JA, Sammann A, et al. Rapid response of an academic surgi-
cal department to the COVID-19 pandemic: implications for patients, surgeons, 
and the community. J Am Coll Surg. 2020;230:1064–73. https://doi.org/10.1016/j.
jamcollsurg.2020.04.007

 – The strategy of a single academic health system to address the four critical 
issues faced by surgery departments during the COVID-19 pandemic: devel-
oping a cohesive leadership team and system for frequent intra-departmental 
communication; ensuring adequate hospital capacity to care for the influx of 
COVID-19 patients; safeguarding personal protective equipment to protect 
patients and providers; preparing for an unstable workforce due to illness and 
competing personal priorities and concerns, such as childcare.

• Coons BE, Tam SF, Okochi S.  Rapid development of resident-led procedural 
response teams to support patient care during the coronavirus disease 2019 epi-
demic a surgical workforce activation team. JAMA Surg. 2020;155(8):683–4.

 – An example of workforce restructuring during the COVID-19 pandemic with 
the creation of a “Surgical Workforce Access Team” (SWAT) to help offload 
procedural work from the emergency medicine, critical care, and medicine 
departments. Bundling procedures such as placement of central venous cath-
eters, arterial lines, urinary catheters, nasogastric tubes, was an efficient way 
to minimize personal protection equipment (PPE) usage and personnel expo-
sure to COVID-19.

• Wallace CL, Wladkowski SP, Gibson A, White P. Grief during the COVID-19 
pandemic: considerations for palliative care providers. J Pain Symptom Manag. 
2020;60:e70–6. https://doi.org/10.1016/j.jpainsymman.2020.04.012

 – Grief is inherently a part of the COVID-19 pandemic affecting patients, fami-
lies, and providers. With the unprecedented amount of death during this pan-
demic unresolved grief has been amplified and can contribute to moral 
distress. Provider well-being is emphasized as is the need to address the vul-
nerability of surgical residents to moral distress.

• Cooper Z, Bernacki RE.  To face coronavirus disease 2019, surgeons must 
embrace palliative care. JAMA Surg. 2020;155:681–2. https://doi.org/10.1001/
jamasurg.2020.1698

 – The COVID-19 pandemic has presented surgeons and trainees with structural, 
clinical, and ethical challenges as well as an unprecedented opportunity to 
embrace palliative care. Four instructive aspects of palliative care are: Using 
communication strategies to disclose prognosis and establish goals of care; 
treating total pain; caring for the family unit; and supporting clinicians well- 
being, and resilience in the maintenance of an able workforce.
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Chapter 16
Surgical Disclosure of Errors

Puneet Singh 

Abstract There is an increasing recognition of the frequency of medical errors and 
their disclosure to the patient as an ethical duty of the physician. Disclosure conver-
sations should include the details of the error and treatment, a sincere apology and 
future preventive measures. Surgeons most often discuss the medical facts of the 
error but may not address the latter two components leading to patient dissatisfac-
tion. Training leads to increased surgeon confidence. In addition, providing emo-
tional support for the surgeon is important since they may experience negative 
effects as the “second victim.” When error disclosure practices are implemented in 
concert with health care systems that create a safe and transparent environment, the 
disclosure process is improved and benefits all stakeholders.
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Case
Dr. X was called by the ER one night on general surgery call to assess a 
60-year-old obese male with abdominal pain and several days of diarrhea. He 
was recently treated with antibiotics for a joint infection. On physical exam, 
he was hemodynamically stable but his abdomen was distended with evidence 
of peritonitis. An upright chest x-ray demonstrated free air under the dia-
phragm and his white blood cell count was elevated. Dr. X was concerned 
about fulminant Clostridium difficile colitis with colon perforation and rec-
ommended an exploratory laparotomy, total abdominal colectomy with end 
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16.1  Introduction

“Error is an inherent feature of human behavior…” [1]

The 1999 report To Err is Human by the Institute of Medicine shed light on medical 
errors in American health care and that these were more prevalent than previously 
recognized [2]. The report defined medical errors as “the failure of a planned action 
to be completed as intended or the use of a wrong plan to achieve an aim.” Errors 
are costly and can result in death, disability, loss of productivity, increased health 
care costs, loss of patient trust in the system and decreased satisfaction among 
patients and physicians. Medical error can be categorized as serious error, minor 
error or near miss which has the potential to cause harm but does not by chance or 
timely intervention [3]. Operating rooms, along with intensive care units and emer-
gency rooms, are settings which have higher rates of errors with the possibility of 
significant consequences. Surgeons are acutely aware of this and the culture of sur-
gery incorporates evaluation of errors and complications. In the book Forgive and 
Remember, sociologist Charles Bosk describes the role of the surgeon versus the 
internist and its relationship to the patient’s outcome [4]. An internist whose patient 
dies is asked by colleagues “What happened?” compared to the surgeon who is 
asked “What did you do?” highlights the direct responsibility a surgeon has to the 
patient’s outcome. Morbidity & Mortality (M&M) conferences are a long-standing, 
integral part of surgery departments and are an opportunity to review cases and 
discuss error prevention strategies. Disclosure of errors to patients is an ethical 
responsibility of the physician as it respects patient autonomy and places honestly 
and transparency upfront (See Table 16.1). This chapter will detail the evolution of 

Table 16.1 Key Components of Error Disclosure [22]

Acknowledgement Provide details regarding the error and future treatments or necessary care. 
This upholds the ethical principles of beneficence, non-maleficence and 
autonomy allowing the patient to actively participate in their care

Apology Honest and sincere which puts the patient’s interests before personal 
interests. An apology demonstrates respect for autonomy and emphasizes 
beneficence and non-maleficence

Acquisition Analyze the error and identify strategies for prevention and improvement 
which upholds the principle of justice

Note: The surgeon should be candid, transparent and use simple language during the disclosure 
conversation in addition to informing the patient in a timely manner

ileostomy. After an informed consent discussion, the patient agreed to pro-
ceed. The operation lasted a few hours and went as planned. On post- operative 
day two, the patient was noted to have worsening abdominal pain and the 
ileostomy appeared dusky in color.
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disclosure in modern health care, the differences in patient and surgeon perspectives 
on error disclosure, how to close the disclosure gap and review the case presented at 
the beginning.

16.2  Search Strategy

A systematic search in the National Library of Medicine (pubmed.gov) from incep-
tion to October 7, 2020 was conducted. Searches were not restricted by language or 
study type. References of the included articles were also searched manually. The 
search terms included “error,” “surgical error,” “disclosure,” “I’m sorry” and were 
searched using different combinations of terms. There were 22 relevant articles 
selected for inclusion.

16.3  Discussion

16.3.1  History of Disclosure

In the past, professional organizations and hospitals advised physicians not to 
inform patients of adverse events which could bring about malpractice lawsuits. 
When patients became aware of adverse events, health care organizations would 
deny and vigorously defend them. In 1987, after medical error occurred in two sepa-
rate cases at the Lexington Veterans Affairs Medical Center (VAMC), a committee 
was formed to evaluate these events [5, 6]. Initially, the goal was to assist the defense 
in lawsuits however, upon discovering that these errors were due to mistakes that the 
patient or family were not aware of, the committee and VAMC administration 
decided that there was a fiduciary duty to the patient as caregiver. They disclosed the 
errors, and the process of humanistic risk management became known as the 
Lexington model [5]. Honesty and error disclosure was championed by Steve 
Kraman and Ginny Hamm at the Lexington VAMC and they demonstrated that over 
a 7-year period, liability payments were moderate despite a system that seemingly 
encouraged malpractice claims and settlements were similar to other peer institu-
tions. Furthermore, the patient’s best interest was supreme and they received just 
compensation for errors [5].

Different schools of philosophy exist and can be applied in medical ethics how-
ever deontological ethics are most applicable when discussing disclosure. 
Deontological ethics, as described by Immanuel Kant, is a duty-based moral phi-
losophy [1]. The sense of duty or obligation is the moral worth of an action rather 
than the outcome or consequences of the action. In the modern era of shared 
decision- making and respect for persons, most physicians and surgeons believe in a 
duty to disclose error. There is recognition that is it their duty to place the interests 
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of the patient and the profession over their own but how disclosure is performed 
varies significantly. Surgeons may “choose their words carefully” [7] and/or catego-
rize errors as high or low harm limiting their disclosure to those that are high harm 
[8]. Although the moral imperative to inform patients of medical errors exists, there 
remains a gap between acknowledgement of the duty and fulfilling it.

16.3.2  The Patient Perspective

Patient autonomy hinges on physicians being honest regarding the diagnosis, treat-
ments and any errors that may occur. Informing a patient of medical errors allows 
the patient to be an active participant in the decision-making for management of the 
error. This also applies to near misses where there is no apparent harm; it is possible 
that the patient may experience sequelae of the near miss and should be aware of it 
but more importantly, transparency is essential to patient trust. Furthermore, there 
may be significant liability if a patient discovers an error of which they are not 
informed. Patients desire acknowledgement and an explanation of the adverse event 
which includes information, emotional support and an apology [9]. Wu and col-
leagues asked adult volunteers to watch scripted videos of physicians disclosing 
errors and found that a complete apology and acceptance of responsibility were 
associated with better ratings and greater trust [10]. Interestingly, the volunteers’ 
perception of what was said was more important than what was actually said. The 
other component of disclosure that patients specifically want to know is how the 
error will be prevented in the future which is often missing during the disclosure [8]. 
In a 2012 study by Iedema and colleagues, 100 patients and family members were 
interviewed about errors in health care [11]. Few conversations met their expecta-
tions for basic information and an apology. Despite physician acknowledgement 
that error disclosure is ethical, patients do not always feel that it is done adequately.

16.3.3  The Surgeon Perspective

Surgeons have embraced a culture of continual learning and improvement most 
notably in the format of M&M conferences. Though there are favorable attitudes 
toward error disclosure, surgeons do not always inform patients of all the details. A 
culture of silence still exists in surgery and there are a number of contributing fac-
tors [12]. Barriers to disclosure and transparency can include judgment-related 
issues such as less severe complications or near misses, difficult to correct errors or 
feeling less responsible for the error [9]. Adverse events are a known source of dis-
tress for health care workers. Psychological and emotional impacts on the surgeon 
can be significant and include shame, embarrassment and fear of losing reputation 
or patient trust. Surgeons who experience this phenomena have been referred to as 
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the “second victim” and this is associated with feelings of guilt, burnout and depres-
sion [8, 13]. A survey of surgical and non-surgical residents at two academic medi-
cal centers demonstrated that surgical residents who witnessed more instances of 
colleagues being treated harshly for errors, believed they were more likely to be 
treated harshly if they admitted to committing an error, and were less likely to 
express their concerns to colleagues [14]. The punitive nature existing within surgi-
cal hierarchy may further diminish transparency particularly among trainees. 
Another major barrier is fear of litigation. While 50% of lawsuits arise due to a 
medical error, 95% of surgical complications never lead to a lawsuit [12]. In addi-
tion, lack of training in appropriate error disclosure and breaking bad news can also 
be a challenge for surgeons [9]. Whether these are perceived or actual barriers, only 
30% of errors are disclosed [15]. The lack of disclosure to patients is termed a dis-
closure gap. This is a real phenomenon that must be addressed.

When surgeons disclose medical errors, the conversation may be factually accu-
rate but vague and incomplete. Chan et al. conducted a study of 30 academic sur-
geons who were observed discussing errors with standardized patients [16]. The 
participating surgeons did the best with explanation of the medical facts surround-
ing the error but only used the word error or mistake in 57% of conversations. They 
took responsibility in 65%, provided an apology in 47% and validated the patient’s 
emotions in 55% of cases. Discussion of prevention was rare seen in only 8% of 
conversations and in only 20%, a second opinion or transfer of care was offered. A 
more recent survey study of 35 VAMC surgeons demonstrated that the vast majority 
described why the event happened, expressed regret and concern for the patient’s 
wellbeing and treatment strategies to address the adverse event [8]. Nearly all dis-
closed the error within 24 h. Fewer surgeons apologized or discussed if the error 
was preventable and any prevention strategies that could or would be applied. The 
authors also found factors that led to surgeons being more negatively impacted by 
the event: not discussing preventability, a very serious event as determined by the 
surgeon or difficulties with communication. Quality improvement efforts on disclo-
sure increased surgeon wellness. This study highlights surgeons as the second vic-
tim when errors occur.

Gallagher et al. conducted a survey study of physicians and surgeons using stan-
dardized scenarios [3]. The use of the word error occurred at similarly low rates as 
previously mentioned studies and specifically, 56% mentioned an adverse event but 
not an error. They also found that error disclosure was significantly different depend-
ing on how apparent the error was to the patient described in the scenarios. Surgeons 
had greater intention to disclose but provided less information compared to medical 
physicians. In addition, 58% of medical physicians explicitly stated the error com-
pared to 19% of surgeons (p < 0.001). Among the entire survey population, favor-
able attitudes toward disclosure, prior positive experiences with these conversations 
or a feeling of responsibility were associated with greater disclosure of information. 
The results of these studies indicate that training and support for error disclosure 
can be beneficial for both the surgeon and the patient.
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16.3.4  Guidelines for Communication

The previous sections have discussed how and why error disclosures may not be 
adequate from the viewpoint of the two primary stakeholders. While there may be 
other stakeholders including health care organizations, family members, commu-
nity members, the surgeon-patient relationship is supreme. Guidelines and training 
on having these discussions can improve the experiences of the patient and the sur-
geon. The National Quality Forum maintains a list of serious reportable errors to 
increase accountability and their Safe Practices program provides information for 
physicians and health care organizations on addressing unanticipated outcomes 
[17]. Various other organizations including the Massachusetts Coalition for the 
Prevention of Medical Errors and Canadian Patient Safety Institute have established 
guidelines for error disclosure [18, 19]. Important components include frankness, 
using simple and straightforward language, providing details of the error and asso-
ciated treatments, an honest apology and how the physician/team/health care orga-
nization will learn and prevent the error from happening again. More simply, this 
can be summarized as the three A’s: acknowledgement, apology and acquisition of 
data to improve [1]. Furthermore, training in error disclosure, especially during resi-
dency, can have a positive impact. Newcomb et al. published a study of residents at 
a single institution who underwent didactic education and then practiced discussing 
errors with standardized patients [15]. Self-assessment using a “Disclosure of 
Complication Checklist” demonstrated that residents stated they completed the 
tasks and had improved confidence though they rated competence as low. The study 
results indicate that young surgeons benefit from training and may need multiple 
opportunities to practice these skills just as with technical skills.

An important aspect of communication in any surgeon-patient relationship is 
candor. Robert Wheeler defines candor as “full disclosure of truth, motivated by 
wishing to confer benefit on the person to whom the information is being disclosed” 
[20]. In the setting of an error, the surgeon knows the full truth and has a duty to be 
candid with the patient, respecting their autonomy. This is the opposite of spin 
where selective truths are revealed in an attempt to deceive. While the threshold of 
which errors to disclose, especially those with low harm or near misses, is analo-
gous to the decision and discussion of specific risks in informed consent, truth tell-
ing is critical when an error occurs. Candor can strengthen the surgeon-patient 
relationship and it has been shown that patients are more likely to continue with a 
physician who discovers and discloses errors [10].

16.3.5  Facilitating the Disclosure Process

The primary responsibility of disclosure lies with the surgeon, however other stake-
holders, particularly health care organizations and government, can facilitate the 
process. Approximately 30 states have enacted laws that are referred to as “I’m 
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sorry” laws with the basic premise that a physician’s disclosure and apology is inad-
missible as evidence of liability in a lawsuit [21]. On a more local level, health care 
systems should take the lead in creating safe environments for disclosure and trans-
parency to occur. This culture benefits the patient and the physician and ultimately, 
builds trust on multiple levels. Most organizations have legal and risk management 
systems in place and a number of venues to discuss errors, perform root cause anal-
yses and other quality assurance and improvement efforts. The National Quality 
Forum’s Safe Practices program has additional measures that can strengthen the 
disclosure process. These include education and training on disclosure, tracking 
unanticipated outcomes for errors that should be disclosed, providing 24/7 support 
for physicians to be coached prior to disclosure and emotional support following an 
error or near miss to alleviate the symptoms of being the “second victim.” [17] 
Having physicians be involved in prevention and improvement efforts can provide a 
meaningful opportunity for processing the error. Assessing patient satisfaction par-
ticularly if the disclosure met their values and expectations can be challenging but 
involving patients and family members on committees to improve the process can 
be a constructive step. Though supporting the patient and physician are the top goals 
of these programs, there are important financial benefits for health care systems. 
Similar to the financial benefits seen at the Lexington VAMC including lower aver-
age settlements and reduced litigation costs, the University of Michigan reported 
that their program decreased pending lawsuits and led to savings of $2  million 
annually in litigation costs [17]. Justice for a patient who suffers a medical error 
may involve a monetary settlement but past concerns about increasing costs to the 
hospital with disclosure have not borne out upon evaluation. Incorporating best 
practices for disclosure allow for the ethical imperative to be met with additional 
downstream, operational and financial advantages for health care systems.

16.4  Case Conclusion

Dr. X assessed the patient and recommended an immediate return to the operating 
room for exploration. He found that the ileostomy was twisted, resulting in isch-
emia. He was able to resect the ischemic portion and mature a new ileostomy that, 
this time, was properly oriented. The patient returned to the general floor clini-
cally stable.

The error in this case was that the end ileostomy was twisted during the initial 
operation resulting in strangulation and ischemia of the bowel. While it is obvious 
to the patient that he is undergoing a second surgery, it is critical that Dr. X be hon-
est about the reason. The informed consent discussion for any operation includes 
the diagnosis or at least what is known at that time. Once Dr. X discovered the etiol-
ogy of the ischemic ileostomy, he should disclose this as an error to the patient 
including the critical elements discussed in the chapter: sequelae of the error and/or 
any additional treatments that may be needed, a sincere apology, and preventive 
measures to be taken.
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In acknowledging the error, Dr. X should use plain language that makes it clear 
to the patient that this was a technical mistake and not just describe the findings of 
an ischemic ileostomy which could mislead the patient to believe this was due to 
factors outside the control of the surgeon. He can then discuss with the patient how 
he managed the twisted bowel intra-operatively and that the additional resection 
was small and unlikely to affect overall small bowel function. He should also dis-
cuss avenues to review the error such as at an M&M conference and how this event 
will change his practice. Ultimately, Dr. X has a duty to the patient to be candid 
about the error and take responsibility.

16.5  Conclusion

Patients are autonomous individuals who should be aware of medical errors and be 
involved in the decision-making surrounding an error. Surgeons desire to uphold 
their ethical duty to disclose medical errors and with appropriate education and sup-
port, can do this in a manner that puts the patient and profession first and preserves 
the surgeon-patient relationship.

16.6  Selected References

• Gallagher TH, Garbutt JM, Waterman AD, et  al. Choosing your words care-
fully: how physicians would disclose harmful medical errors to patients. Arch 
Intern Med. 2006;166(15):1585–1593. doi:https://doi.org/10.1001/
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• National Quality Forum (NQF). Safe practices for better healthcare—2010 
update: a consensus report. National Quality Forum; 2010. Accessed January 
19, 2021. https://www.qualityforum.org/Publications/2010/04/Safe_Practices_
for_Better_Healthcare_–_2010_Update.aspx

 – This report describes in detail the issues associated with error disclosure 
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Chapter 17
Disclosing Errors of Others

Lulia A. Kana , Emily Marchiano, Andrew G. Shuman, 
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Abstract Surgeons have an ethical obligation to disclose their medical errors to 
patients. Doing so honors the sacred trust at the core of the surgeon-patient relation-
ship. While the ethical and professional considerations surrounding personal errors 
are clear, disclosing errors of others is inherently more complicated. The calculus 
surrounding errors of others incorporates multiple practical and ethical dimensions, 
and the current literature finds less willingness or sense of obligation among physi-
cians to do so. In this chapter, we advocate a proactive approach to error disclosure. 
We discuss the incidence and significance of medical errors, examine the ethical 
arguments surrounding the disclosure of errors made by colleagues and/or at other 
institutions, and narrate systems-level processes to support the disclosure of such 
errors to patients, providers, and institutional regulatory bodies.
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17.1  Introduction

A surgeon has an ethical obligation to disclose medical errors to patients. Doing so 
honors the sacred trust at the core of the surgeon-patient relationship. This is rooted 
fundamentally in truth-telling, a moral action characterized as “right and obliga-
tory” by Beauchamp and Childress in their classic text on Biomedical Ethics [1]. 
Principles of beneficence and nonmaleficence are embraced, in that open and honest 
investigation of adverse events allows institutions and practitioners to leverage neg-
ative patient experiences to improve patient safety (Table  17.1). Knowledge of 
errors additionally enables informed, autonomous decisions about future care, and 
the justice principle is supported by, among other things, fostering appropriate com-
pensation when indicated (see Table 17.1). While this approach to medical errors is 
not universally followed, the ethics are self-evident, and the financial and legal 
advantages have also been established [2, 3].

Medical errors are prevalent in healthcare and contribute to thousands of patient 
deaths in the United States every year [4]. While medical errors are often discussed 
in relation to inpatient hospital care, such errors can also impact other aspects of 
healthcare systems, including outpatient clinics, pharmacies, and homecare 

Table 17.1 Ethical principles in relation to disclosing errors of others

Principle Application

Autonomy Knowledge of errors made by colleagues/institutions empowers patients to 
make informed, autonomous decisions about future medical care.

Beneficence Open and honest investigation of medical errors made by colleagues/
institutions allows practitioners to leverage negative patient experiences to 
improve patient safety.

Nonmaleficence Disclosure of errors safeguards patients against future harm and can mitigate 
psychological and emotional stress that may be precipitated by a lack of 
transparency. On the other hand, surgeons also have an obligation not to 
disparage the skills of another surgeon for malicious reasons.

Justice Disclosure of medical errors made by colleagues/institutions can ensure 
rightful compensation, fiscally or otherwise, to patients when indicated and 
address inherent biases that may adversely engender errors and 
nondisclosures.

Case
A middle-aged patient presented to voice clinic with persistent dysphonia fol-
lowing a left hemithyroidectomy for benign disease that was performed one 
year ago at another institution. The patient had been told by her surgeon that 
the dysphonia was likely due to intubation and was just “one of those things.” 
Evaluation in the voice clinic found a severely hoarse vocal quality and left 
vocal fold paralysis consistent with left recurrent laryngeal nerve injury.
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facilities, contributing to growing economic healthcare costs, decrease in patient 
satisfaction and trust, and distress for providers [4].

Given the prevalence of medical errors in medicine as well as the ethical dilem-
mas surrounding this topic, it behooves surgeons to develop an understanding of the 
ethical underpinnings surrounding error disclosure. In this chapter, we will discuss 
the incidence and significance of medical errors, examine the ethical arguments sur-
rounding the disclosure of errors made by colleagues and/or at other institutions, 
and discuss systems-level processes to support the disclosure of such errors to 
patients, providers, and institutional regulatory bodies.

17.2  Search Strategy

We utilized the following search terms in PubMed: truth disclosure[mh] OR 
candor[ti] OR candour[ti] OR forthright[ti] OR honest[ti] OR honesty[ti] OR 
truth[ti] OR truthful[ti]) AND (medical errors[mh] OR error[ti] OR errors[ti] OR 
mistake[ti] OR mistakes[ti]) AND (ethics[sh] OR history[sh] OR ethic[ti] OR 
ethical[ti] OR ethics[ti] OR historical[ti] OR history[ti])) OR ((error[ti] OR errors[ti] 
OR mistake[ti] OR mistakes[ti]) AND (disclose[ti] OR disclosing[ti] OR 
disclosure[ti] OR disclosures. This resulted in 473 texts. Titles were reviewed for 
relevancy and abstracts identified were further explored. The references of articles 
deemed to be relevant were included for evaluation and then additional texts were 
identified thereafter.

17.3  Discussion

17.3.1  Medical Errors

In the Institute of Medicine’s To Err is Human, the definition of an error is “the 
failure of a planned action to be completed as intended or the use of a wrong plan to 
achieve an aim.” [4]. Injuries that occur as a result of medical management rather 
than from an underlying disease process are termed adverse events, and events due 
to errors are considered preventable adverse events [4]. Quantifying incidence of 
adverse events has been examined globally through large retrospective reviews of 
patient outcomes, including incidence data from Australia (16.6%), [5] Canada 
(7.5%), [6] and the United Kingdom (10.8%) [7]. Examining data from New York, 
Utah, and Colorado revealed that more than 40% of adverse events were classified 
as operative [8, 9]. Given the current legal tort system in healthcare, surgeons are 
vulnerable and fearful of litigation, collectively contributing to systemic challenges 
that discourage error disclosure [10].

17 Disclosing Errors of Others
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17.3.2  Error Disclosure: Personal Errors

It is widely recognized that physicians have an ethical obligation to disclose medi-
cal errors made by themselves to patients. Doing so honors the trust that is at the 
heart of the doctor-patient relationship. According to the American Medical 
Association, in order for patients to be fully informed and engaged in their care, 
patients are entitled to information, including knowledge of medical errors [11]. 
Furthermore, the American College of Surgeons Code of Professional Conduct 
states that surgeons have a responsibility to “fully disclose adverse events and medi-
cal errors” [12].

Current literature documents patients’ desire for disclosure of errors with a focus 
upon nature and causality of the error and how consequences and incidence will be 
mitigated and prevented in the future [13]. It is therefore not surprising that the most 
common reason for patients to pursue litigation against physicians is due to a lack 
of communication surrounding the circumstances of an error [14]. Honesty and 
integrity, hallmarks of any honorable profession, are at the heart of personal error 
disclosure and may even discourage patients from seeking legal recourse in such 
situations.

In 2001, the University of Michigan adopted a transparent, principle-based, and 
proactive approach to patient injuries and malpractice claims [2]. This approach 
acknowledged that medicine is inherently dangerous and that avoidable medical 
mistakes can lead to unintended outcomes even with the best of intentions. Adverse 
events were openly and honestly discussed with patients and families, with a focus 
on learning and improving safety, as well as apologizing and offering fair compen-
sation when appropriate. Implementation of this methodology has, among other 
things, led to a reduction in institutional malpractice claims. Then-Senators Obama 
and Clinton highlighted this as a model for (still-awaited) tort reform [3]. This 
approach is now embodied in a best-practice toolkit [15].

While specific details of self-error disclosure may vary, there is no ethical debate 
about the obligation to do so. But what is a subsequent or co-treating physician to 
do about recognized errors by other providers and/or at other institutions? What if, 
as in the index case, the clinical facts indicate that the patient has been harmed and 
that other providers or institutions have not been forthright or have intentionally 
misled the patient? What are the professional and moral obligations of the subse-
quent treating physician? In the remainder of this chapter, we examine the ethical 
discourse surrounding disclosing errors of others to patients, providers, and 
institutions.

17.3.3  Error Disclosure: Errors of Others

While the American Medical Association’s stance on disclosure of personal errors 
to patients is clear, the disclosure of errors made by other providers is less instruc-
tive [11]. When a medical error is identified by a professional, the association 

L. A. Kana et al.



233

recommends the provider to report incompetent/impaired colleagues and also 
encourages having the referring provider disclose their error to the patient [11].

Physicians hold conflicting views regarding their obligation to disclose errors 
made by other physicians and to whom this obligation is directed. One study found 
that physicians varied in their methods of disclosure but tended to lean towards 
partial/non-disclosure to the patient, with some citing that the physician who made 
the error should instead be responsible for disclosure [16]. Another survey of physi-
cians revealed that disclosure of errors made by other clinicians was found to be 
event, physician, and/or organization-dependent, with over half of participants stat-
ing they would not disclose such to the patient [17]. This position does not directly 
conflict with the American Medical Association’s stance on this topic, which urges 
the provider to encourage the referring provider to disclose to the patient [11]. But 
it is simultaneously a position that is difficult to support with a valid ethical 
argument.

The American College of Surgeons proclamations regarding Surgeons and 
Society state that every surgeon has a responsibility to safeguard patients from harm 
due to impaired or incompetent colleagues and to both participate in institutional 
peer review processes and assist impaired surgeons in receiving appropriate care 
and support for their condition [12]. Reflecting the potential for misuse of this prin-
ciple, it is also stated that surgeons are not to disparage the actions or skills of 
another surgeon for malicious reasons [12]. The complex and at-times conflicting 
ethical and personal professional considerations at play in these situations will be 
readily apparent to both medical physicians and surgeons. Prominent among these 
is recognition that lack of presence in the moment significantly limits contextual 
and possibly also factual understanding of a medical error. This in part engenders 
the strong tradition of loyalty to other physicians and recognition that as physicians 
we are human, and we all make mistakes.

The characterization of an error and the role or not of a provider’s negligence 
leading to negative outcomes may be somewhat ambiguous in a given situation. 
Morreim breaks this down by grading adverse outcomes into five levels (see 
Table 17.2) [18]. An adverse outcome is not synonymous with an error, nor is a dif-
ference in professional practice equivalent to incompetence [18]. She argues that the 
care by a physician is not judged based on outcomes but by the reasoning behind 
such a decision and skill involved in performing specific tasks [18]. In order to 
accurately grade an event into one of the aforementioned levels, it can be argued that 
the role of the physician must be clearly known first, and as a result, it would be 

Table 17.2 Levels of adverse outcomes

Level 1 Negative outcomes occurring not due to a faulting physician
Level 2 Correct decision-making leading to an unforeseen/unexpected negative outcome
Level 3 Differing practice patterns within the standard of care that cause negative outcomes
Level 4 Poor, though not egregious, judgement/skill from a physician with no concerning 

practice pattern
Level 5 Significant and egregious deviations from the expected standard/quality of care

Adapted from Morreim [18]
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difficult to do so unless the provider directly involved with the case was present at 
the time of the event. As a result, the situational factors of such circumstances merit 
discussion.

Healthcare is often delivered through a network of consulting physicians at dif-
ferent institutions, further adding to complexity in assigning responsibility and 
blame [19]. It can be difficult to discern the details of an encounter from viewing 
medical records alone as conversations between providers and patients as well as 
steps for disclosure may not have been thoroughly documented [19]. During proce-
dures, a supervising physician may be unaware that an error had occurred if he or 
she was not directly responsible for or proximately involved in it. This explains the 
tendency of physicians who may prefer recusing themselves from disclosing errors 
of other physicians. Further, because patients may want information surrounding 
the error, how such a situation will be prevented in the future, and the implications 
of the error moving forward [13], this information can be difficult to provide from a 
physician who was not present in the case.

Additionally, it may be challenging for a physician to surmise which team mem-
ber was responsible for an error or injury and how exactly it might have occurred. 
Several studies have explored provider-provider expectations with regards to error 
disclosure. One report found that providers have an expectation from their col-
leagues to report errors to them first rather than to patients directly and likewise 
prefer to report errors made by other physicians to their peers first and advise them 
to discuss the error with their patient [20]. In another study, when providers were 
asked about previous treatments that involved a medical error by another physician, 
participants stated concerns that pursuing such disclosure directly to patients would 
unnecessarily cause damage by inducing worry as well as harming collegial rela-
tionships [16]. These data contextualize the reticence that exists in the medical com-
munity with regard to addressing and exposing errors of others.

While the impact of healthcare fragmentation complicates disclosing docu-
mented or suspected errors of others, the fiduciary nature of the medical profession 
as a whole necessitates that physicians safeguard patients against incompetence 
[18]. In a qualitative study examining patients’ preferences surrounding error dis-
closure of inter-system medical error discovery, it was found that patients express a 
desire to have a subsequent treating physician disclose errors made by referring 
providers [21]. Furthermore, patients considered inter-system medical errors to be 
the same as those that were self-discovered [21]. Similar to the ethical principles 
supporting disclosure of one’s own errors as outlined above, participants cited their 
belief that the medical profession depends on honesty and transparency to promote 
fully informed actions by patients [21].

As such, patients are entitled to information that may specifically pose a risk to 
their well-being, and ethical and professional duty mandates that physicians are not 
ambiguous in exposing errors of others even when it is practically difficult or 
uncomfortable to do so. Importantly though, because of the inherent uncertainties in 
fully understanding such errors, the process of error disclosure should promote an 
environment of transparency that is rooted in patient safety and quality of care 
through both communication with the patient as well as respectful communication 
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with the involved colleague. Providing emotional support to both the patient and the 
provider/care team involved in the error should be embedded in this care model. The 
discovering provider should, where appropriate, invoke a tone of uncertainty inher-
ent in not having been present, suggesting that the patient further discuss with their 
previous physician the specific aspects of the care in question. The subsequent treat-
ing physician may also have concerns about quality of care without line of sight to 
define a specific error, and/or be asked for a second opinion in which the patient is 
still considering additional care under the previous physician or institution.

In such cases, it is incumbent upon the subsequent physician to provide honest 
guidance without malice. This can be accomplished in most cases in a diplomatic 
manner that emphasizes advantages of alternative care settings or approaches, rather 
than focusing upon impugning the reputation of others. While there is certainly an 
element of information manipulation with this approach, it can accomplish the 
goals of quality of care while acknowledging uncertainties inherent in assessing 
potential errors of others. Notably though, if there is concern for truly and consis-
tently substandard care, it only addresses the particular patient in question while 
doing nothing for future patients at a previous treating institution.

To protect future patients, the professional duty of the discovering provider to 
report circumstances of the case “up the chain” merits discussion. Promoting the 
integrity of the medical profession as an institution can be seen as an additional duty 
of a physician in this context. In The Road to Character, David Brooks writes of an 
individual’s responsibility to institutions in which we work as “accepting the gifts 
of the dead, taking on the responsibility of preserving and improving an institution 
and then transmitting that institution, better, on to the next generation…commit-
ments to something that transcends a single lifetime…an inheritance to be passed 
on and a debt to be repaid” [22].

Morreim [18] wrote about responding to unethical or incompetent colleagues. 
While doing so is both difficult and important, it also requires “courage, integrity, 
and wisdom” [18]. She opines that fear of “being either the agent or the recipient of 
unfair accusations and reprisals” can be a strong incentive to ignore this type of 
problem but also feels that there is no choice but to act [18]. She continues: “One’s 
own professional integrity is compromised when one permits the integrity of one’s 
profession to be compromised. And the care of all patients is jeopardized if physi-
cians do not care about their own profession” [18].

According to the American Medical Association’s code of ethics, physicians 
who believe a colleague is incompetent or has engaged in unethical behavior have 
an obligation to report this circumstance, and they advocate a graduated approach 
beginning with notifying the related clinical authorities, institutional peer review 
body, or state society, with reporting to state licensing boards or other higher author-
ities being an option for the most serious or recalcitrant circumstances [11]. 
Institutional programs, professional societies, and state oversight bodies are a means 
to monitor the skill and conduct of providers. However, there still exists the poten-
tial for errors of lesser gravity to occur. Given medicine’s long-standing history of 
self-governance, it has been argued that only physicians can reasonably gauge a 
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colleague’s competence [18]. Thus, physicians have a duty to maintain public trust 
of physicians and overall safety of patients by disclosing the errors of colleagues.

17.3.4  Systems-Level Process Improvement

Strategies to overcome the disclosure gap in medical error reporting have recently 
been proposed to streamline the process. For example, a “disclosure time out” can 
provide a space for the surgical team to establish clarity and consensus regarding an 
adverse event and institutions may also look to invest in disclosure coaches, or pro-
fessionals who are well-versed in the optimal delivery of disclosure and dialogue 
with patients and families, to assist in preparing for these conversations [23].

To address medical error reporting on an institutional level, an ethical framework 
was proposed for how and why institutions should address interfacility medical 
error discovery. Physicians are identified as key players in addressing the gap that 
exists about medical error discovery between healthcare institutions [24]. The 
authors argue that disclosing errors ultimately ensures optimal patient care through 
the promotion of feedback loops, identifies gaps in the current method, ensures col-
laboration amongst institutions through open communication, and instills account-
ability amongst providers to promote increased transparency [24].

Multidisciplinary professionals proposed an outline for how to practically man-
age the disclosure of medical errors made by other physicians [25]. In their pro-
posal, they suggest utilizing provider-provider discussions to initiate the conversation 
and assembling institutional-level support to install a disclosure coaching program 
to promote a “just culture” [25]. This “just culture” is an attempt to balance the 
accountability of individuals and the system when approaching problems in health-
care in order to move away from an environment that places individual blame 
towards one that embraces collective responsibility [26]. However, while such strat-
egies have been proposed, eventual broad implementation is a moving target.

Finally, while the ethical obligations in support of error disclosure should not be 
conflated with a physician’s legal obligations, there may be state or other regula-
tions governing legal obligations for disclosure. Therefore, in addition to under-
standing the ethical obligation towards disclosure of medical errors of others to 
patients and institutions, it behooves surgeons to also understand their obligations 
towards error disclosure from a legal standpoint. For example, under the Michigan 
Public Health Code, physicians are mandated to report another licensed health pro-
fessional to the Michigan Department of Licensing and Regulatory Affairs for vari-
ous reasons, including incompetence, substance abuse, fraud, and unprofessional 
conduct [27]. Thus, a provider has a duty in this regard and those who fail to do so 
may suffer legal repercussions.
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17.4  Conclusion

Surgeons have a clear ethical and moral obligation to disclose errors. The profes-
sional considerations surrounding one’s own errors are clear although specifics of 
disclosure will vary by individual and institution. Disclosing errors of others is 
inherently more complicated. The moral calculus surrounding errors of others 
incorporates multiple practical and ethical dimensions, and current literature finds 
less willingness or sense of obligation among physicians to do so. Nevertheless, a 
surgeon’s ethical obligation to disclose the errors of others must supersede any 
arguments to the contrary. Such disclosures should acknowledge, as appropriate to 
the situation, any uncertainties inherent in not being present at previous care, be 
respectful and professional, and include communication with involved physicians. 
The formidable potential significance of reporting such errors to oversight bodies 
mandates diligent and thoughtful case by case consideration with cases of clear 
surgeon incompetence, impairment, or willful deception to likely be the primary 
situations when this avenue should be pursued. Ongoing systems-level recommen-
dations and innovations are rightfully guided by the principle of creating a culture 
that embraces collective rather than individual responsibility and in doing so, 
encourages reporting errors of others.

17.5  Selected References

• Dossett LA, Kauffmann RM, Lee JS, et al. Specialist physicians’ attitudes and 
practice patterns regarding disclosure of pre-referral medical errors. Ann Surg. 
2018;267(6):1077–83. https://doi.org/10.1097/sla.0000000000002427.
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regards to pre-referral medical error disclosure.

Case Resolution
In our index case, the high likelihood of surgical error was disclosed to the 
patient, and relevant surgical anatomy was discussed in order to contextualize 
the disclosure and logical nature of this conclusion. Uncertainty as to the 
mechanism of nerve injury (e.g., transection versus retraction injury) was 
acknowledged. Any questions were answered in a forthright and transparent 
manner. Written correspondence detailing the findings and the discussion 
with the patient was sent to the referring and primary care physicians with 
whom the patient was encouraged to have further discussions regarding the 
circumstance.
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18.1  Introduction

Most, if not all, decisions regarding medical liability are performed by judges or lay 
jurors. Since neither of them are educated in the medical field, they depend upon the 
testimony and opinion of the medical expert witnesses (MEW) in order to get 
knowledge and a complete understanding of the matters under discussion. The great 
military surgeon Ambroise Paré (1510–1590) astutely observed that “… judges rule 
according to how they are informed by the experts” [2]. The role of the MEW is of 
paramount importance to defend the rights of patients harmed with disability or 
even death and also of physicians, who although performing under the umbrella of 
their expertise, may have had failures or unexpected outcomes. The purpose of the 
MEW is to illustrate to the judges and juries what the defending practitioner did, 
what should have been done or not under the particular circumstances of the case 
and if that behavior is consistent with negligence due to breach of the standard of 
care [3].

A MEW, also known as a skilled witness, is a physician qualified, by reason of 
his or her education, training, skills, knowledge and expertise to testify on a particu-
lar medical situation involving the patient and his or her physician under certain and 
determined circumstances of time, place and surrounding features. Their role is to 
decipher, evaluate, assess, criticize or agree with the medical conduct and decisions 
in cases of alleged malpractice, including negligence, imprudence or unskillfulness, 

Case
Dr. Helen Jones is a well-respected, board certified academic gastrointestinal 
surgeon who primarily focuses on the treatment of biliary and pancreatic can-
cer diseases, having completed a fellowship at a top institution. She has 
endured a stormy divorce and her children’s educational debt and home mort-
gage are worrying her. She has been approached by a local law firm to hire her 
services in a case against Dr. Philip Austin, a well-known hepatopancreatobi-
liary (HPB) surgeon in private practice in the same city. Upon reviewing the 
medical records and pertinent documents, including the depositions from both 
sides and additional documentation, and having been offered an exorbitant fee 
schedule, she decides to accept the role of a medical expert witness. She is 
conflicted as she does consider Dr. Austin to be a top surgeon in his field of 
practice. The case revolves around the death of a 69-year-old lady with a car-
diac history who had undergone a Whipple procedure. She died on her 30th 
postoperative day due to an acute myocardial infarction. She is uncomfortable 
confronting Dr. Austin’s actions in front of the jury, but the offered fee sub-
stantially exceeds her expectations. In her mind, she believes Dr Austin has 
not been negligent in his management of the case, but she chooses to be on the 
plaintiff’s side for, if not her, another physician will be employed in this role.
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based on the facts provided by the medical records and witnesses. The role played 
by the medical records is of the utmost importance and will allow the MEW to per-
form the task. Ideally that person should have knowledge of that particular field of 
medical topic in discussion. For their time and expertise, the MEW is entitled to a 
fee or honorarium surrendered by the party who hires him or her. However, there are 
legal systems where side expert witnesses, guided by an impartial approach, coexist 
with the official expert witnesses. It is important to distinguish the role of a standard 
witness (also known as a fact witness), who provides only facts from that of the 
expert witness, who is skilled in some appropriate field or discipline and thus is able 
to provide opinion about the facts that have been collected and knowledge and the 
critical assessment of those collected facts. The MEW provides assessment if the 
physician at trial performed within the appropriate standard of care, despite not hav-
ing been present during the delivery of the health care that is now the subject of 
malpractice [4].

Challenges to the ethical principles as described by Tom Beauchamp and James 
Childress may be encountered during the activity of the medical expert witness in 
court [5]. The four ethical principles (justice, autonomy, beneficence and nonmalefi-
cence) offer a systematic approach to Medical Ethics and serve as a frame for solv-
ing conflicts. A typical challenge, confronted by all the four ethical principles, is 
linked to the truthfulness and impartiality the MEW must keep in mind when per-
forming the testimony. The principlist approach serves as a list of moral and ethical 
criteria which assist in solving conflicts in the work of a medical expert witness. 
Each principle may be linked to different aspects in the field of expert witness testi-
mony and thus helps in developing a typology, as can be seen in Table 18.1, which 
will serve as a guideline for discussion.

18.2  Search Strategy

A search using the following MeSH terms (ethics, surgical ethics, expert witness, 
expert witness testimony, malpractice litigation, ethical conflicts, standard of care) 
was performed in these databases: Pubmed, Medline and LiLacs. The years of 
search spanned from 1995–2020. References included within the retrieved publica-
tions were further assessed and those considered the most appropriate have been 
included in the chapter’s list of references.

18.3  Discussion

The well-known 1767 English legal case of “Slater vs Baker & Stapleton” contrib-
uted not only to the development of the informed consent process but more signifi-
cantly it laid the foundations of the standard of care concept as well as the role of 
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the expert witness. Baker, a surgeon, and Stapleton, an apothecary, were summoned 
by Slater, who had suffered a fracture of his leg. Due to poor healing, Baker and 
Stapleton decided to refracture the bone and apply a device to stretch and straighten 
the fracture. When expert witnesses were called to offer their testimony, they con-
sidered that the therapeutic management had been contrary to standard practice and 
that both professionals have acted contrary to the rule of the profession and per-
formed what no surgeon ought to have done. The ruling stated, “Physicians and 
surgeons were to be judged by the usage and law of surgeons … the rule of the 
profession as testified to by surgeons themselves” [6].

Years ago, because of a so-called “conspiracy of silence”, hiring an expert physi-
cian to testify and provide standard of care guidelines for the plaintiff was difficult. 
The situation has reversed, since the economic compensation may be pretty benefi-
cial, as in the case of the theoretical Dr. Jones.

Principle Topics

Justice –  Medical/ surgical diligence and 
expertise

– Admissibility of the MEW testimony
– Honesty
– Truthfulness and impartiality
– Reliability
–  Definition and assessment of the 

standard of care
– Assessment of potential harms

Respect for 
autonomy

– Avoidance of “hired guns”
–  Disclosure of the expert own 

experience
–  Recognition of pressure from either 

party
Beneficence –  Medical/ surgical diligence and 

expertise
–  Definition and assessment of the 

standard of care
– Appropriateness of the testimony
– Truthfulness and impartiality
– Reliability
– Accountability

Non-Maleficence –  Medical/ surgical diligence and 
expertise

–  Definition and assessment of the 
standard of care

– Appropriateness of the testimony
– Truthfulness and impartiality
– Reliability
–  Not contingent on final results of 

claim
– Avoidance of hindsight bias

Source: Author’s own work

Table 18.1 Typology of 
ethical topics in the expert 
witness activity
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The role of the MEW should be considered within the scope of medical practice 
and accordingly, subject to scrutiny in two ways: in the legal scenario by a potential 
accusation of false testimony; and in the professional arena by peer review. The 
resolution of medical malpractice claims relies on the expert witness testimony 
which helps the judge and jury to understand medical topics, which may be com-
plex. The MEW is invaluable to educate the court on the science and practice of 
Medicine and Surgery. Thus, there is an ethical duty imposed on the MEW for the 
provided testimony to be truthful, fair and unbiased so it may achieve validity, 
objectivity and soundness in front of the court.

The ethical aspects and moral obligations of the MEW must be highlighted since 
testimony which is unethical and untruthful may lead to flawed sentences. Some 
examples include testimony which just represents the opinion of the expert witness 
and is not grounded on medical records or facts; the lack of a precise causal relation-
ship; testimony definitively mistaken or biased or against accepted variations within 
the standard of care or influenced by a hindsight bias. These are all examples where 
truth has not been the beacon of the MEW’s assessment and opinion. The MEW 
may be confronted by ethical or moral dilemmas, represented by the decision- 
making quandary between two or more plausible moral imperatives.

Although medical malpractice litigation seems to be a present epidemic with 
worldwide expansion and compromises many fields of medical practice (mainly, 
surgery, anesthesia, gynecology, obstetrics and neonatology), its incidence was also 
high in the early twentieth century [7].

The declaration of medical professional liability is based on the following points, 
which need to be proven through substantial evidence during the process:

 1. Duty: represented by the standard of care which should have been provided in a 
similar case under similar circumstances by similar physicians

 2. Breach of duty: the assessment of the magnitude, level or degree of that viola-
tion of duty

 3. Damage: represented by harm, disability or death of the patient
 4. Causal relationship: comprises three aspects: between the breach of duty and the 

damages, chronological and topographical.

Since the judge and jury are lay personnel, the legal system, based either on com-
mon law (British tradition) or codified law (Roman and French tradition) rely upon 
experts to illustrate and educate about the above-mentioned points. There may be 
civil cases against a physician, where the discussion is about the monetary compen-
sation for an inflicted harm, or criminal, where the physician’s freedom and punish-
ment is at stake. In many countries, mainly in those with codified laws, professional 
liability claims may advance in both jurisdictions.

The whole system of expert witness testimonies is grounded upon the fact that 
the MEW should be independent, neutral, unbiased and adjusted to right when 
offering expert counsel in a sincere and reliable way with the sole objective of pro-
viding truth and better judgment. However, in real life things may not be so straight-
forward; the role of the MEW is not that of an advocate but of an educator on topics 
in which the judge and the jury are not familiar. In adversarial systems, such as the 
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American one, the plaintiff’s attorney is devoted to winning the case more so than 
being worried for finding the real truth of the facts [8].

From an ethical standpoint, the duties of a MEW arise from the following two 
conditions:

• The implicit moral contract amongst the members of the medical profession and 
between them and the society, which overlays the foundations of the physician’s 
responsibility to the entire society, to Medicine as a whole and to the self- 
regulation of the medical profession.

• The professional duty to use scientific knowledge entrusted to physicians to 
serve others, including those involved in a litigation process, the administration 
of justice and society in its totality.

The ideal circumstance should be that in which the MEW plays his/ her role role 
with full trust from the public, but society should also be concerned if the judiciary 
is targeting the moral and ethical responsibilities involved in their activity. Gross 
holds a very strong view regarding the role of the expert witness: “to put it bluntly, 
in many professions, service as an expert witness is not considered honest work, the 
contempt of lawyers and judges for experts is famous” [9].

18.4  Justice

The foremost objective of a trial is to find the truth, grasp and shed light about the 
medical facts of the care of a patient under particular circumstances of time, place 
and person and thus provide justice to both parties. There are several topics which 
compromise the ethical principle of justice in the performance of Dr Jones and 
which emerge clearly from the typology offered in Table 18.1. The Courts consider 
the MEW as an expert in the medical field with a specific background and knowl-
edge grounded in his or her training, skill or abilities. The role of the MEW is com-
pletely different from that of the percipient witness, in the sense that the latter one 
provides information about what has been seen, heard or experienced, meanwhile 
the MEW provides an expert opinion based on the assessment of the medical records 
and other proofs.

The goals of the MEW are [10]:

• Provide a reliable and trustworthy opinion about the presumed existence of 
malpractice

• Define the standard of care in the precise circumstances which surround the case
• Describe precisely if the physician’s demeanor adjusted itself to the established 

standard of care
• Specify the harm suffered by the patient and the severity of disability
• Detail the causal, topographical and chronological relationships between the 

delivery of care and the definitive clinical outcome
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The qualifications of a MEW include professional competence, intellectual accu-
racy, precise data analysis and recollection and unbiased methodology to perform 
judgments. In many countries, each side hires its own expert, while in other systems 
these party or side experts work alongside official experts, appointed by the courts, 
providing impartial and unbiased opinions. This last situation may provide unbi-
ased, objective and prevalent opinion about a given subject. The accuracy, reliability 
and truthfulness of the expert testimony may be affected by the collected facts, the 
medical record documentation and personal factors of the expert witness (qualifica-
tions, reasons and motives, biases and personal interests). The MEW final report 
should be based on the collected evidence of the medical case, which pertains the 
review and thorough assessment of all the medical records, taking into account that 
these have been completed by the physicians involved in the claim.

The US Federal Rule of Evidence 702 establishes the requirements of the expert 
witness testimony: “If scientific, technical, or other specialized knowledge will 
assist the trier of fact to understand the evidence or to determine a fact in issue, a 
witness qualified as an expert by knowledge, skill, experience, training or education 
may testify in the form of an opinion or otherwise” [11].

It further adds the requirements that:

• The testimony is based on sufficient facts or data,
• The testimony is the product of reliable principles and methods, and
• The expert has reliably applied the principles and methods to the facts of the 

case. [11]

The admissibility of the expert witness testimony was expounded by the American 
court system through different precedents including the following:

• The Frye standard (1923): refers to a case where the admissibility of a blood 
pressure deception test in evaluating truthfulness of a response of a witness was 
in discussion. The Court considered that expert opinion based on a scientific 
technique is admissible only when the technique is generally accepted as reliable 
in the relevant scientific community, which was not the case in this court pro-
ceeding [12].

• The Daubert standard (1993) defined the benchmark for the acceptance of expert 
testimony in federal courts. It was linked to birth defects which were considered 
the result of the prenatal use of bendectin (combination of doxylamine, dicyclo-
mine and pyridoxine) widely used for the treatment of nausea and vomiting dur-
ing pregnancy until 1983 [13]. But the assumptions about the side effects of 
bendectin were dismissed since this position did not meet the “general accep-
tance in the scientific community’ standard. The Supreme Court of Justice set the 
guidelines to assess the appropriateness of the expert witness methodology. The 
guidelines encompass the following five elements:

 (a) Whether the theory or technique in discussion has undergone test
 (b) If it has been exposed to peer review and/or publication
 (c) The potential rate of error associated with its use
 (d) Existing standards and/or regulations regarding use or operation
 (e) Predominant acceptance within the academic circle
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The Daubert standard was further confirmed and expanded by two additional 
cases: General Electric Co v Joiner in 1997 [14] and Kumbo Tyre Company v 
Carmichael two years later [15].

In accordance with these guidelines the testimony of Dr Jones cannot rely solely 
on her opinion, but needs to be based on scientific evidence in order to be accepted 
in court, since the other party may request a Daubert challenge to contest her 
testimony.

The definition of the standard of care and its application to a particular situation 
represents the core issue in every professional liability claim and is also encom-
passed by an ethical approach with proper observance of the ethical principles. 
Establishing if the standard of care in a particular case defines the case at hand or 
not, and therefore represents a breach of the duty of care, is of paramount impor-
tance for the final determination of the case.

The development of the concept of standard of care derives from two legal cases. 
The first one is not related to the medical field, but with the sinking of two barges 
guided by tugboats. The T.J. Hooper case (1932) dealt with the plaintiff’s 2 barges 
were towed by the defendant’s tugboats (TJHooper and Montrose). The case started 
with the cargo owners sueing the owner of the barges which sank during a storm, 
and then repeated the action against the owner of the tugs towing the barges. All the 
vessels were found to be unseaworthy. Also, the tugs were negligent for failure to be 
rigged with reliable radios, which may have aided them during the storm. Judge 
Hand considered that there are precautions so imperative that if the utility of a safety 
safeguard outranks the cost of it, then it is negligent not to carry the safety safe-
guard. This case is regarded as the initial cornerstone in the legal appreciation of 
custom and standard of care, considering that if there is a practice that is reasonable 
but not universally “customary” it may still be used as a measure of the standard of 
care [16].

In the second case, the plaintiff Barbara Helling sued her team of ophthalmolo-
gists, Thomas Carey and Robert Laughlin. The patient, who was 32 years old when 
diagnosed with glaucoma, sued the ophthalmologists for medical malpractice, 
alleging that she suffered severe and permanent eye damage as result of the ophthal-
mologists’ negligence in failing to timely perform a pressure test for glaucoma [17]. 
Although the expert witness considered that as the patient was under 40 years and 
the incidence of glaucoma among this age group was very low (1 in 25000), it was 
not standard to test patients under 40 years with a tonometry test. Both the trial and 
appellate courts ruled in favor of the ophthalmologists, but the Supreme Court of the 
State of Washington overruled in favor of the plaintiff, deciding that being that the 
test was readily available, inexpensive and harmless, it should have been performed. 
Justice Hand’s decision in the T.J.Hooper case was quoted in this sentence, which 
also mentions a court decision by Justice O W Holmes from 1903: “What usually is 
done may be evidence of what ought to be done, but what ought to be done is fixed 
by a standard of reasonable prudence, whether it usually is complied with or 
not” [18].

This approach set a worrisome precedent for medical malpractice cases [19], but 
in more recent cases there is a constant effort to ensure that jurors understand that 
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the concept of standard of care is not equal to perfection in practice. It should be 
acknowledged that the standard of care should not be associated with a perfect and 
ideal care, or of care with a perfect result or even with the personal approach of the 
expert witness. It is more reasonable to refer to an appropriate standard of care, thus 
allowing a range of therapeutic options, and not the personal preference or inclina-
tion of the expert witness, as in the case in discussion. The difference between 
malpractice and maloccurrence should also be emphasized, representing the latter 
in any bad or undesirable outcome unrelated to the quality of care provided.

In the 1985 case of Hall v Hilbun, the Mississippi Court sentence provided a new 
approach in the definition of the standard of care in the present era. Patient Terry 
Hall’s husband filed a malpractice claim against Dr. Hilbun, the surgeon who had 
operated on her due to a small bowel obstruction, dying because of respiratory fail-
ure after the operation. In addition, the autopsy revealed a retained sponge, but 
which had not contributed to her death. Dr. Hoerr, a retired surgeon from Cleveland 
was summoned as expert witness but was initially disqualified because he was not 
familiar with the local standard of care. In the appeal, the state Supreme Court pro-
vided the adoption of a national standard of care: “Given the circumstances of each 
patient, each physician has a duty to use his or her knowledge and therewith treat 
through maximum reasonable medical recovery, each patient, with such reasonable 
diligence, skill, competence and prudence as are practiced by minimally competent 
physicians in the same specialty or general field of practice throughout the United 
States, who have available to them the same general facilities, services, equipment 
and options” [20].

What happens when the MEW does not abide by the principles? Traditionally 
judicial immunity had been granted to expert witness testimony, by application of 
the US Supreme Court ruling in Mitchell v Forsyth, which established differences 
between qualified and absolute immunity. This distinction endorsed the activity of 
many “hired guns” providing opinion without grounds and justification [21]. The 
need of accountability regarding the consequences and substance of the expert wit-
ness testimony started to be challenged in the Brousseau v Jarrett case [22]: the 
plaintiff suffered personal injuries in a hit-and-run collision. The defendant was a 
surgeon hired to manage the injuries and was requested to prepare reports about the 
disability of the plaintiff for medico-legal purposes. His last report stated there was 
no residual disability from the accident, which did not correspond to the sequelae 
and the severe nature of the injuries. The defendant, hired by insurance companies 
to provide medical reports detailing harm and disability, did so in a fashion negat-
ing the real sufferings of the victims, a situation that was duly recognized by 
the court.

Meanwhile in Hart v Brown the obligation of the MEW to provide “an unbiased 
and fair evaluation of another physician’s care of a patient” was highlighted [23]. 
The expert testified as to the chance that seven year old Kathleen Hart’s twin was a 
potential kidney donor for her sister, the urgent need for renal transplantation and 
the safety of the procedure to the donor.

Some years later the Fifth Circuit Court of Appeals raised the concern about an 
unlawful and unethical behavior stating: “Experts whose opinions are available to 
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the higher bidder have no place testifying in a court of law before a jury and with 
the imprimatur of the trial judge’s decision that he is an expert”, when reviewing the 
claimed loss of inheritance of three children whose parents were among the 138 
killed passengers of Pan American World Airways flight 759, after takeoff from 
New Orleans airport in 1982. The estimations were performed by an economist 
appointed as expert witness for the plaintiff side and were judged to be so excessive 
as to require a new trial [24].

The moderate to poor agreement among expert witnesses when confronted to 
professional liability claims is not only a major concern for the administration of 
justice but also for scientific and academic institutions since truthfulness, reliability, 
fairness and trustworthiness represent a priority not only for those involved but also 
for the society as a whole [25, 26].

18.5  Autonomy

Due to the absence of physician-patient relationship, the MEW should follow the 
ethical principle of autonomy being free from any type of coercion; this right of 
self-determination explains that the beacon should be to avoid any type of pressure 
from either party. In the case under discussion, Dr Jones has undoubtedly recog-
nized the pecuniary benefit she would receive if she testified against Dr. Austin.

The MEW should be free to accept or decline a case if they consider that their 
testimony will not be useful for the side they represent. Quite different is the situa-
tion when official expert witnesses are appointed by the Courts. There is another 
implicit trait in this principle of autonomy applied to the expert witness activity and 
that is the disclosure of the expert’s own experience. This duty is a right for both 
sides, and should be considered a mandatory imposition from the judiciary. Of 
course, the MEW needs to prove the qualifications and background, his or her 
expertise in a particular topic should be reliably accredited, the current keeping of 
competence should be appropriately certified and he or she should be able to inform 
the conclusions of their assessment in a clear and accurate fashion. In the case, Dr 
Jones is unquestionably an expert in the matter of discussion, but with a particular 
self-interest in the final result.

The appearance of “hired guns” is represented by those experts whose medical 
opinions depend on which side is hiring them. The characteristic features include 
frequent expert witness activity and high fees. Oddly, defense “hired guns” are bet-
ter considered than plaintiff ones, since professional “esprit de corps” may be con-
sidered more acceptable than pecuniary compensation. Nonetheless, both versions 
should be utterly dismissed, and the MEW should not be an advocate of any side 
and their fee should not be contingent on the final outcome [27]. However, the criti-
cal and sometimes negative opinion of the expert witness should be appreciated by 
the plaintiff, particularly in the initial stages, since it may help to formulate a differ-
ent strategy, or even an out- of- court settlement.
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18.6  Beneficence and Nonmaleficence

The activity of the MEW confronts ethical challenges which must be taken into 
account in order to achieve an ethically sound and justifiable course of action in the 
activity [28]. These entangle implications and potential consequences for all those 
involved in the litigation: plaintiff and defendant, the administration of justice and 
the MEW himself/ herself. An inappropriate testimony is that which is biased, false, 
not grounded on the facts of the medical record does not benefit any of the above 
mentioned parties. In this sense, Dr Jones should be aware of all the consequences 
of providing a testimony which may not be verifiable or agreed upon. The moral 
imperative is the recognition of the rights of all parties summoned in the trial, and 
the MEW has a preeminent role as a justice collaborator to make things clear to 
judges and jurors. If Dr. Jones is solely pursuing an economic benefit, she needs to 
recognize that her behavior may be prone for later audit and review and charges may 
be even pressed on her person. The behavior of the MEW should be virtuous, and 
among those virtues of a good physician the following should be mentioned: fidelity 
to trust and promise, benevolence, effacement of self-interest, compassion and car-
ing, intellectual honesty, justice and prudence [29]. With the same understanding, 
Jonsen contemplates that the first conflict a physician encounters is between altru-
ism and self- interest, applicable to the dilemma of Dr Jones [30]. These virtues 
should guide Dr. Jones as an expert witness, in the same fashion she needs to observe 
and follow them in everyday surgical care with patients. It is her clinical expertise 
and her position as a physician that allow her to offer an expert opinion in aforemen-
tioned case.

The colleagues, the professional associations, the courts and the society should 
play an active role to correct unethical expert testimonies, lacking all the mentioned 
characteristics. If the MEW review is inaccurate, biased, not adequately grounded 
in its conclusions or lacking scientific methodology, it should undergo review and if 
inappropriate, even subjected to sanctions and/or fines. A final aspect of the ethics 
surrounding the activity of the MEW refers to the relationship between physicians, 
their associations and the society to which they belong. The MEW is not just a phy-
sician acting on his or her own, but should be considered as one entitled with the 
corresponding moral authority to illustrate the knowledge of the medical profession 
about different topics in the field where they apparently achieve expertise 
and wisdom.

The role of the MEW is to be a judge of peers, providing the required and neces-
sary advice to those who will judge other physician’s behavior, assisting with the 
correct understanding of the medical facts surrounding a particular medical case. 
The MEW needs to approach every case with autonomy and an impartial view, dis-
sect and appraise the facts and the data in a systematic fashion, meticulously, objec-
tively and dispassionately, without consideration to the consequences on either side. 
Two circumstances should be prevented from occurring: the failure to forward sat-
isfactory evidence to support their conclusions and the failure to demonstrate their 
whole understanding of a particular medical case.
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A very important and useful element which aids in the ethical assessment and 
evaluation is represented by the guidelines and recommendations enacted by profes-
sional associations for those members serving as expert witness. In that sense the 
American Medical Association [31], the American College of Surgeons [32], and 
many others have issued their rulings [33, 34]. In the case of the American College 
of Surgeons, the statement underlines the obligation of the task to serve as an expert 
witness as well as the qualifications to act as one, and the standards of fairness and 
honesty.

18.7  Case Conclusion

After discussing all these concepts, the best course of action for Dr. Jones may be to 
decline the proposal to be an expert witness for the plaintiff side. Her knowledge 
and expertise agree that the late complication was not due to the performance and 
the standard of care delivered by Dr. Austin but due to the cardiac background of the 
patient and unrelated to the Whipple procedure. The indication was clear and well 
grounded, the expertise of Dr. Austin is well recognized, the postoperative manage-
ment was according to appropriate standards of care and the institution where he 
works is also widely recognized as outstanding.

18.8  Concluding Remarks

Our recommendations for the ethical activity of the medical expert witness (MEW) 
include the following:

• Every physician has an ethical obligation to assist in the administration of jus-
tice, by providing truthful and non-biased opinion about the delivered standard 
of care and the relationship between that care and the final outcome.

• The MEW testimony should not be contingent upon the financial compensation 
or the case outcome or the side which hires the expert.

• The MEW should not be an advocate for either party, but needs to collaborate in 
the finding of the truth surrounding the case and thus with the administration of 
justice system.

• The MEW role imposes recent and substantive expertise in the medical field of 
discussion, accountability and thus, their testimony may be subjected to profes-
sional peer review if requested

• The opinions should be unbiased, based upon the experience on the matter of the 
MEW and supported by solid references of the medical literature.

• The MEW should strive to provide objective, thorough, truthful, impartial testi-
mony and thus collaborate with the integrity of the whole judicial process.
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18.9  Selected References

• Andrew LB. Expert witness testimony: the ethics of being a medical expert wit-
ness. Emerg Clin N Am. 2006; 24: 715–731. https://doi.org/10.1016/j.
emc.2006.05.001.

 – The author highlights the educational role of the expert witness and the ethi-
cal implications embodied in the provided counsel to judges and jurors. She 
insists on the need to overthrow the conspiracy of silence, common in many 
professions. The qualifications of an expert are clearly enumerated. The 
author focuses on the topics of dishonest statements, financial influences, and 
the consequences of unethical experts and what recourse is available to those 
affected by unethical expert witness testimony.

• Ferreres AR. Ethical issues of expert witness testimony. World J Surg. 2014; 38: 
1644–1649. https://doi.org/10.1007/s00268- 014- 2641- 9.

 – This is an overview of the ethical conflicts encountered by the surgical expert 
witness in daily practice and provides a background regarding the admission 
of the expert testimony in court.

• Kass JS, Rose RV. Ethics case: ethical challenges for the medical expert witness. 
AMA J Ethics. 2016;18: 201–208. https://doi.org/10.1001/journalofethics.201
6.18.3.ecas1- 1603.

 – Using a case example, the authors describe ethical appeals in five different 
categories when physicians are confronted with the task of assuming the role 
of a medical expert witness.
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woman and a young man from a faithful Islamic family—to uncover the normative 
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19.1  Cases

Case #1
Mrs. Williams is a 64-year-old African American woman who resides on the 
South side of Chicago but is employed part-time in housekeeping for one of 
the large downtown office buildings. When her co-workers notice she is 
increasingly fatigued and protecting her left arm, they suggest she go see a 
doctor. Instead, Mrs. Williams talks to her godmother, an elder in the Holiness 
Church, who instructs her to study scripture, pray, and attend a special wor-
ship service where members lay on hands and anoint with healing oils.

A few months later, Mrs. Williams goes to the emergency department 
when the pain is too much to bear. Imaging reveals a 5 cm tumor in her left 
breast. The oncologist recommends surgical removal of the tumor—a mastec-
tomy—followed by chemotherapy and/or radiation. He fears it might be a 
triple negative breast cancer, a most aggressive and life-threatening form of 
the disease. Mrs. Williams will not, however, consent to a biopsy nor further 
therapy.

Mrs. Williams closes her eyes and spiritedly proclaims, “I am healed by 
the stripes of Jesus. In Jesus’ name.” Flustered, the oncologic surgeon shows 
her the scans, reiterates the aggressive nature of her cancer, and provides sta-
tistics to support his dire prognosis if her cancer is left untreated. Mrs. 
Williams responds, “I understand what you are saying. I’ve been around the 
block a few times, young man. But hear me when I say, no one is going to cut 
on me.” He sends her home with pain medication and a follow-up appoint-
ment—which she never keeps.

Case #2
Zahid is a 26-year-old unmarried Iranian man and a devout Muslim who lives 
with his extended family in a suburb of Los Angeles. He has advanced inter-
stitial lung disease, goes into respiratory failure and is emergently placed on 
VV ECMO. For two months the team and family agree to aggressive, life- 
prolonging care hoping Zahid will either recover or be a candidate for lung 
transplant. As a complication of prolonged ECMO support, Zahid suffers 
severe limb ischemia. Zahid’s condition deteriorates; he requires CVVH and 
vasopressors. Lung transplant is no longer an option.

In a series of goals of care conversations with Zahid’s father, older brother, 
and uncles, the vascular surgeon and critical care team explain that Zahid will 
need amputation of his left foot and sections of both arms. If he can be weaned 
from ECMO and survives to discharge, he probably will be vent dependent. 
They invite the family to tell them about Zahid, his life prior to this illness, 
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19.2  Introduction

A vast body of literature in anthropology, religious studies, and bioethics is devoted 
to exploring the complex interplay between religion, culture and medicine. Probably 
best known to both the general public and healthcare providers is Anne Fadiman’s 
seminal work, When the Spirit Catches you and You Fall Down, which documents 
the tragic consequences of the clash between a Western scientific understanding of 
illness and healing and that of a Hmong family [1]. Equally ubiquitous in healthcare 
is knowledge of the Jehovah’s Witnesses’ refusal of blood transfusions. The highly 
organized advocacy of this religious community not only encouraged the develop-
ment of techniques to support bloodless surgeries but, more significantly, has led to 
religiously informed requests for/or refusals of medical care being granted a privi-
leged, non-negotiable status.

Organ transplantation, reproductive health, orthopedics, cardiology, and end of 
life medical decision making, to mention just a few specialty areas in surgery, bear 
the imprint of a heightened attention to the influence of culture and religion. Many 
pre-surgical screening protocols either ask the patient directly about specific cul-
tural practices that may impact care or disclose product information (e.g., bovine or 
porcine components) considered potentially relevant for informed consent by 
patients from certain religious sects [2]. Surgeons temporarily delay high risk pro-
cedures to accommodate religious rituals aimed at providing families spiritual 
peace. Pediatric ENT surgeons are no longer surprised (even if dismayed), when 
parents refuse implantation of a cochlear device to restore hearing for their deaf 
child on the grounds they reject the dominant assumptions about body, health and 
wholeness of the “ableist” culture [3].

The proliferation of international medicine, medical missionary programs, and 
global efforts to eradicate disease occasion unprecedented ethical concerns about 
the imposition of Western bioethics frameworks, moral relativism, and provider 
conscience as illustrated in literature on Xenotransplantation [4], Gender 

healthcare preferences, and religious beliefs related to end-of-life medical 
care. They ask what Zahid would want if he could speak for himself.

Zahid’s father does not tell them about Zahid’s wishes. Instead, he calmly 
proclaims, “Allah, the Merciful, will decide his fate, not the doctors.” The 
team pushes Zahid’s father to consider if this formerly athletic, independent 
young man would want to live with this level of dependence and impairment. 
The family responds that “We will carry him around if need be and care for 
him night and day. We will attend to his every need. It is our duty. We cannot 
decide otherwise.” The vascular surgeon considers the amputations inappro-
priate in the context of Zahid’s impending demise; she is reluctant to perform 
the requested surgery.
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Transformation Surgery [5], and Female Genital Mutilation [6], to mention a few 
highly controversial areas of care.

The cases of Mrs. Williams and Zahid—oft encountered by this ethicist chap-
lain—provide an entry point to discuss difficult ethical dilemmas faced by surgeons 
when adult patients from diverse cultural and religious backgrounds present for care 
(pediatric care falls outside the scope of this discussion). Mrs. Williams forgoes 
recommended life-saving surgery in favor of divine healing, and possibly, because 
of community beliefs about how cancer spreads, reinforced by distrust in the health-
care system. Zahid’s father, on the other hand, requests life-altering amputation and 
continued use of advanced medical technology to prolong his son’s life citing the 
authority of Islamic teachings and familial duty. In both cases, cultural norms and 
expectations are inextricably interwoven with religiously grounded ethical 
principles.

I will discuss limitations of the conventional principle-based approach to medi-
cal ethics when clinicians are confronted with acceptance or refusal of surgery due 
to culture or religion and suggest strategies for negotiating ethical conflicts. How 
does a surgeon respect patient autonomy, for example, when a culture employs a 
relational rather than individualistic understanding of personhood? Surgical 
informed consent (or refusal) requires the ability to rationally weigh benefits and 
burdens of a medical intervention as well as an appreciation that the medical infor-
mation provided pertains to their own body. What happens if a patient’s reason is 
perceived as “irrational” or they claim divine healing when the clinician has evi-
dence of advanced disease? How can shared decision making (which requires a 
respectful consideration of the values of the patient in the context of the clinical 
assessment and recommendation of the medical team) proceed when the two parties 
inhabit foreign conceptual and discursive worlds? These are core ethical concepts 
that are challenged in the care of persons from diverse cultural and religious 
backgrounds.

I am not aiming to provide definitive views of any one religious tradition, denom-
ination, or sect nor capture the richness, variations, and dynamic nature of a specific 
cultural framework or culture in general (see Table 19.1). Moreover, a presupposi-
tion throughout this chapter is that Western medicine and bioethics—and surgery 
and surgical ethics as subspecialties therein—are cultures with their own norms, 
values, systems of relationships, role expectations, epistemology, and conceptual 
frameworks for understanding the body, disease, and healing [7].

19.3  Search Strategy

To supplement my knowledge of foundational literature on culture, religion and 
medicine in general and to identify recent publications specific to the intersection of 
surgical consent/refusal and religion/culture I conducted a search using PubMed 
and SCOPUS. The search was limited to 2010–2020. The following combinations 
of search terms were selected: (1) Patient, refusal of surgical treatment AND 
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religion; (2) Patient, refusal of surgical treatment AND culture; (3) Racial Disparities 
AND Surgery; (4) Racial Disparities AND Cancer AND Refusal of treatment; (5) 
Islam and Surgery; (6) Surgical Ethics AND Religion; (7) Surgery AND Cultural 
Competence. The following terms were excluded: Jehovah’s Witness; Pediatrics; 
Children; Provider, Refusal of Treatment.

19.4  Discussion

19.4.1  Culture, Religion, and Medicine: Intersection 
and Embeddedness

There is a notable lack of consensus on definitions of religion and culture. 
Anthropologist Clifford Geertz’ foundational descriptions suffice to orient our read-
ers to their complex and dynamic interrelatedness:

Culture denotes a historically transmitted pattern of meanings embodied in symbols, a sys-
tem of inherited conceptions expressed in symbolic forms by means of which men [sic] 
communicate, perpetuate, and develop their knowledge about and attitudes toward life.

Table 19.1 Religious 
demographics, United 
States 2015

Religion Percentage of US population

Evangelical protestant 25.4
Unaffiliated 22.8
Catholic 20.8
Nothing in particular 15.8
Mainline protestant 14.7
Historically black protestant 6.5
Agnostic 4
Atheist 3.1
Jewish 1.9
Mormon 1.6
Other faiths 1.5
Muslim 0.9
Jehovah witness 0.8
Buddhist 0.7
Hindu 0.7
Don’t know 0.6
Orthodox Christian 0.5
Other Christian 0.4
Other world religions 0.3

Modified from “Religious Landscape Study.” Pew Research 
Center, Washington, D.C. (May 12, 2015). https://www.pewfo-
rum.org/religious- landscape- study/
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[R]eligion is a system of symbols which acts to establish powerful, pervasive and long- 
lasting moods and motivations in men [sic] by formulating conceptions of a general order 
of existence and clothing the conceptions with such an aura of factuality that the moods and 
motivation seem uniquely realistic. [8]

Religious leaders explicate religious “conceptions of a general order of exis-
tence”, core theological principles, scripturally-sourced ethical directives, and 
ethical- legal frameworks in order to provide guidance to adherents about what is of 
value, virtuous, permissible, obligatory or forbidden in healthcare. How persons 
integrate these teachings into their everyday health behavior and medical decisions 
depends on a number of factors including level of adherence to the tradition, the 
cultural weight of folk beliefs, socio-economic location, level of education, per-
sonal experience with illness and healing, gender norms, and the historic narrative 
of the relation between a population and the healthcare system (see Fig. 19.1).

Mrs. Williams brings to her interaction with the surgical oncologist a culturally 
transmitted belief about how cancer is spread; as a result, she concludes that surgi-
cal intervention will make matters worse rather than better. She does not have the 
opportunity in the encounter described above to discuss her core belief in the power 
of Jesus to heal, her trust in the cultural institution of the Black Church, respect for 
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the wisdom of elders, and informal but binding “familial” relationship to her 
godmother.

Mrs. Williams is far from unique: Studies confirm that African Americans are 
significantly more likely than whites to hold folk beliefs such as “air causes cancer 
to grow” as well as the specific religious belief that “God is in control of cancer”, 
with strong associations found between these beliefs, race, and late stage cancer 
presentation and opposition to surgical treatment [9]. While other beliefs such as the 
sanctity of the body in turn may motivate healthcare seeking behavior, the higher 
prevalence of delays in seeking treatment and outright refusals of surgical treatment 
for breast, pancreatic, lung, and colon cancer among African Americans (when 
compared to whites, Asians or Latino) should provoke attention to the impact deeply 
embedded cultural beliefs and a pervasive distrust of US healthcare system have on 
health outcomes [10, 11].

Hayward et al. convincingly demonstrate that even African Americans who do 
not affiliate with “theologically conservative” Black churches, which grant the locus 
of control over health and healing to an “external” divine source, bear its imprint in 
their high prevalence of acceptance of health fatalism. Lower levels of education 
and health literacy further mediate a loss of control over health, potentiating attrac-
tion to religious world views that confer alternative forms of control [12]. Religiously 
grounded refusals or, contrarily, requests to continue life-prolonging interventions 
in the post-surgical period even when the medical team assesses they offer little to 
no meaningful benefit, certainly may be based on core, potentially inviolable tenets 
of a faith tradition; they may also be, as the study by Courtwright et al suggests, the 
only “legitimate” and ethically authorized way of claiming agency within the 
healthcare system for members of marginalized groups [13].

Religious grounding for health behaviors and decisions often eludes providers, 
as the case of Zahid illustrates. Surgeons operating in the Western world are likely 
to be familiar with the high priority in Islam given to protecting, promoting and sav-
ing life (most often seen in requests for so-called “futile” treatment or challenges to 
the definition of death by neurological criteria). As a result, they will honor, albeit 
reluctantly and with no small amount of moral distress, requests to provide life- 
prolonging surgical interventions. However, they are unlikely to recognize the claim 
to “familial duty” for the sacred obligation it is. A detailed exploration of the rights 
and responsibilities of parents and children in the Quran and Hadith can be found in 
the rich Islamic bioethical literature; suffice it to say, an Islamic theological anthro-
pology posits a relational understanding of the human person arising from the pri-
mary relationship with God. The duty to care for one’s children by providing food, 
clothing, health, education, inheritance, and spiritual instruction as well as the spe-
cific duty to attend to their health and well-being both through prayer and/or medi-
cal attention cannot be extricated from duties owed by the faithful to God [14].

The vascular surgeon and critical care team approach the family looking for them 
to exercise “substituted judgement”, that is, to tell the team what Zahid would want 
if he could speak for himself. This commonly employed first step in shared decision 
making with a proxy decision maker relies upon a conception of human beings as 
individuals with authority over their own bodies and lives, articulated as the 
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principles of autonomy and self-determination. The father sidesteps the very ques-
tion suggesting that Zahid’s preferences are not relevant to this faithful Islamic fam-
ily. Whether Zahid shares the father’s framework for decision making is unknown; 
the question no longer can be posed directly to him. An impasse occurs because the 
medical team does not recognize the very different approach to medical decision 
making based on familial duty and sacred obligations brought to the table by 
Zahid’s family.

19.4.2  The Culture of Medicine and the Limits 
of a Principle- Based Approach to Surgical Ethics

The culture of biomedicine proffers

a naturalist cosmology that divides the material and biological from the spiritual and super-
natural; a positivist and atomistic universalism that reduces the human to biological animals 
with secondary qualitative differences like rationality, culture and belief; and a concept of 
the autonomous individual as rational agent, responsibility to work on the health of the 
body as a project. [7]

In order to successfully interface with patients from diverse cultural and reli-
gious backgrounds, surgeons need to first acknowledge their claims to “truth” and 
conceptualization of the human body, disease, and medicine for what they are—one 
epistemological framework among other possible ways of knowing.

Farr Curlin, a leader in the field of religion, bioethics and medicine, contends:

Religious concepts expose the limits of “medical ethics” particularly when they critique as 
false what the culture of medicine takes for granted as true. Whether advanced by Jewish, 
Christian or Muslim scholars, religious accounts of medical ethics all seem to criticize 
conventional medical ethics for being captive to an imagination in which nothing beyond 
the immanent is morally significant. [15]

Religious texts contain truth not verifiable through reason, evidence, or the logic 
of cause and effect. In some traditions, moral obligations are revealed directly to an 
inspired holy person while in others they are mediated through the application of 
ethical-legal codified texts to specific cases by clergy or religious legal experts. In 
some traditions, religion and scientifically based medical truths conflict; in others, 
they seamlessly co-exist with the divine as author and arbiter of all aspects of 
existence.

In our first case (see Table 19.2), Mrs. Williams claims, “I am healed.” The sur-
geon, however, sees a tumor on his scan; biopsy results no doubt would yield con-
firmation of his “truth” in the form of cancerous cells clearly distinguishable from 
normal ones. Mrs. Williams attributes the fait accompli of healing to a historical and 
supernatural event—the suffering and death of Jesus, the central act of healing in 
Christianity (the stripes refer to Jesus’ flogging at the hands of Pontius Pilate)—
rather than to medicine. The surgical oncologist clings to the facts before him as he 
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reiterates evidence to convince her to seek treatment. In so doing, he not only fails 
to validate her faith but forecloses possible negotiation between the two competing 
frameworks.

A surgeon’s obligation to ensure that patients who deviate from recommended 
therapies fully understand the potential consequences of their decisions logically 
follows from the epistemological assumptions embedded in the culture of medicine. 
As Huijer et al highlight in their study comparing the perspectives of patients who 
refuse surgery to that of their providers:

[Surgical informed consent] implies having information on a certain problem, being well- 
informed about the advantages and disadvantages, and balancing the pros and cons against 
each other. If the pros are heavier than the cons, you should make that decision. [16]

In other words, a patient cannot have “good reasons” to refuse treatment if there 
is a reasonable chance of recovery. Lack of training in attending to religiously based 
claims, among other non-medical forces at play in refusals of surgical treatment for 
cancer or other maladies, impedes the development of trust, undermines shared 
decision making, and potentiates non-adherence with the medical plan: Mrs. 
Williams does not return for her follow-up appointment.

The vascular surgeon and critical care team in our second illustrative case also 
fail to appreciate the broader ontology of healing embraced by Zahid’s family. 
Expert consideration of Zahid’s case—lab values, data indicating multiple organ 
failure, lack of lung recovery while on ECMO, and deterioration of tissues caused 
by inadequate blood circulation—provides sound clinical basis for them to consider 
amputation to prevent additional harm to the entire biological system, even as they 
predict the imminent cessation of his bodily functioning; in other words, death 

Table 19.2 Application of conventional medical ethics principles to illustrative cases

Autonomy Although Mrs. Williams’ belief that she has been healed may lead the surgeon to 
question her decisional capacity, autonomy asks that “non-rational” religious 
beliefs be respected if they are a core part of a patient’s identity and worldview. 
The concept of autonomy is called into question by the relational and theological 
approach to decision making used by Zahid’s family—what Zahid would want is 
of little concern to the family. The principle of autonomy could also be cited to 
ethically support honoring specific medical requests by Zahid’s family arising 
from their Islamic tradition (eg. duty, quality of life, and bodily integrity)

Beneficence/
Non- 
maleficence

The oncologic surgeon has an obligation to provide Mrs. Williams with his 
expert clinical assessment of her condition and to offer treatment options that 
will promote her well-being. The vascular surgeon faced with amputation of 
multiple limbs fears her intervention will cause more harm than good in the 
context of Zahid’s quickly deteriorating condition

Justice Distrust of the medical system in the context of a history of unequal access to 
healthcare and disparities in health outcomes for African Americans in the US 
raises the principle of justice to the fore in the case of Mrs. Williams. For Zahid, 
justice might easily be misconstrued as requiring clinicians approach care and 
decision the same for all patients, when it is best understood to require 
accommodation of cultural differences
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appears inevitable. While they do not hammer the family with these facts in the seg-
ment of the case cited, they base their concerns about disability, dependence, and 
benefits vs. harms of treatment on Western medical values that narrate the goal of 
medicine itself and what makes life worth living. A life with severely limited func-
tional and cognitive abilities, not to mention the degree of suffering Zahid would 
have to endure for a long shot at survival itself, violates the core values or aims of 
medicine to cure disease, restore bodily systems, preserve rationality, and promote 
individual agency.

Refusal to amputate Zahid’s limbs based on clinical judgement that it is medi-
cally inappropriate may be claimed by the vascular surgeon as her ethical preroga-
tive. Withholding a surgical intervention that is “strictly futile”—meaning it will 
not achieve the purpose for which it is intended or may precipitate physiological 
deterioration—is clearly ethically justifiable. Refusal to amputate based on a per-
sonal value judgment about quality of life or that it offers no “meaningful benefit” 
would be harder to justify especially if the critical care team conceded to the fam-
ily’s request to continue life-prolonging interventions such as CVVH or ECMO 
[17, 18].

The Islamic tradition, among other religions and non-Western cultures, provides 
an alternative framework to inform goals of medicine and for understanding dis-
ability, quality of life, and bodily integrity—with considerable, nuanced variability 
among its distinct branches or schools. Padela and Quraeshi emphasize the impor-
tance of bringing together clinicians and religious scholars to support decision mak-
ers given the complexity of these concepts within Islam and the need for clinical 
expertise on the intended goal of a proposed medical intervention and the evidence 
supporting its therapeutic value [19]. For example, clear distinctions exist within the 
tradition between violating bodily integrity to increase personal attractiveness, 
improve quality of life, fix a defect or abnormality, and when necessary to preserve 
life. Similarly, if parts of the body are lost in order to honor higher sacred goods of 
preserving life or religious faithfulness (such as in circumcision following the 
example of the Prophet Mohammed), any resulting alteration in physical appear-
ance or so-called “disability” should not occasion a sense of feeling deficient as it 
might within Western dominant culture [20].

Finally, within Islam there is wiggle room rarely known by surgeons and critical 
care physicians in the West that might support forgoing life-prolonging medical 
interventions. This rich tradition contains theological tenets that have the potential 
to support setting limits on aggressive medical care including: How Islam defines a 
life worth medically maintaining; scriptural references for direct healing by Allah; 
and, the promise of reward in the afterlife for abstaining from seeking medical 
treatment entirely [19]. Not surprisingly, devout Muslims are not always aware of 
this complex array of beliefs, thereby leading them to insist clinicians “do every-
thing” even when the available interventions have little chance of saving the 
patient’s life.
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19.4.3  Strategies for Negotiating Surgical Acceptance or 
Refusal Based on Culture or Religion

When faced with the religious testimony of a Mrs. Williams or the sacred duty to 
care of Zahid’s family, surgeons commonly respond in one of two ways: by ignoring 
the request/refusal; or, respecting it at face value. In my 26 years of experience as a 
healthcare chaplain and clinical ethicist, I have met only a handful of surgeons pre-
pared to engage in a deeper exploration of beliefs and ethical frameworks that 
directly contradict their own, an observation regrettably supported by research lit-
erature [21].

Cultural competency training and programs to advance literacy in religion and 
medicine are a needed corrective to the current gap in knowledge and skill among 
surgeons. Cultivating epistemic and cultural humility is needed to successfully 
negotiate these ethical conflicts. The knowledge, virtue, and skill for successful 
cross-cultural care may best be gained by paying attention first to the dominant nar-
ratives of the West and of Western medicine about what it means to be human, what 
constitutes illness, health and healing, and the aim of medicine itself; only then is 
the surgeon sufficiently self-aware and humble to respectfully solicit and listen to 
the life stories of patients, their illness narratives, the historical narratives of a com-
munity, and orally transmitted cosmologies or sacred written texts. Cultural humil-
ity asks that medicine no longer regard persons with diverse cultures and religious 
frameworks as the “Other” but rather see that each actor is located in a complex set 
of narratives with normative force [22]. In responding to claims of faith healing or 
hope for a miracle, clinicians are reminded that demonstrating respect for a belief 
does not equal agreement or abandonment of one’s own framework. Validation 
serves as a starting point for exploring how the person of faith conceptualizes dis-
ease, health and healing and opens the door to see what, if any, role Western medi-
cine might play within that religious framework [23].

Consider for a moment if the oncologic surgeon had responded to Mrs. Williams 
by first bracketing his own need to convince her of the medical facts. By validating 
her faith with simple statements like, “It sounds like your faith centrally informs 
how you view healing and medicine. Can you tell me more?” a climate of respect 
would be created, a foundational step toward cultural exchange and deliberation. He 
might have followed up with questions about the prevalence of miracles in her faith 
tradition or solicited her views on the relationship between God’s healing activity 
and the use of medications. He also might have acknowledged the pervasive distrust 
of the healthcare system among African Americans based upon this community’s 
historical treatment of neglect and exploitation. Finally, having established a modi-
cum of rapport he might actually have the opportunity to inquire about her specific 
resistance to surgical treatment—“cutting”—thereby potentiating discussion of 
alternative cancer treatment modalities such as radiation or chemotherapy. 
Additional visits might have included the presence of Mrs. William’s pastor, god-
mother or elders from the church, or a professionally trained healthcare chaplain 
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who may present an alternative view of Pentecostal Holiness teachings that allows 
for a complimentary relationship between faith and medicine.

Unfortunately, the initial response from the surgical oncologist did not employ 
any of these strategies. Mrs. Williams did not return for medical treatment for her 
cancer until a few days before her death when her family brought her in unrespon-
sive. An ethics consult was requested to negotiate a conflict between elders in the 
family ready to accept her decision to rely upon faith for healing and the younger 
generation requesting the medical team intervene to do everything to save her life. 
The ethicist supported the religious request to honor Mrs. William’s consistently 
expressed wish to “let God’s will be done.” She died with her pastor, family, and 
church elders praying for healing.

If aware of her own biases about dependence, disability, and quality of life, the 
vascular surgeon might have shared why she was reluctant to subject Zahid to mul-
tiple amputations. Subsequently, she could have solicited insight into beliefs the 
family (rather than Zahid) held about caring for one another, the limits of that duty, 
and what gives meaning to an individual life within Islam. If then the surgeon had 
refused to operate on the grounds it was “medically inappropriate” [17]—a right 
surgeons frequently exercise [18]—the values informing her own position would be 
on the table, replacing the presumptive stance of value-neutrality. To honor her own 
estimation of proportional benefit, the surgeon would be ethically permitted but not 
obligated to transfer care to another surgeon. For pragmatic reasons, transfer may 
prove difficult as another surgeon in the same setting would hesitate to override the 
clinical evaluation of a colleague.

Would Zahid’s family then have continued to insist on continuing ECMO, venti-
lation, CVVH and other life-prolonging medical interventions? Would they have 
demanded amputation of limbs on the grounds that surgery aligns with the over-
arching goals of care they established for Zahid? Consulting with Islamic religious 
scholars, clergy, or a bioethicist familiar with the nuances of Islamic teachings on 
end of life care might have yielded possible avenues for an informed discussion of 
the efficacy of the proposed intervention in the context of what is obligatory, per-
missible or forbidden within the family’s Islamic ethical-legal framework [19]. 
Institutional policies and state laws may also have supported the surgeon and critical 
care team in unilaterally setting limits on life-prolonging medical interventions, 
thereby lifting the burden of decision making entirely from the family.

Zahid’s condition deteriorated shortly after the family met with ethics and the 
health care teams, leaving no time for the above interventions. No limbs were ampu-
tated; the request to provide all other life-prolonging interventions was honored. 
ECMO failed and Zahid suffered a series of cardio-pulmonary arrests. After 4 
rounds of CPR lasting 30 minutes the attending physician called the time of death. 
The family who was present throughout expressed their deepest gratitude; they later 
reported being at peace. Zahid’s body was removed directly from the intensive care 
unit as male elders chanted verses from the Quran. Leadership requested an ethics 
debrief to mitigate high levels of moral distress of the bedside clinicians and the 
code team.
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19.5  Concluding Remarks

A failure of moral imagination is at the center of most ethical conflicts featuring 
religious or cultural differences. Only if surgeons acknowledge that their scientific 
approach to understanding the human body, disease, and healing is part of a circum-
scribed, particular culture—the culture of medicine—will they be able to approach 
the diverse world views of their patients with genuine curiosity and respect. To 
consider that one’s “view of reality is only a view, not reality itself” requires a degree 
of epistemic humility not customarily cultivated in medicine [1]. Curiosity and 
respect do not free surgeons from accountability to the core values of their profes-
sion; but they create a bridge where a chasm of distrust once stood and, therein, pave 
the way for dialogue, negotiation, and possible resolution.
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Abstract Physicians frequently care for patients whose cultural, religious, or social 
backgrounds differ from our own. If these differences are not attended to, the sub-
stantial variety in patient values, beliefs, and behaviors related to health and health-
care may result in conflict, misdiagnosis, poor adherence to recommendations, 
suboptimal outcomes, or decreased patient satisfaction. Cultural, ethnic, or racial 
discordance between patients and physicians has an impact on communication 
related to healthcare, and barriers can be due to differences in language, religion or 
spirituality, family involvement in decision-making, responses to inequities in care, 
and lack of trust.

This chapter explores the mores of the people of the Navajo Nation, the Diné, 
and how culture may influence healthcare discussions and decision-making as we 
highlight a brief history of the Navajo Nation, present-day social determinants of 
health, and health inequities. We discuss how the concepts of positive and negative 
thinking may influence medical management and examine culturally competent 
strategies to improve communication with and advocacy for patients and lessen the 
effect of cultural and racial discordance between patients and healthcare workers.

Keeping in mind variation of individual patient views, understanding more about 
the beliefs and customs of the Diné and the Navajo Nation’s beginning as well as its 
current place in the United States, may assist in a thoughtful approach to caring for 
patients from a culture or background different from one’s own as we strive to elimi-
nate health disparities.
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20.1  Introduction

Discussing complex medical and surgical information is difficult, but when required 
between people of different cultures, beliefs, and daily practice patterns, it is even 
more challenging. Understanding where differences are, on what they are based, 

Case
Faith was a one-month-old girl with a diagnosis of trisomy 13 (Patau syn-
drome) admitted to the Newborn Intensive Care Unit (NBICU) at an aca-
demic medical center in Albuquerque, New Mexico. She had severe hypotonia, 
an atrial septal defect, microphthalmia, and cleft lip and palate. She was ven-
tilator dependent and unable to be weaned. The overall prognosis was poor 
with only a 5–10 percent chance of living past her first year. The family lived 
in Tohatchi, NM, an extremely rural town in the Navajo Nation with no run-
ning water in their home and electricity provided by a diesel generator. In this 
town, there were very few medical services, and no home nursing care. The 
NBICU team offered several options to the parents. An alternative feeding 
route, tracheotomy, ventilator dependence, and a possible cardiac procedure 
would be necessary to consider discharge to home. The option of withdrawing 
care was also explained.

The health care providers were concerned about the 165-mile distance 
between the hospital and the home, a three-hour drive. The interventional 
teams were consulted, including Cardiology, Otolaryngology-Head and Neck 
Surgery, and Pediatric Surgery. When the providers attempted to discuss the 
benefits and risks of tracheotomy, gastrostomy, and cardiac catheterization, 
the family did not wish to hear the risks. The surgical teams were concerned 
about their ability to obtain a truly informed consent for the procedures and 
the difficulties in caring for a tracheostomy in a rural area with reduced access 
to emergency and specialty care. The parents became upset during these inter-
actions and did not want to discuss any further. Since conversations with pro-
viders did not go well, the family was considering transfer to another facility 
for a second opinion.

The Neonatology team offered a family meeting. The parents requested the 
participation of extended family members. Contact was made with Native 
American Health Services through the hospital who offered a patient advocate 
and interpreter for the meeting. The parents invited the paternal grandparents, 
maternal grandmother, both great grandmothers, and 2 great aunts. Medical 
teams included Neonatology, Dysmorphology, Neurology, Cardiology, 
Pediatric Surgery, and Otolaryngology. The neurologist was also a member of 
the Ethics Consult service. A social-worker and discharge planner were 
included. The Navajo medical student on the Pediatric Otolaryngology ser-
vice was also invited.
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and being able to employ and engage people competent in both cultures may allow 
true communication to occur.

This chapter explores the mores, traditions and customs, of the people of the 
Navajo Nation, the Diné. We outline a brief history of the Navajo Nation, present- 
day social determinants of health, structural and health inequities for Navajo resi-
dents, and some of the traditional and contemporary beliefs of some Navajo people 
(see Table  20.1. Navajo Vocabulary). Maintaining a positive outlook and hope 
through words and actions is central to Navajo culture. The traditional Navajo belief 
system holds the idea that thoughts and language have power to shape and influence 
reality and may affect the outcome of future events. The belief that thinking nega-
tive thoughts or speaking negative ideas or sentiments can be causative is held by 
many cultures and may influence discussions of surgical care, informed consent, 
and advance directives. The definition of “family” and who is involved with major 
healthcare decisions also varies across cultures. Some patients may wish to comple-
ment allopathic treatments with traditional healing methods or spiritual care based 
on cultural beliefs.

There is very little written literature about Native American peoples’ beliefs and 
views on healthcare. However, there is more literature about the Diné, compared to 
other tribes, perhaps due to the unique geographic location and large size of the 
Navajo Nation, allowing greater language and cultural retention [9]. Based on the 
2010 United States (US) census, the Navajo Nation is home to almost 50% of those 
who identify as Diné (Navajo) and the largest number of persons who associate with 
one tribe [10]. At least 50% of the population speaks fluent Navajo, and a high per-
centage of tribal members participate in traditional Navajo customs [9]. The relative 
concentration of healthcare services on and bordering the Navajo Nation also allows 
a focused population of patients to interview, care for, and foster relationships with. 
This can lead to a better understanding of cultural practices, which is helpful in 
developing culturally sensitive communication skills and surgical care.

Table 20.1 Navajo 
words [1–8]

Diné The Navajo people
Diné Bizaad Navajo language
Diyin Dine’é Holy people, holy spirits
Naabeehó Bináhásdzo Navajo Nation
Hózhó or Hózhoni Balance, peace, beauty, harmony
Hózhoojí The Beauty Way
Hózhoojí nitsihakees “think in the beauty way”
Hózhoojí saad “talk in the beauty way”
Doo’ájíniidah “don’t talk that way!”
Hataałii Chanter, singer, medicine person
Bilagáana European, Caucasian, White man
Dikos Ntsaaígíí-19 COVID-19
K’é Family, kinship, compassion, caring, 

kindness, respect
Kiva Round room used for ceremonies
Hogan Traditional/sacred Diné home

20 Subtle Approach to the Mores of the Navajo Nation
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In caring for people from some cultures, it may be necessary to further contem-
plate the four principles of biomedical ethics and how their application may differ 
with regard to communication and treatment to assure beneficence, non- maleficence, 
autonomy, and justice for all patients. With the use of an illustrative case, this chap-
ter examines some culturally competent strategies to improve communication with 
and advocacy for patients. We also consider focused efforts to lessen the effect of 
cultural and racial discordance between patients and healthcare workers.

We hope that this chapter will provide a glimpse into the wonderful, rich Navajo 
culture, which is based on tradition and a belief system that may contrast with US 
healthcare education and policies and can be used to help guide surgeons and other 
healthcare providers to a better understanding of how culture and medical decision-
making intersect. As we each strive to become culturally competent and practice 
cultural humility in providing surgical care, we can endeavor to improve healthcare 
for patients of all cultures and backgrounds and move us closer toward the goal of 
eliminating health disparities.

20.2  Search Strategy

Given the relative paucity of scientific evidence about the subject of this chapter, 
alternative sources of information were utilized, and timeframe was expanded 
beyond a typical evidence-based search, 1995–2021. Sources and methods used 
were PubMed, WorldCat, Google Scholar, official Navajo Nation websites, news 
interviews, and personal communication in the form of a grand rounds lecture. 
What is notable, yet not surprising, is that the themes and conclusions of the most 
recent articles have not changed in 25 years. The importance of integrating a cultur-
ally competent approach to treatment and communication with culturally diverse 
populations runs throughout the literature. We are still talking about the identical 
structural inequities leading to health disparities today.

20.3  Discussion

20.3.1  Background

20.3.1.1  Population Demographics

There are 574 federally recognized ethnically, culturally, and linguistically diverse 
Indian Nations in the US (variously called tribes, nations, bands, pueblos, commu-
nities, and native villages). Each has their own land base, culture, government, and 
language. Each is very distinct in every way. Additionally, there are state recognized 
tribes throughout the US acknowledged by their respective state governments [11].
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The Navajo people are called Diné, which means “the People” in Diné Bizaad, 
the Navajo language. Anthropologists and historians believe that the Navajo first 
arrived in the southwestern US from what is now known as western Canada between 
900 and 1300 AD. They came in contact with Pueblo Indians who lived in the area 
around 13–1400 AD, from whom they learned farming. The Spaniards made contact 
around 1581 AD and brought sheep, goats, and horses to the region. There is an 
extensive history of warfare with the Spanish and the Pueblo Indians. By 1700, the 
Navajo were living in the area of the present-day Navajo Nation (see Fig. 20.1) 
defined by Four Sacred Mountains created by the “Holy People”, Diyin Dine’é, for 
the Navajo people.

• Video 20.1: Navajo traditional teachings. Landmarks of Navajo Nation, August 
17, 2020. Accessed 1 March 2021. https://www.youtube.com/
watch?v=vBradAQqt6I

• Video 20.2: Navajo traditional teachings. Native American (Diné) Story of the 
Beginning, January 11, 2021. Accessed 1 March 2021. https://www.youtube.
com/watch?v=Gu9d3QGPLfU

• Video 20.3: Navajo traditional teachings. Two types of Europeans… First 
encounter with Native Americans (Diné), November 16, 2020. Accessed 1 March 
2021. https://www.youtube.com/watch?v=atW- R6QZms0

In 1864, they were forced from this land on the “Long Walk”, 300 miles to the 
Bosque Redondo Reservation in Fort Sumner, New Mexico (NM) and imprisoned 
by American soldiers. They were allowed to return in 1868, after a peace treaty was 
signed. Those who survived the imprisonment and travel returned to their sacred 

Fig. 20.1 Map of the Navajo Nation within the United States
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land [12]. The results of the “Long Walk” are still discussed today through stories 
and teachings to Navajo youth. “The physical genocide of the 1800’s, followed by 
the cultural genocide of the 1900’s left behind a tribe whose roots and foundation 
were shattered”. What has resulted is a deep historical grief, anger, mistrust, and 
misunderstanding [1]. Native Americans were not granted US citizenship until 1924.

• Video 20.4: Navajo traditional teachings. The Long Walk, May 11, 2018. 
Accessed 1 March 2021. https://www.youtube.com/watch?v=wDb5Wc8HgOo

Today, Navajo Nation (Naabeehó Bináhásdzo) is the largest Indian reservation. 
The sovereign nation, created in 1923, covers portions of northeastern Arizona 
(AZ), southeastern Utah, and northwestern NM, borders Colorado, and is over 
27,000 square miles in size (over 17 million acres, approximately the size of West 
Virginia). The Navajo Nation is larger than 10 of the 50 United States (see Fig. 20.2). 
The Navajo people farmed and raised goats and sheep and eventually developed a 
barter economy, exchanging rugs and silverwork with white traders. In the Four 
Corners region, oil and mineral exploration began in the 1920s and uranium mining 
in the 1940s, which improved the wealth of the Nation but caused contamination of 
water and other environmental damage (see Fig. 20.3). The Navajo Nation now has 
a population of greater than 250,000 and serves over 300,000 registered tribal mem-
bers and is the second largest Native American population after the Cherokee 
Nation [2].

Fig. 20.2 Map showing the Navajo Nation and Hopi reservation and highlighting healthcare 
services
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20.3.1.2  Social Determinants of Health

Social determinants of health are the nonmedical factors that impact health [13]. 
The Navajo Nation has poverty rates more than twice as high as the other portions 
of AZ. Forty-four percent of tribal members live in poverty and half were unem-
ployed before the COVID-19 pandemic. The median income is $27,389 per year 
and 57% of individuals have an income less than $10,000 per year [10]. Thirty 
percent of households on the Navajo Nation lack running water, electricity, and/or 
indoor plumbing. Many members drive an average of 2 hours to obtain water. Sixty 
percent of residents have no internet, causing digital social isolation with no access 
to emergency alerts, public health announcements, news, virtual schooling, and lim-
ited emergency health care command operation responses [14]. To combat the 

Fig. 20.3 Navajo Nation Flag. The Navajo Nation flag has a pale buff color background, bearing 
a map of the Navajo Nation in the center. The original area of the 1868 reservation is dark brown, 
while the much larger current borders are copper. Surrounding the map are the four sacred moun-
tains in each cardinal direction: black (representing the north), turquoise (representing the south), 
white (representing the east), and yellow (representing the west). These 4 colors form a recurring 
theme in the legends of the Navajo, beginning with the Navajo creation story. In it, the world began 
as a black island floating in the mist. Above it are 4 clouds: black, white, blue (turquoise), and yel-
low. The story describes the colored clouds as successive worlds and narrates the themes of birth, 
propagation, flood, escape, and continuing life. Arching over the mountains and map is the rainbow 
of red, yellow, and blue, with red outermost in reverse sequence from the Navajo Nation seal. The 
rainbow symbolizes Navajo sovereignty. Centered on the map is a white disk bearing corn stalks 
and three domestic animals from the Navajo Nation seal representing the Navajo livestock econ-
omy. Symbols of other aspects of the Navajo economy: a traditional Hogan, modern home, oil 
derrick, forestry, mining (symbolizing the resource potential of the Navajo Nation), and fishing and 
hunting (recreational economy). At the top near the sun, the modern sawmill symbolizes the prog-
ress and industry characteristic of the Navajo Nation’s economic development [12]

20 Subtle Approach to the Mores of the Navajo Nation
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COVID-19 pandemic, schools have tried to expand online learning through provid-
ing wireless hotspots to students. However, the fact that many students live in “dead 
zones” from the cellular tower highlights the serious disparity of education on the 
Navajo Nation. Families would have to travel several miles to a local town that pro-
vides access to internet. The infrastructure of Navajo Nation does not allow for a 
physical address for many, therefore limiting emergency services, routine postal 
routes, and contact tracing. Food insecurity on Navajo Nation is worsened by 
decreased farming, lack of water access, and lack of refrigeration due to no house-
hold electricity. There are only 13 full-service grocery stores on the Navajo Nation 
and residents need to drive an average of 3 hours to obtain groceries. The remaining 
food sources are fast food restaurants and gas station convenience stores, limiting 
healthy food choices [10, 14, 15].

20.3.1.3  Health Inequities

The Navajo Nation suffers from health disparities in addition to or because of pov-
erty and its location in a water, food, and technological desert [14]. The Indian 
Health Service (IHS), established in 1951, is an agency within the Department of 
Health and Human Services that is responsible for providing federal health services 
to American Indians and Alaska Natives. The Navajo Area IHS (NAIHS) provides 
inpatient, emergency, outpatient, public health, and other services through 12 health 
care centers including 4 full-service inpatient hospitals with only 400 hospital beds 
and 40 intensive care beds. There is chronic underfunding of the IHS with yearly 
average per capita expenditure of $4,078, which is less than half of the funds spent 
for non-Native Americans. An average of $9,726 is spent for non-Native Americans, 
$9404 for Veterans Affairs patients, and $13,185 for Medicare patients [5, 14]. The 
people of the Navajo Nation also have poor health status with an average life expec-
tancy of only 73 years (5.5 years fewer than other races) and unintentional injury, 
heart disease, and cancer are the leading causes of death [5, 13, 14]. There are also 
high rates of comorbid diseases with Navajo adults being more than 2 times more 
likely as white adults to have type 2 diabetes. In 2018, 48% of American Indians had 
BMI of 30 or greater [5]. In the Navajo Nation, there are 523 abandoned uranium 
mine and mill sites which have contaminated soil and water supplies and are impli-
cated in high rates of cardiovascular disease, hypertension, diabetes, kidney disease, 
anemia, gastrointestinal cancers, and various pregnancy disorders, such as pre- 
eclampsia and preterm labor [16].

20.3.1.4  Dikos Ntsaaigii-Na ha ́st’e ́ı ́ts’a ́adah (COVID-19)

The Navajo Nation led the country in per capita infections of COVID-19 early in the 
global pandemic, and the disease has devastated the elder population. Cases were at 
the highest per capita rate in the US in mid-May 2020 [2]. At that time, the Navajo 
Nation’s infection rate was 2,304 cases per 100,000 people, or one in every 43 
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persons had been infected with SARS-CoV-2. As of February 10, 2021, there had 
been 28,994 cases of COVID-19 and 1,075 deaths, or one death per 27 cases. As of 
February 2021, the NM cumulative age-adjusted case rate for American Indian or 
Alaska Native persons was 15,379/100,000 or one case per 6 to 7 persons, which is 
about 2–3 times higher than any other racial/ethnic group in NM [17]. In Arizona, 
only 5.3% of the population are American Indian or Alaska Native but 8% of 
COVID-19 deaths were in these populations [18]. In the state of New Mexico, only 
about 10% of the population are Native American but this demographic accounted 
for 33% of all coronavirus cases in May 2020 and 29% through February 2021 [10, 
17]. All US indigenous tribes are disproportionally affected by COVID-19. For 
most Native American communities, including the Navajo, structural and health 
inequities are major factors, but cultural practices may also contribute to high rates 
of infection. For example, the importance and frequency of large gatherings for 
ceremonies and celebrations in addition to the handshake being the traditional 
method of greeting. These factors have aided in the rapid spread of coronavirus [13, 
14]. Devastation from infectious diseases is not new to the Navajo Nation. Diseases 
that were introduced to Native American populations during European colonization 
were devastating due to immunological naivety. Smallpox caused mortality rates 
greater than the warfare and enslavement that followed [13]. The 1918 Spanish 
influenza pandemic infected 24% of Native Americans resulting in a loss of 2% of 
the Native American population, the highest death rate of any racial/ethnic group 
and thousands of Navajo persons were lost [13]. In 1993, the Sin Nombre hantavirus 
spread through Navajo Nation with a 75% mortality rate [1, 13]. During the H1N1 
Influenza A pandemic, the Native American population had a 4 times higher mortal-
ity rate than all other US racial and ethnic groups combined [13]. For many com-
munities including the Navajo people, structural and social factors cumulatively 
increase the transmission rates of infections. Frequent travel is essential to border 
towns, such as Gallup and Farmington, NM, Page and Flagstaff, AZ which provide 
employment and supplies for those who live on the Navajo Nation. Lack of delivery 
options for groceries or other goods and the need to travel outside the Nation 
increases contact and makes self-isolation difficult. Personnel are less able to work 
from home due to job types, such as blue-collar professions, and poor access to the 
internet [14]. Close-knit families living in multigenerational homes, lack of plumb-
ing and running water for hand washing in 30% of homes, and a paucity of emer-
gency services on Navajo Nation contribute. Many households lack physical 
addresses, and the telecommunication infrastructure is poor resulting in emergency 
medical services decreased ability to find homes. Poor access to health care, high 
rates of comorbid conditions, paucity of professional caregivers, deficient funding 
for health care centers, and a shortage of intensive care beds contribute to a high rate 
of mortality. Since the elderly are at higher risk of poor outcomes with COVID-19, 
there is intense worry among the Diné about losing elders with specialized knowl-
edge. For example, each medicine person (Hataałii) specializes in different and 
unique ceremonies and this knowledge may die with the person and be forever lost, 
since wisdom is handed down only verbally to learners. Over the last several 
decades, the tribe has gone from 1000 Diné medicine people to just 300, and the 
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coronavirus threatens the few who remain. The elders and medicine persons who 
depart take an encyclopedia of information with them, so the tribe is rushing to 
educate the younger population and reconnect youth with elders. Traditional medi-
cine apprenticeships are offered through the 6 campuses of Diné College on the 
Navajo Nation and groups are creating digital files on cultural practices, so the 
expertise is not lost forever. Due to pandemic-related stay-at-home orders and cur-
fews with difficulty accessing stores, there has also been a resurgence of farming to 
improve upon the scarcity of healthy food [19].

Although Native American communities have struggled with reducing the spread 
of COVID-19, they have exceeded other US states in vaccination rates, likely due to 
cultural cohesiveness and a centralized healthcare system, the IHS [20–22]. Almost 
every US tribal member has been affected by or lost family members in the pan-
demic and considers protecting family and tribal elders a cultural responsibility 
[20]. United, with a common goal, tribes are striving to inform members with con-
sistent information regarding COVID-19 vaccine facts through coordinated public 
relations campaigns in partnership between government officials, IHS, tribal health 
care employees, and tribes [20]. There has been a unified communication process 
across the Navajo Nation with the Navajo President’s Office using social media, 
radio, and a bilingual approach [20]. Navajo Nation President, Jonathan Nez, pub-
licly received the vaccinations to increase confidence in their safety for the Diné. 
Support for the vaccines has been discussed in public town hall meetings with tribal 
leaders and respected health experts to allow for questions [22]. Well-respected and 
trusted tribal elders and medicine men and women were enlisted to record radio 
broadcast messages to encourage vaccination [22]. A more streamlined Navajo vac-
cination program was made possible with the decision to use the centralized IHS 
system of hospitals and clinics for extensive vaccine clinics and drive-through sites 
[22]. Public health nurses and community health representatives are identifying 
tribal elders without transportation to clinic sites and are vaccinating them in their 
households [20]. By mid-April 2021, 86.5% of the Navajo population had at least 
one dose and 37% were fully vaccinated, and 12 of the 15 counties with the highest 
vaccination rates in the US contain Indian reservations or Alaskan Native communi-
ties where IHS or tribal clinics are the primary source of healthcare [20, 22, 23].

Due to the physical distancing requirements and decrease in health care provid-
ers in the Navajo Nation due the pandemic, the tribe has expressed interest in tele- 
education, tele-traditional medicine, and tele-monitoring to decrease health 
inequities on the Navajo Nation. Some traditional Navajo healers are using virtual 
platforms for tele-traditional medicine, however, concerns about barriers with inter-
net access and technologic literacy remain [14]. While over 1.2 million persons on 
US tribal lands lack basic access to mobile technology and quality Internet capabil-
ity, advancing tele-health services is improbable. The Navajo Nation has been allo-
cated funds from the Coronavirus Aid, Relief, and Economic Security (CARES) Act 
to increase Internet services, broadband expansion and mobile towers, but much 
more funding for infrastructure is needed to improve health equity [14].
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20.3.1.5  Cultural Difference

Culture is shaped by mores (values, beliefs, norms, and practices) that are shared by 
members of a cultural group and guide thinking, doing, and being. Culture becomes 
a patterned expression of who we are and is passed down from one generation to the 
next. Cultural values are unique principles of a particular culture that become 
acceptable as they are practiced over time. Persons in the general US society and 
many who work in the US healthcare system may have differing views based on 
cultural values related to health care decisions, life, and death.

Individuality

Health care providers should not assume that all patients from a particular group or 
culture are of the same mind [3]. Native Americans are not one people or culture, 
and we cannot generalize about individuals. Beliefs, traditions, rituals, and ceremo-
nies among tribes vary widely. The culture of each nation or tribe also reflects the 
influences of assimilation and acculturation, which may be the result of relocation, 
forced education in boarding schools, and competing religious missionary efforts in 
American history. These events resulted in a heterogeneous belief system among the 
Native American community [9]. Based on the 2010 US Census population count, 
47% of Navajo tribal members lived on the Navajo Nation, 10% in larger towns 
bordering Navajo, 26% in metropolitan areas throughout the US, with large popula-
tions in Phoenix, AZ and Albuquerque, NM, and 17% in other areas of the US [10]. 
Knowing whether a patient resides or was raised on the Nation of Navajo versus a 
large metropolitan area, may help to inform the approach a health care provider 
takes during interactions and difficult medical discussions. However, even if a per-
son was raised in a large urban area, influences of culture may still have an effect on 
beliefs and identity [24].

Some Navajo patients have multiethnic and multicultural families with members 
of other Native and non-Native peoples who practice different religions. It is com-
mon to have a family in which some segments are Christian while others maintain 
traditional Navajo religious beliefs in the multiple generations of a matrilineal fam-
ily [4]. An individual may also be influenced by the push and pull of traditional and 
modern beliefs. Allopathic therapies may be acceptable with the addition of tradi-
tional and/or Christian ceremonies to ward off evil, harm, and negativity to protect 
the individual and family [4].

These factors may influence how a patient and family process medical decision- 
making and combine to define the individual’s preferences with regard to health, 
values, and behavior. A family may have traditional cultural beliefs combined with 
varying religious beliefs and a contemporary context, resulting in a spectrum that 
needs to be explored to provide good communication with each patient [5, 6]. 
Getting to know each patient and family will guide the methods for discussing med-
ical information.
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Positive Thinking

In the traditional Navajo belief system, thoughts and language shape and influence 
reality and may affect future events. For Navajo people, it is believed that your 
words carry power, hence the act of discussing something can make it happen and 
may influence the outcomes of medical interventions [3]. Hózhó or hózhóni is the 
central concept in Navajo culture and its meaning is approximated by combining the 
concepts of beauty, blessedness, goodness, balance, order, harmony, peace, and 
everything that is positive or ideal. Hózhó, the “beauty way of life”, defines the 
traditional Navajo way of thinking, speaking, behaving, and relating to other people 
and the surrounding world and living a balanced and harmonious life [1, 7]. In gen-
eral, Navajo people believe health is maintained, or restored, through positive lan-
guage, termed hózhoojí [7]. The Navajo phrases hózhoojí nitsihakees and hózhoojí 
saad literally translate to “think in the beauty way” and “talk in the beauty way”. 
Positive thoughts are important in all things and negative thoughts and ideas are 
avoided [5]. Many Navajo persons refrain from thinking or speaking in a negative 
way and maintain a positive outlook and hope. The Navajo phrase, “Doo’ájíniidah” 
has literal translation “don’t talk that way!” Speaking about potential future harm 
will either call upon the negative result that is discussed or will make it more likely 
to occur [8]. This positive thinking has sometimes been misinterpreted by others 
that the Navajo people are intensely afraid of death. On the contrary, they have tre-
mendous respect for life and the preservation until old age would be ideal [9]. The 
belief that talking about bad things can be causative is held by many other cultures, 
such as people in Greece, China, Italy, Korea, Mexico, and the Horn of Africa [7].

• Video 20.5: Navajo traditional teachings. Walk In Beauty, October 8, 2018. 
Accessed 1 March 2021. https://www.youtube.com/watch?v=ruYNl- emEic

• Video 20.6: Navajo traditional teachings. Traditional Native American Beauty 
Way Prayer, September 7, 2020. Accessed 1 March  2021.https://www.youtube.
com/watch?v=nwegDq6quQY

Family Structure

According to laws in the US, there are strict definitions of “family”, k’é. Immediate 
blood-relations, family members by marriage or adoption, and legally appointed pow-
ers-of-attorney are allowed to make decisions about individual patients. Many cul-
tures have differing family structures that do not adhere to these rules. Native American 
tribes may be matriarchal, bilinear, or patriarchal, but in most tribes, the wisdom and 
experience of elders are honored and respected. The Diné are a matriarchal and clan 
society, emphasizing the importance of the maternal lineage. The lineage of the clans 
is passed down through women and women have authority over property and are cus-
todians of the children. A clan is a small tribe within a tribe [1]. The Navajo tribe has 
more than 100 clans from differing areas of the Navajo Nation with unique meanings 
and histories. Each person belongs to four different clans, derived from family linage. 
The individual’s primary (or first) clan is from the mother’s female linage 
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(grandmother, great grandmother, etc.). The second is from the father’s primary clan, 
third from the maternal grandfather’s primary clan, and forth from the paternal grand-
father’s primary clan. These clans are used to identify family members or establish 
kinship with one another. Therefore, a person/patient may have many “mothers”, 
“aunts”, and “siblings” who are influential in upbringing and decision-making 
throughout one’s life. Separate clans are interwoven by cross- membership in other 
groups, forming a complex network and may inform the decision- makers for health 
care choices. In each family or clan, one elder may be designated as the final decision-
maker [6, 25]. The Diné also have a close-knit extended family with many multigen-
erational households due to culture but also structural inequities on the Navajo Nation. 
Extreme poverty necessitates shared homes or close proximity of small households on 
one plot of land owned by the family. The definition of “family” and who is involved 
with major decisions regarding health care varies across cultures. Allowing participa-
tion of non-conventional family members in decision-making is crucial to cultural 
competence in treating many patients [1, 6].

• Video 20.7: Navajo traditional teachings. K’é Navajo kinship, September 19, 
2017. Accessed 1 March 2021. https://www.youtube.com/
watch?v=IO2y36hnzLc

Traditional Medicine

The Diné value living in harmony with everyone and everything, people, the land, 
and animals [1]. This is called “Walking in Beauty”, a world view in which every-
thing in life is connected and influences everything else and is a path to health, heal-
ing, and life [1]. Traditional Navajo religion involves worship of the winds and 
watercourses and a number of divine beings who are believed to intervene occasion-
ally in human affairs. These entities are frequently invoked, offerings are made to 
them, and ceremonies are performed to continue to live a life of balance and har-
mony (hózhó). Songs, chants, dances, prayers, sweat baths, and sand paintings also 
form portions of the intricate religious rituals [6]. Traditional Navajo customs may 
partially or completely inform an individual patient’s culture or may have no influ-
ence at all based on individual and/or family belief.

• Video 20.8: Explore documentary films. Becoming a Diné Navajo Medicine 
Man, June 18, 2015. Accessed 1 March 2021. https://www.youtube.com/
watch?v=gwTt6wIQnVk

• Video 20.9: Navajo traditional teachings. Medicine Man Training, May 11, 2018. 
Accessed 1 March 2021. https://www.youtube.com/watch?v=- f6rhOpNxsk

Traditional Navajo healers are called Hataałii or “singers”, also known as medi-
cine men (or women), and use chanting, singing, praying, and herbs to create 
medicinal elixirs or ointments, and “cleansers” to perform healing ceremonies and 
blessing rites intended to protect and cure the body, mind, and spirit. The Hataałii 
sees a person not simply as a body, but as a whole being, connected to other people, 
families, communities, the planet, and universe. All of these relationships need to be 
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in harmony to be healthy [1]. In traditional Navajo medicine there are no disease 
names. Sickness is a result of things falling out of balance, of losing one’s way on 
the path of beauty. Religion and medicine are combined [1]. Illness is thought to be 
caused by transgressions against the supernatural, witchcraft, or violation of taboo 
[26] and by imbalance with an animal or bird or caused by the wind, dirt, or the 
season. The word “taboo” can be defined as not being acceptable to talk about or do 
and is a strong cultural warning or prohibition against an action [26]. Violating a 
taboo may have a negative effect on the family and community, not only the indi-
vidual’s mores. Bilagáana (European-American or white man) illness are the names 
and causes of allopathic diseases. Diseases may be attributed to contamination and 
oppressive social conditions resulting in loss of traditions by having to live accord-
ing to the “white man’s” philosophy, eating processed foods, or exposure to envi-
ronmental pollutants. Traditional healers and ceremonial interventions may be 
needed to correct for contamination caused by contact with non-Navajo blood, 
breath, organs, and medical personnel. This type of background information for a 
particular culture may be beneficial in working with indigenous populations across 
the globe [4]. For Navajo patients, traditional healers may be requested to reverse 
taboo or for protection ceremonies. Patients or families may wish to consult with a 
traditional healer combined with contemporary allopathic medical treatments [27]. 
Often the songs of the medicine man can inspire hope and compliment treatment 
with biomedical medicine [1]. Having a ceremony before surgery or other treatment 
may result in a calm patient who is a better candidate for surgery. Navajo healers 
practice a viable and real medicine that works with the patient’s mind as well as the 
body [1]. It is therefore important to realize that using “science” to try to talk 
patients out of their beliefs will be ineffectual when used alone. Allowing traditional 
medicine to come alongside science may be an effective holistic approach.

• Video 20.10: Alvord LA. The healing properties of Navajo ceremonies, January 
4, 2016. Arizona State University Libraries. Accessed 1 March 2021. https://
www.youtube.com/watch?v=93LiJFvjZsg&t=2056s

Allopathic Treatments

Traditional Navajo believe that each person has a predetermined life span or limit. 
There is also belief in an afterlife in which a person returns to the spirit world to be 
with the “holy people or diyin dine’é” and will need the tools to reside there, includ-
ing an intact, uncontaminated body, “the sacred gift”. Taboo procedures, such as 
autopsy or organ transplantation, either as a recipient or donor, may hinder the jour-
ney process after death. Organ transplantation, blood transfusion, cardiopulmonary 
resuscitation (CPR), and even some surgical treatments may be difficult to accept, 
because they may interfere with one’s predetermined life limit by extending it [4].

• Video 20.11: Navajo traditional teachings. Life Does Not End: Navajo Beliefs on 
After Life, September 2, 2019. Accessed 1 March 2021. https://www.youtube.
com/watch?v=FIqjccc35JE
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Organ transplantation is a particular conundrum. Belief that the body should 
remain intact to enter the spirit world, mistrust of the ethical process of organ pro-
curement, and uncertainty about the safety and quality of deceased organs are con-
cerns. On the other hand, patients have expressed that their family and loved ones 
were the primary motivation to pursue transplant, in addition to improved quality of 
life by avoiding dialysis and dietary restrictions. Although a more modern cohort of 
patients may accept transplants, there remains a resistance to organ donation. An 
organ, blood, or breaths received in CPR may be contaminated by the donor’s spiri-
tuality, personality, or physical ailments and may be acquired by the recipient. 
Donated organs or breaths given in CPR are also thought to give away a part of the 
Navajo donor, therein, a piece goes to and stays with the recipient. Navajo patients 
with traditional beliefs would rather accept blood or organs from someone living, as 
opposed to deceased, and in their own kinship, however, some may not wish to 
burden family members by taking an organ they may need in this life or the afterlife. 
Patients also express that some taboos of accepting allopathic treatments can be 
remedied with ceremony and asking for permission and protection and are, there-
fore, rendered less objectionable [4, 28].

20.3.2  Principles of Medical Ethics in Surgical Care 
and Cultural Difference

In caring for people from some cultures, it may be necessary to further contemplate 
the four principles of clinical medical ethics and how their application may differ 
with regard to communication and treatment to assure autonomy, non-maleficence, 
beneficence, and justice for all patients. Belief systems, family structure, communi-
cation styles, characteristics and temperament of individuals, and distrust of the 
healthcare system can position cultures such as the Diné in conflict with the classic 
intention of the four principles of clinical medical ethics as outlined by Beauchamp 
and Childress (see Table 20.2) [29].

20.3.2.1  General Concepts

Many aspects of surgical care, such as obtaining informed consent and advance 
directives, involve outlining negative consequences, risks, and possible dire sce-
narios. Having belief in the causal efficacy of stating future harms, some patients 
may ask that their healthcare providers avoid these negative discussions and doing 
so may uphold non-maleficence. Some traditional Navajo persons would like to 
avoid “Doo’ajiniidah”, negative thoughts, and wish for hózhoojí, positive language 
and thinking to maintain hózhó [8]. The belief of creating negative outcomes by 
voicing them also exists in other cultures and is known as the Nocebo Effect and 
refers to adverse outcomes produced by negative expectations for an event, proce-
dure, or treatment [30]. This may lead to some patients experiencing anxiety or 
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other adverse outcomes, if aware of serious side effects or risks of surgery [31]. 
Some patients expect to hear a complete list of possibilities and to be fully informed. 
Others wish only to gather basic information and avoid conversations about advance 
directives or specific scenarios and negative outcomes. This dichotomy may be par-
ticularly evident between Navajo patients with traditional beliefs and those from a 
more progressive background, emphasizing the need to individualize dialogue with 
each patient.

20.3.2.2  Trust

Historically, the education system was used to forcibly acculturate Native Americans 
by removing them from their families, tribes, and land, assigning them European- 
American names, prohibiting them from speaking their languages, sending children 
to boarding schools, and generally stripping away every aspect of indigenous cul-
ture [28]. Healthcare institutions, both historically and in the present, have not 
always shown themselves to be worthy of trust, which is a critical element in cross- 
cultural cooperation. Experimental treatments and inequity in medical and surgical 
care for ethnic minorities are well documented. Until disparities in access and qual-
ity of care are eliminated or at least greatly reduced, simply encouraging Native 
Americans and other ethnic minorities to be more trusting of recommendations pro-
vided by non-Native physicians is likely to fail [32]. Attention to culturally compe-
tent communication is a first step in inspiring trust.

20.3.2.3  Patient Autonomy

In the United States healthcare system, the value of autonomous decision-making is 
strongly held. Autonomy is defined as a norm of respecting and supporting indepen-
dent decisions [29], permitting control over one’s body according to an individual’s 
personal values and beliefs. How does autonomy differ in a maternal, family-based 
culture? For many American Indians, autonomy is not an individual concept as 

Table 20.2 Ethical principles [29]

1. Respect for autonomy—A norm of respecting and supporting autonomous decisions, may 
have different a meaning for some cultures and people, depending on decision-making 
participants and styles.
2. Non-maleficence—A norm of avoiding the causation of harm, must be of particular focus in 
conversations, evaluations, treatment options, and post-operative care in Navajo and other 
patients.
3. Beneficence—A group of norms pertaining to relieving, lessening, or preventing harm and 
providing benefits and balancing benefits against risk and costs, needs careful consideration to 
avoid biases and inequity in care.
4. Justice—A group of norms for fairly distributing benefits, risk, and costs, should be 
maximized to provide a purposeful reduction of inequity in healthcare for disparate 
communities.
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decision-making lies in the community. Since the Navajo family composition can be 
quite complex and elders held in high regard, many health decisions may be made 
together with multiple family members, and families may make decisions for indi-
vidual members (see Chap. 19).

20.3.2.4  Advance Directives

In 1991, the United States legislature implemented the Patient Self-Determination 
Act (PSDA) that requires health care organizations and encourages patients to cre-
ate advance directives (ADs) [8]. Initially, ADs were viewed as a solution for 
decreasing the use of costly, life-sustaining technology, which did not maintain 
life at a quality level. Individuals, regardless of race, ethnicity, culture, and cul-
tural heritage, fear that life-extending technology might increase suffering with-
out ultimately resulting in sustained and prolonged life. The PDSA was adopted 
by the Indian Health Service in 1992 with the proviso that “Tribal customs and 
traditional beliefs that relate to death and dying will be respected to the extent 
possible when providing information to patients on these issues.” [8] However, if 
a healthcare provider honors her Navajo patients’ Doo’ajiniidah request, these 
patients may not receive sufficient information needed to make informed deci-
sions. Navajo patients with traditional beliefs may not wish to participate in the 
discussions concerning dire circumstances necessary for advance directives that 
are mandated by the PSDA, for they may believe that talking about the possibility 
of becoming terminally ill and/or in a persistent unconscious state will either 
cause them to suffer this fate or make it more likely [8]. For some, an advance 
directive is considered a death warrant and a violation of fundamental tribal views 
and is perceived to be detrimental not only to the individual but to the family and 
community [7, 33].

20.3.2.5  Informed Consent

As surgeons trained in the US, we are taught to explain every risk and possible bad 
outcome of each treatment option. Not doing so can put us at risk for litigation, if 
complications occur. Fully “informing” our patients of not only the benefits and 
alternatives to surgery but also the risks involved in having or declining surgical 
treatment is the key portion of obtaining informed consent. In the same way discuss-
ing advance directive choices regarding end-of-life care may cause distress for those 
who wish to only discuss positive ideas, the informed consent process can be prob-
lematic and may result in a patient losing trust in their care. On one hand, most 
persons value autonomy, and so value giving informed consent to treatment to pro-
tect it. On the other hand, a view of causation may preclude a patient from talking 
or thinking about “negative things,” and so may prevent giving truly informed con-
sent for treatment [8].
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20.3.2.6  Treatment

Pain Assessment

There are several studies that show ethnic disparities in assessment and treatment of 
postoperative pain [34]. Expression of pain is a complex interaction between bio-
logic, psychosocial, and cultural factors and may be more subtle in Navajo and other 
Native patients. Commonly used assessment instruments may not accurately reflect 
the degree of experienced pain. While various pain scales exist, their reliability and 
validity across different racial/ethnic backgrounds remains to be determined [34]. 
When given numeric pain scale options, some Native American patients may tend 
to choose favorite or sacred numbers instead of the number that accurately indicates 
their level of pain. There can also be a difference in communication of pain. Many 
indigenous tribal beliefs about causes of illness and pain are related to imbalance 
between the spiritual, mental, physical, and social interactions of the individual and 
are to be endured. Courage and humble, soft-spoken stoicism should not be miscon-
strued as absence of pain. There is also evidence that subtle symptoms and the use 
of descriptive words by Native American patients to describe pain can be used as an 
indicator for the presence of pain. Due to the combination of the above factors, there 
is a need to assess acute postsurgical pain differently for some patients to avoid 
maleficence by undertreating pain. Attention should be given to nonverbal cues, as 
well as universal objective indicators of pain, such as tachypnea, tachycardia, dia-
phoresis, pallor, or increasing blood pressure [34].

Withdrawal of Treatment

As in our case of Baby Faith, families are often opposed to withdrawal of treatment 
for diagnoses with poor prognosis and limited life expectancy. People of many 
backgrounds prefer to choose life-sustaining treatments, including surgery, which 
may allow for improvement of disease or discharge home. It was difficult to find 
evidential information in the literature concerning this subject with regard to Navajo 
tradition. There are some reports about other cultures that approximate the Navajo 
concept of avoiding interference with one’s predetermined life limit and preserving 
hope in deciding to continue treatment [4]. Many Christian religions also discour-
age withdrawal of care or hastening death. Since it is difficult to provide a definitive 
prognostic estimate for a diagnosis due to phenotypic variability and severity of 
disease processes, life expectancy projection cannot be exact, complicating decision- 
making for patients and families. Families have stated that letting a patient die is not 
their decision to make, which has been expressed by other groups who have beliefs 
that “only God has knowledge about and power over life and death” [32]. Despite 
the reasons, we should attempt to understand and accommodate desires for contin-
ued or more aggressive care, and use respectful negotiation when treatment is con-
traindicated or seems medically futile [32].
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20.3.3  Cultural Competence and Cultural Humility 
Improvement Strategies

Physicians frequently care for patients whose cultural, religious, or social back-
grounds differ from our own. If these differences are not attended to, the substantial 
variety in patient values, beliefs, and behaviors related to health and healthcare may 
result in conflict, misdiagnosis, poor adherence to recommendations, suboptimal 
outcomes, or decreased patient satisfaction. Cultural, ethnic, or racial discordance 
between patients and physicians has an impact on communication related to health-
care, and barriers can be due to differences in language, religion or spirituality, 
family involvement in decision-making, responses to inequities in care, and lack of 
trust. Biases in treatment recommendations, pain assessment, and outcomes can be 
mitigated if we use an individualized, culturally competent method of providing 
care, which has been shown to improve outcomes in many disciplines and should be 
a part of modern-day medical care [3, 35]. Focused improvement strategies for indi-
viduals, medical education, hospitals and health systems, and the broader society 
can be used to improve culturally competent communication and care for patient 
populations. “To effectively reach populations affected by disparities, providers 
need to have a personal understanding of the communities and people within those 
populations—who they are, what matters to them, and how they can be supported in 
building a stronger foundation for health.” [24]

20.3.3.1  Individual Provider Strategies

Unconscious Bias Awareness and Training

Individual surgeons and other healthcare practitioners should familiarize them-
selves with cultural competence and cultural humility and strive to understand and 
practice both. We should embrace implicit bias training, awareness of biases, and 
make a conscious effort to lessen them and endeavor to be knowledgeable about and 
accepting of other cultures. Lead by example with professional behavior and com-
passion for cultural difference with emphasis on beneficence, non-maleficence, 
autonomy, and justice [3]. Implicit bias is likely the most common form of bias 
among healthcare providers, but explicit bias is also persistent, and efforts are 
needed to minimize its occurrence as well. We also need to enhance structural com-
petence among healthcare providers, which refers to increasing awareness of how 
racism is embedded in our culture and institutions and shapes not only behavior of 
individuals but also the ways in which policies and procedures in medical and other 
social institutions have initiated and sustain racial inequality. Therefore, effectively 
addressing implicit bias also requires identifying and dismantling institutional lega-
cies and social consequences. This will require changes not only in the individual 
behavior of providers but also policy changes across many domains of healthcare 
and other social institutions [36].

20 Subtle Approach to the Mores of the Navajo Nation



292

Communication Strategies and Ethical Principles

Good communication is critical for caring for all patients but can be more difficult 
with those from different cultural backgrounds. Cultural differences can lead to the 
need to alter the typical manner of pre- and post-operative discussions, which are 
often blunt and directly goal oriented. Awareness of the differences between cul-
tures can enhance communication and using interpreters and lay medical advocates 
improves quality of care. “Increased awareness of social cues that communicate 
respect to Indigenous people, attending to these during medical history-taking, 
physical exams and delivery of treatment, ensuring that patients will be treated with 
respect and dignity, and that there will be time to answer questions” are helpful 
practices [24].

Four-Step Approach

Carrese’s 2000 article describes a four-step guide for communicating with Navajo 
patients based on conversations with Navajo informants and can be adapted for use 
with many patients of differing backgrounds (see Table 20.3) [3]. The overarching 
premise of the approach is to interact while applying the Navajo concept of k’é, 
compassion, caring, kindness, and respect, especially when discussing negative 
information. Getting to know the patient and family and communicating awareness 
of potential differences in culture will allow them to have more confidence in the 
care. These methods can be beneficial in connecting with all patients.

The first step in the guideline is to ask permission to discuss negative informa-
tion, which goes hand in hand with the second step of rapport building. Rapport is 
cultivated by (1) establishing a trusting relationship, (2) facilitating involvement of 
family members, (3) warning the patient about the nature of the discussion and com-
municating that no harm is intended while asking permission to discuss negative 
things, and (4) facilitating the involvement of a patient advocate and interpreter and 

Table 20.3 Carrese’s four step approach [3]

First Step—Ask permission to discuss negative information
Second Step—Build Rapport
    1. Establish a trusting relationship
    2. Involve family members
    3. Warn about the nature of the discussion
    4. Use a patient advocate, interpreter, traditional healers
Third Step—Communication
    1. Use the k’é concept to communicate
    2. Do not rush
    3. Maintain a positive focus
    4. Refer to a third party when discussing risks or prognosis
    5. Review the patient’s story in a circuitous fashion using positive language
Fourth Step—Follow-through and continued care

E. C. Bennett and E. Paddock



293

traditional healers, if the patient desires. The third step involves specific techniques 
for communication. (1) Communicate information in a caring, kind, respectful man-
ner, k’é. (2) Do not rush the interaction and allow enough time for the conversation 
and questions. (3) Maintain a positive focus, keeping in mind hózhoojí, using posi-
tive concepts and words. (4) Refer to third parties rather than to the patient directly 
when discussing prognosis, risks, or other potentially negative information; “Some 
people with this diagnosis had these treatments.” “The types of problems we have 
seen may include bleeding, transfusion, or need for more surgery.” (5) Review the 
patient’s story in a circuitous route from symptoms, physical findings, and study 
results, then meander to the most likely conclusion, rather than stating the facts and 
diagnosis bluntly. Use positive language for wishing these things were not happen-
ing. Using positive action words and third person language are techniques that 
uphold non-maleficence. The fourth step involves follow-through and the physi-
cian’s responsibility to the patient and family after negative information has been 
shared. Continue to care for the patient, communicate hope, and invite traditional 
healing and other methods of care, especially for those with a poor prognosis. 
Outline the options and continue to convey a positive message in positive language 
to maintain hózhó. “In the Navajo way there is always something to be done” [3]. 
As an example:

If you say, “This medicine is for your high blood pressure, and you’ve got to take it like this, 
and if you don’t, one of these days you’re going to get worse, and maybe a year later or two 
you’re going to be dead,” then right there, that guy’s going to back off from you. That’s the 
negative aspect. If instead you say, “If you follow this example, you will get better, you will 
feel better, you will feel good.” Then the Navajo patient may actually follow the recommen-
dation to take the medication. “Mention the positive thing. That’s what people want to hear. 
(Traditional healer) [3]

Hypothetical Case Approach

Another strategy to preserve non-maleficence is using a hypothetical case to inform 
the patient and family about the procedure, treatment plan, or prognosis. This tech-
nique acknowledges the patient’s and family’s realistic fears, respects the need for 
indirect discussion, and invites further questions. Direct confrontation may frighten 
or offend the patient, and sensitivity and skill are essential to gauge the degree of 
information sought. Responses to inquiry may be indirect or phrased as hypotheti-
cal, according to the wishes of the patient and family [3].

Ask, Tell, Ask Approach

The physician should regularly seek feedback from the patient and family to assess 
their understanding of the proposed treatment plan or progression of the disease and 
to determine need for additional information [32]. Ask patients what they want to 
hear, tell them what they are comfortable hearing, and then ask what they under-
stand and repeat as the conversation progresses [37].
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Modified Informed Consent

There is some literature proposing modifying informed consent (IC) by withhold-
ing negative information, such as risks, out of respect for the wishes for some 
people to avoid negative thinking, including in Navajo culture [8, 30, 38]. Some 
authors recommend either providing only basic information about a treatment 
unless asked for more [30] or tailoring a discussion to each specific patient, termed 
“contextualized informed consent” [39]. Asking about the preferred mode of deci-
sion-making will allow the patient to know you are aware of potential cultural 
differences. The patient may wish to have family, tribal elders, and/or a spiritual 
healer or Hataałii participate in the discussion. Determine and document who may 
not want to hear about the negative risks. Prioritize positive thinking during discus-
sion of risks and document any modification the IC process. Customizing the infor-
mation given to provide maximal transparency with the least potential harm may 
uphold non-maleficence and avoid the nocebo effect [31]. Since the primary moti-
vation behind informed consent is the protection of patients, then through the prin-
ciple of beneficence, withholding nocebogenic information may be appropriate. 
Clinicians should be aware of the impact of their conversations on patients’ experi-
ences and endeavor to shape their discussions to optimize outcomes while main-
taining patient autonomy [39].

20.3.3.2  Medical Education Improvements

Improving diversity in the healthcare workforce will likely need to start with 
societal changes and improved institutional inequities in the US education sys-
tem. Medical schools should strive for admissions that reflect the diversity of the 
population served. Mentoring and recruitment needs to begin in early education, 
high school or earlier, to attract students to medical disciplines, especially surgi-
cal specialties, by developing mentorship and pipeline programs to foster diver-
sity. The diversity among surgical residents and practicing surgeons should be a 
focus in residency recruitment and admissions, since there continues to be a 
paucity of black, indigenous, and people of color (BIPOC) in surgical residen-
cies and, subsequently, surgical practice [40]. A diverse workforce improves 
patient-provider racial and cultural concordance. Research indicates that racial 
concordance between a patient and a clinician is associated with better commu-
nication, overall health outcomes, higher levels of patient satisfaction with care, 
and superior adherence to provider recommendations. Therefore, as the US pop-
ulation becomes increasingly diverse, with the current BIPOC populations 
becoming the majority of the US population in less than 25 years, ensuring the 
increasing diversity of health care providers is in the best interest of national 
health care delivery [36].
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20.3.3.3  Health Systems Strategies for Cultural Competence (see 
Table 20.4)

Diversify the Workforce

Hospitals and health systems should increase educational opportunities in medical 
disciplines for diverse populations and recruit actively for medical providers, physi-
cians, and nurses with differing backgrounds that reflect the local population and/or 
population at large. Hospitals should recruit and cultivate a diverse workforce with 
intention and provide educational competencies not only in compliance, HIPAA, 
patient safety, but also in cultural competence and communication. They should 
require courses on common cultural traditions in the region and emphasize using 
customized techniques with patients. Diné College offers cultural orientation 
courses for non-Navajo medical workers, as an example. Outline potential differ-
ences in various patient populations and emphasize the need to inquire with the 
patient and family their preferred communication style, type of care, other healing 
methods or holistic care they prefer. Require that staff are educated on implicit and 
explicit biases and cultural and structural competence. Maintain ongoing evaluation 
and training on potential for bias and strategies to eliminate or diminish the influ-
ence of biases on behavior and patient care. Deliberately recruit and hire health care 
workers who strive for inclusion and cultural openness. Be sure this is part of the 
interview and hiring requirements with ongoing training and evaluation.

Table 20.4 Healthcare systems strategies for cultural competence and humility [1, 4, 5, 7, 8, 21, 
24, 30, 31]

Diversity the workforce
    1. Increase educational opportunities for diverse populations
    2. Actively recruit diverse employees
Cultivate cultural competence and cultural humility
    1. Required courses for employees
    2. Implicit bias training
    3. Ongoing evaluation of competence
Hire bilingual, bicultural staff
    1. Training in interpretation
    2. Employ and use patient advocates
    3. Always use an interpreter
Allow for traditional or alternative healing
    1. Consult local populations on wishes/needs
    2. Hire or contract with traditional healers to provide care on site
    3. Provide spaces for traditional healing practices/ceremonies
Hospital policy changes
    1. Advance directive requirement
    2. Family member definitions
    3. Allow for a designee to make decisions
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Interpreters and Patient Advocates

Hospitals should hire bilingual, bicultural staff and train them in medical transla-
tion/interpretation for the common racial and ethnic groups in the region of practice. 
Create paid job positions for patient advocates with background and understanding 
of the patient populations cared for. Assure that these positions are paid and not on 
a volunteer positions to promote longevity and provide income [24]. Providers 
should always avoid the use of family members as interpreters and insist on using 
medical interpretation during interactions with Navajo and other non-English speak-
ing patients. Many patients may speak English, but pride may impede the request 
for an interpreter [5]. Patient advocates and interpreters understand the Navajo posi-
tive speaking and culture and can enhance interactions [32].

Traditional Healing

Healthcare facilities that care for populations of American Indian patients should 
employ and/or development consultation contracts with traditional healers and pro-
vide spaces for traditional healing. Hospitals should facilitate the use of traditional 
Native healers as a complement to allopathic medicine and recognize the impor-
tance of spiritual traditions when setting up prevention programs, screenings and 
health care services [24]. In 1996, the Navajo Nation was granted funds from the US 
Department of Veterans Affairs to finance traditional healing services. The Indian 
Health Service (IHS) has made efforts to incorporate Navajo opinions into its opera-
tions to make facilities more accessible to Navajo practitioners. One of the first 
examples of this cooperation is the Chinle Health Care Facility in AZ which created 
an Office of Navajo Healing to build a bridge between biomedicine and traditional 
Navajo medicine. They offer traditional counseling and care and arrange herbalists 
and ceremonial practitioners and have a hogan (traditional dwelling and ceremonial 
structure) at the facility. Other centers have integrated traditional practices in treat-
ment with medicine persons as permanent staff members, hogans and healing rooms 
on site, facility doors facing east, Navajo artwork, and Diné Bizaad signage [1, 4]. 
At the University of New Mexico Hospital, there is a non-denominational medita-
tion space with respect for differing religions and beliefs. There are Native American 
patient advocates and interpreters on staff through the office of Native American 
Health Services.

Hospital Policy Considerations

Health systems should consider policy revisions to incorporate a culturally com-
petent organizational strategy [7]. Revising policies on requiring advance direc-
tives, family member definitions, and requirements for decision-makers may be 
appropriate. Some patients may want an advance directive and others prefer a 
more stepwise decision-making algorithm, making choices as only necessary. 
Policy should allow patients to designate decision-makers and how involved 
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they are in healthcare choices. Some elders of many cultures will prefer to have 
a designee hear the “bad news” and make decisions about informing the patient.

20.3.3.4  Societal Advocacy

Healthcare leadership, especially physician leaders, in medical schools and hospi-
tals should (1) work to increase diversity in the health system, intentionally and 
actively, (2) take a proactive role in learning, researching, publishing, and educating 
others about structural and institutional racism, cultural competence, and cultural 
humility, (3) use knowledge learned to inform health policies and for advocacy and 
mentorship to ensure and improve justice and equity in medical care, and (4) con-
tinue to support elevation, appointment, and election of persons underrepresented in 
medicine to medical leadership positions and elected offices.

20.3.4  Return to the Case

The Navajo patient advocate, Diné interpreter, and the medical teams met for pre- 
conference planning and various aspects of communication with Navajo families 
were examined. The advocate stressed the importance of shaking hands with a light 
touch, as opposed to a vigorous tight firm grip, as a necessary and respectful greet-
ing in Navajo culture. The concept of positive thinking and avoidance of negative 
thinking and ideas were discussed. Use of the third person when naming risks was 
emphasized to avoid seeming to wish harm on the patient [3]. The Navajo medical 
student was elected to take the lead on discussing the proposed procedures. She was 
given the risk and benefit information and was assured the specialists would be pres-
ent to answer more detailed questions.

The family meeting began with a prolonged introduction of all the participants to 
the family by the Diné interpreter. The interpreter, advocate, and medical student 
were noted to shake the hands of all of the family members before beginning. The 
dysmorphologist began with a detailed description of Patau syndrome. The inter-
preter repeated the details in Navajo for the elder family members, as the parents 
spoke both English and Navajo. She also occasionally paused to explain some 
Navajo traditions and common wishes to the medical team. In discussing the symp-
toms and prognosis of the syndrome, the team was very careful to frame the infor-
mation and statistics to a third party. “Some patients have a short life and develop 
very serious medical problems.”

The baby’s current problems were outlined and described. The potential future 
associated problems were explained very delicately in the third person, prefacing 
each problem with “some patients have developed…”. The discharge planner and 
social worker clarified requirements for care at home with regard to plumbing, elec-
tricity, home care services. They offered to help obtain housing in Albuquerque, 
close to the medical center. The family stated that this was not an option due to their 
wishes to stay close to their extended family and community.
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The benefits of tracheostomy and gastrostomy surgery were listed. The medical 
student then asked permission to discuss the risks of the surgical procedures. The 
family granted this discussion. Each statement was prefaced by positive action 
words and was stated in the third person. “We do not wish for any of these problems 
to happen, but some patients have had bleeding, collapse of the lung, infection, and 
the trach tube can get plugged or fall out.” With the “stomach feeding tube, in other 
patients we have seen infection in the belly, leakage of stomach fluids, infection of 
the skin. We hope that none of these difficulties will happen.”

The subject of an advance directive was brought up, and the family did not wish 
to make specific plans for negative outcomes and preferred to make decisions in a 
stepwise fashion at the time choices are needed. Withdrawal of care was also men-
tioned. “In similar situations, some parents have chosen to remove the breathing 
tube and let nature take its course.” The parents asked, “Let her die? We cannot let 
her die. This is not up to us. We need to do everything we can to take her home.” The 
family did not wish to discuss this any further. The family members had many ques-
tions, which were slowly, thoughtfully, and comprehensively answered.

The family stated they would like some time to think things over and asked the 
patient advocate about the availability of a traditional healer who could go to their 
daughter’s bedside. This was not available, therefore they wished to consult with a 
medicine woman at their home in Tohatchi.

The medical team members continued to round on the patient and visit with the 
parents daily, answering questions about the medical status and potential surgeries. 
The team members kept in mind the methods of discussing the negative information 
in the third person and emphasizing that they did not wish any poor outcomes and 
hoped for only benefits. The care teams and family all perceived improved commu-
nication and trust.

After discussion with extended family members and consultation with a tradi-
tional healer, the parents decided to stay at the facility, again expressing wishes to 
do anything necessary to take Faith home. They gave consent for the surgical proce-
dures. They had discussions with the social worker about the availability of extended 
family members to help with 24-hour care and their comfort with their local health 
facility and transfer to Albuquerque, if necessary.

The medical team members felt satisfied that the family understood the benefits 
and risks of the recommended treatments, giving true informed consent. The indi-
viduals learned valuable skills in communication with Navajo families, but more 
importantly, culturally competent skills that may be applied to all patients.

20.4  Conclusion

Medical decision-making can be incredibly complex for patients and families as 
many belief systems, traditions, fears, and hopes combine. As surgeons and other 
healthcare providers, we should listen, learn and gather liaisons, interpreters, family 
members, and any other tools at our disposal to assist in understanding and com-
municating with patients. Further, we should treat every patient as an individual and 
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keep an inclusive attitude to maximize beneficence, minimize maleficence, support 
and encourage autonomy, and protect and enhance justice and equity for those we 
care for. Deliberate attention to inclusion and embracing cultural difference will 
allow for improved care for marginalized populations.

We hope that the ideas and evidence presented in this chapter can inform sur-
geons and other health practitioners how to tailor discussions regarding surgical 
care to the individual, taking into account the background, culture, and belief- 
systems of the patient. The people of the Navajo Nation are the most written about 
US indigenous group, therefore, discussing some aspects of this unique culture can 
serve as an example in the examination of communication approaches that can be 
used with patients. This informed methodology can be applied to every encounter 
with patients and families in medical practice. Cultural competence and humility 
can and should be learned, taught, and customized for a surgeon’s patient popula-
tion and practice setting (see Table  20.5). Ask respectful questions, listen to 
answers, keep a receptive mind, communicate in a kind and thoughtful manner, and 
walk gently during difficult conversations. The use of interpreters, patient advo-
cates, consultation with traditional healers, and being open to perspectives diver-
gent from our own beliefs will assist us in providing culturally competent care. As 
we each strive to become culturally competent and practice cultural humility in 
providing surgical care, we can endeavor to improve healthcare for patients of all 
cultures and backgrounds and move us closer toward the goal of eliminating health 
disparities.

Table 20.5 Cultural competence versus cultural humility [41–43]

Cultural competence Cultural humility
A necessary foundation for cultural 
humility

Requires the components of cultural competence

Both cultural competence and 
humility require:

Cultural humility also requires:

1. Developing cultural self-awareness
What is my culture and how does it 
influence the ways I view and interact 
with others?
   a.  Becoming aware of your own 

often ill-defined and 
multidimensional cultural 
identities, attitudes, beliefs, and 
behaviors

   b.  Identifying and examining your 
own personal biases, stereotypes, 
and prejudices

   c.  Considering the impact cultural 
differences might have on your 
interactions with BIPOC (Black, 
Indigenous, and People of Color), 
their families, and their 
communities

1. Humility in continually engaging in individual 
honest, courageous, self-reflection and self-critique 
as lifelong learners and thoughtful practitioners
   a.  Committing to lifelong, infinite learning with 

patients, communities, colleagues, and ourselves
   b.  Actively engaging in ongoing processes that 

change in response to new situations, 
experiences, and relationships

   c.  Continuously identifying and examining our own 
patterns of unintentional and intentional racism, 
classism, and homophobia

(continued)
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Table 20.5 (continued)

2. Gaining cultural knowledge
What are other cultures like and what 
strengths do they have?
   a.  Being comfortable with “not 

knowing”—Balancing your 
expert knowledge with being 
open to learning from patients and 
community and their lived 
experiences

   b.  Developing skills for 
communication and interaction 
across cultures

   c.  Being curious about other 
cultures, asking questions, 
reading about other cultures, 
viewing films and documentaries, 
studying another language, 
attending classes and workshops 
about other cultures, etc.

   d.  Attending cultural events and 
festivals

   e.  Establishing trusting relationships 
with community or patient 
advocates who are able to provide 
insights into cultural norms, 
family practices, communication 
styles, traditions, etc.

   f.  Understanding the principles of 
trust, respect for diversity, equity, 
fairness, and social justice

2. Understanding and equalizing power imbalances 
that exist in the dynamics of physician-patient 
communication
How can I use my understanding of my own and other 
cultures to identify and work to disrupt inequitable 
systems?
   a.  Studying the history of race and racism in the US 

and understanding how it disproportionately 
impacts BIPOC

   b.  Awakening ourselves to the position of power 
physicians potentially have over all patients, 
especially in the context of wealth, race, 
ethnicity, class, linguistic capability, and sexual 
orientation

   c.  Completing racial equity or implicit bias training
   d.  Using patient-directed/focused interviewing and 

care, understanding that every patient’s story is 
unique and only they know it. Ask questions and 
keep an open mind to learn about her needs and 
wishes and how little or how much culture has to 
do with that particular clinical encounter.

   e.  Learning to develop and evaluate culturally 
relevant and appropriate health programs, 
materials, and interventions

3. Holding the health and/or educational systems 
accountable for providing inclusive and equitable 
programs and services
How can I work on an institutional level to ensure that 
the systems I am part of move toward greater inclusion 
and equity?
   a.  Serving on an equity team
   b.  Collecting and analyzing data about practices, 

programs, services, and community partnerships 
through an equity lens

   c.  Analyzing policies for bias and rewriting them to 
make them reflective of the cultures, customs, 
behaviors and information needs of various 
patients and community members

   d.  Holding institutions and systems accountable for 
providing inclusive care

   e.  Developing and maintaining mutually respectful, 
beneficial, non-paternalistic partnerships with 
communities on behalf of individuals and defined 
populations.

Adapted from [42]. Video 20.12: “Cultural Humility: People, Principles and Practices,” a 30- minute 
documentary by San Francisco State professor Vivian Chávez, August 9, 2012. Last accessed 28 
February 2021. https://www.youtube.com/watch?v=SaSHLbS1V4w&t=689s
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21.1  Introduction

There are 2.3 million people incarcerated in the United States prison system, with 
racial and ethnic minorities being disproportionately represented. Black Americans 
make up 13% of the United States population, but make up 40% of adults in 
U.S. jails, state, and federal prisons as opposed to white Americans, who make up 
64% of the U.S. population and just 39% of the incarcerated population [1]. Because 
of mandatory minimum times of many prison sentences, the number of individuals 
who will require medical and surgical care during their time in prison is significant. 
One out of every eight people will undergo surgery during the time they are incar-
cerated in the U.S. prison system [2, 3].

Aside from this datum out of the Bureau of Justice Statistics, very little is known 
about the surgical care of these individuals, including their indications for surgery, 
their operations, any variation in care during their surgeries, and, most importantly, 
their outcomes [4]. In the 2003 landmark Institute of Medicine Report, Unequal 
Treatment, it was found that racial and ethnic minorities receive lower quality 
healthcare even when controlling for access-related factors such as insurance status 
and income [5]. Therefore, in addition to being vulnerable due to their incarcera-
tion, the known discrepancies in care experienced by ethnic minorities compounds 
the potential for substandard care in this patient population.

Critical to rectifying this discrepancy in healthcare is admitting that the chasm 
exists, identifying systematic ways to remove barriers to care, and empowering sur-
geons to collect and publish outcomes data. These steps will ensure outcomes 
equivalent to those in the general population.

Case
A 45-year-old male inmate presented to the surgery clinic with a five-year 
history of symptomatic cholelithiasis manifested with intermittent biliary 
colic. His pain typically lasted about 20 min following ingestion of fatty food, 
but he had several occasions of prolonged pain associated with low grade 
temperatures, which resolved within 36 h. Including his current several hour- 
long unrelenting episodes of pain, he had been managed by the infirmary 
physician and had never been to the hospital. He had mild essential hyperten-
sion well-controlled on single agent therapy. His past medical, surgical, and 
family history were unremarkable. Following an outpatient surgical consulta-
tion, he underwent elective laparoscopic cholecystectomy and was admitted 
for pain management, given the complexity of the case with significant 
inflammation and involvement of surrounding structures from previous epi-
sodes of acute cholecystitis.
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21.2  Search Strategy

A literature search was performed in PubMed; a review of the Bureau of Justice 
Statistics was completed to gather data on individuals who had surgery while incar-
cerated. The focus of data collection was: indications for and outcomes of surgery, 
ethical challenges in studying the inmate population, and barriers encountered in 
the perioperative period. Keywords included but were not limited to: “incarcerated 
patients”, “surgery on inmates”, “surgery incarcerated patients”, “surgical outcomes 
in incarcerated patients” “surgical outcomes inmates”, “surgery in vulnerable popu-
lations”, and “barriers to care of inmates.” Due to the paucity of data, there was no 
limitation to years of the search.

21.3  Discussion

21.3.1  Paucity of Data in a Large Population

In 2016, the United States held 21% of the world’s prisoners while only 4.4% of the 
world’s population [6, 7]. With greater than two million people incarcerated in the 
United States prison system, and the long duration of sentences, not only do chronic 
medical health problems precipitate during incarceration, but surgical problems do 
also. Exactly what surgical problems inmates incur is not known. Inmates are not 
included in any national surgical databases [4] and securing data at the individual 
hospital level is dependent on an institutional review board that would see value in 
the research for this population, as well as a high enough census of incarcerated 
patients having surgery to be able to power a study.

Obtaining primary data at the level of the infirmary, the initial presentation, and 
an understanding of the disease progression is challenging. In contrast, there is a 
body of literature addressing the topics of palliative, hospice, and end of life care in 
the incarcerated patient population. Here, the risk of isolation has a significant 
impact. McParland and Johnston examined 23 studies and identified the importance 
of relationships between providers and inmates near end of life, the value of hospice 
volunteers, and the counter-productiveness of the prison environment toward end- 
of- life goals [8].

Inmates are a vulnerable population for research due to historic abusive research 
practices that exploited these individuals in reprehensible ways. The Terre Haute 
Prison Experiments were conducted at the U.S. Penitentiary in Terre Haute, Indiana 
in 1943 and 1944 under the direction of the Venereal Disease Research Laboratory 
of the US Public Health Service. The objective was to determine the effectiveness 
of treatments for sexually transmitted diseases in order to be able to minimize the 
impact on infected U.S. military personnel during World War II. After volunteering, 
inmates were intentionally infected with Neisseria gonorrhoeae. Consent was 
obtained to participate in the study, however, intentionally inflicting disease in a 
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vulnerable population in exchange for $100, a certificate of merit, and a letter of 
commendation for the parole board following their participation is a breach of eth-
ics in medical research [9].

Another study done at the Rankin Farm prison in Mississippi promised to pardon 
inmates in exchange for experimenting on them by inducing the disease pellagra. 
Following “successful” contraction of the disease, the subjects were pardoned by 
the Governor. One inmate said he had been through “a thousand hells” and another 
said he would choose a “lifetime of hard labor” rather than go through such a “hell-
ish experiment” again [10, 11]. These exploitations and others dictate the need for 
stringent protections for inmates when it comes to research.

Due to the added regulatory standards that need to be satisfied in order to proceed 
with even retrospective data analysis in the inmate population, surgical outcomes 
studies are very sparse. Not having any knowledge of the surgical problems inevi-
table to arise in this vulnerable population makes them even more vulnerable, as 
surgeons lack the data to know if any systems barriers, implicit bias, or structural 
limitations are affecting the healthcare and surgical care of inmate patients.

21.3.2  Altered Preoperative Care

In the preoperative period, from the initial symptom manifestation to the day of 
surgery, there are increased security measures imposed by local, regional, and state 
policies that are intended to protect the safety of both the hospital workers and the 
incarcerated patients that make caring for these individuals challenging. In our insti-
tution, inmates are transported to specialty surgeon clinics accompanied by at least 
two corrections officers, who are present in the room throughout the visit. While 
this is meant to protect all involved, it also limits the privacy of the patient encounter 
and impairs the surgeon-patient relationship. When an operative problem is con-
firmed, surgery is scheduled through a process that is subject to more regulatory 
protocols than standard operating room scheduling. Therefore, the patient is fre-
quently not operated on as expeditiously as compared to the general population, and 
as a general rule, is not allowed to know the date or time of the next hospital appoint-
ment or even the operative date. A qualitative study from London described:

(F)ive experiences that challenged the ‘equivalence of care’ for prisoners: security overrid-
ing healthcare need or experience, security creating public humiliation and fear, difficulties 
relating to prison officer’s role in medical consultation, delayed access due to prison regime 
and transport requirements, and restricted (nay, nonexistent) patient autonomy in the man-
agement of their own healthcare [12].

In this study, incarcerated patients just accepted a lower standard of care, recogniz-
ing they had compromised independence with regard to their healthcare and inabil-
ity to book their own appointments. The participants in the study also found that 
physicians would address the correctional officers about the health of patients rather 
than the patient directly. An individual was going to have surgery and the physician 
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asked the corrections officers about preference for anesthesia type, rather than the 
patient himself. This idea of loss of autonomy, or compromise of autonomy is one 
that is especially concerning.

21.3.3  Disease Severity

The challenge of understanding the unique differences that occur in the surgical 
care of hospitalized inmates is directly related to the lack of quality studies and 
objective data. It has been well demonstrated in the medical literature that incarcer-
ated patients when compared to non-incarcerated patients suffer from higher rates 
of hypertension, asthma, arthritis, hepatitis after adjusting for age, sex, race, educa-
tion, employment, marital status, birth country, and alcohol consumption [13]. Such 
knowledge about surgical disease severity is unknown.

There are unique environmental factors imposed by living in a prison that may 
predispose inmates to specific problems. Living in an environment of fear and vio-
lence can lead to development of a hypervigilant state. It is known that inmates have 
a higher prevalence of Post-Traumatic Stress Disorder (PTSD) [14], which, in ani-
mal models were found to exhibit a state of immune modulation. These animal 
models with PTSD were found to have elevated pro-inflammatory cytokines (IFN- 
γ, IL-6, TNF-α, IL-17), immune stimulatory Th1 and inflammatory Th17 cells [15]. 
Further studies in Marines found that those with elevated CRP before deployment 
were predictive of PTSD following deployment, suggesting inflammation may pre-
dispose to PTSD [16]. Increased autoimmune disease severity have been anecdot-
ally reported in the inmate patient population. Interspecialty discussions with 
gastroenterology and endocrine surgery at our tertiary care center, where we care 
for a large volume of inmate patients, have suggested severe biochemical and symp-
tomatic Graves’ disease and inflammatory bowel disease relative to patients in the 
general population. Prospective research is necessary to prove this anecdotal differ-
ence is real, but the importance of identifying elevated risk and more advanced 
disease is of ethical and clinical importance to this vulnerable group of patients.

21.3.4  Implicit Bias

Incarcerated inpatients are faced with unique barriers to their care that are multi- 
factorial and not encountered by their general population counterparts. One such 
barrier is implicit bias or having a negative preconceived notion or prejudice of 
individuals without knowing them. In this case, individuals participating in the care 
of inmates may have implicit bias against these patients solely because of their 
incarcerated status.

Hospital employees face combinations of fear and implicit bias when caring for 
inmates despite the precautions taken for safety and security. In some states, the 
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incarceration history for inmates is public information easily obtained from the 
internet. Such information includes the reason for conviction, sentence duration, 
and incidence of repeat offenses. With this available information, the patient’s char-
acter, morality, and behavior now become a part of their known history and intro-
duces the risk of false assumptions and biases by their healthcare providers. There 
is data to show that those patients with a criminal record who have recently been 
released from prison experience discrimination by healthcare workers that may 
impact healthcare utilization [17], but similar studies in those who are currently 
incarcerated have yet to be done, based on our literature review. One can imagine, 
however, that knowledge of criminal history can foster provider fear or mistrust of 
their patient. However, even without that information, providers may fear for their 
personal safety when caring for inmates, which can consciously or unconsciously 
influence their care. It can affect the amount of time the provider spends with the 
patient, their level of communication with the patient, and/or thoroughness of their 
history and examination.

Inappropriate and unfounded assumptions made projecting the incarcerated 
patient’s desire not to return to prison post-discharge, educational level, knowledge 
base of disease and treatment, drug-seeking behavior, tendency for malingering, 
ulterior motives, or desire to seek care can all affect care, and have no role in the 
ethical and moral treatment of these individuals. Similar concerns have arisen in 
studies that examine the delivery of inpatient healthcare to other isolated and vul-
nerable patient groups, most commonly the mentally ill [18]. If implicit bias is pres-
ent in medical professionals and trainees who care for patients with mental illness, 
it may even affect whether psychiatric patients receive certain surgical procedures 
in addition to their outcomes [19]. In addition to implicit bias, overt prejudice and 
systemic racism compounds these barriers to care and addressing these deficiencies 
with implicit bias training is a reasonable place to start on the individual institu-
tional level to achieve equity of healthcare delivery.

21.3.5  Mistrust of the Hospital System

Just as providers may harbor distrust of their incarcerated patient, the patients them-
selves may possess distrust of their caretakers or the healthcare system in general, a 
problem that compromises the very essence of the doctor-patient relationship. Why 
is there mistrust? The life of an incarcerated individual is one without control and 
with few rights. Inmates can view their right to healthcare as an opportunity to take 
back some control. They are less often presented with alternatives in healthcare and 
can view their relationship with their surgeon as a power struggle or confrontation. 
They fear that their personal health and life will not be held to the same standard and 
value by medical staff as the lives of non-inmate patients and that as a result their 
care will be sub-optimal or compromised. Mistrust is further fueled by less contact 
with their providers and sub-optimal communication [20].

T. D. Beyer and M. K. Applewhite



311

The incarcerated patient population is found less likely to be adherent to recom-
mended medications and medical interventions, partly thought to be due to mistrust 
of the healthcare system. Cuthbertson, in a study of inmates in Canada, utilized the 
Trust in Physician Scale as well as a survey of support (Medical Outcomes Study 
Social Support Survey) to evaluate factors that may contribute to ineffective medi-
cal care delivery to the incarcerated patient population [21]. They found that mis-
trust of physicians among inmates is a common finding, which negatively influences 
adherence to medication, and that inmate patients experience high rates of lack of 
social and emotional support throughout treatment for health problems. Inmates 
seek providers who treat them with respect, are good listeners, and display under-
standing, just as patients in the general population do.

21.3.6  Modified Policies and Procedures

Policies and procedures implemented by departments of corrections and hospital 
institutions are meant to maximize the safety of all personnel and the security of the 
inmates themselves. Such policies exercise control over their hospital stays in a way 
that can be like prison itself. By design, they also remove personal autonomy. They 
affect everything from time out of bed, time out of their room, access to other 
departments within the hospital, access to providers, access to visitors, and knowl-
edge of their care: surgery date, medications, discharge instructions, disposition, 
and discharge date. These policies and procedures do uniquely impact patient care 
and its delivery while in the hospital in numerous ways.

While these safety measures certainly have a role to play, one particular point 
arises in the care of the incarcerated surgical patient, that of being shackled to the 
operating room table. Concerns for attempted escape or unpredictable behavior that 
may exist outside of the operating room are extraordinarily unlikely to happen after 
a general anesthetic is induced, however these restraints are frequently left in place 
unless the surgeon explicitly asks for them to be removed. Removing the shackles 
during operations is a humane and compassionate thing to do and honors the trust 
that the patient puts into the surgeon [22].

It is well established that early ambulation improves postoperative outcomes and 
is an integral part of recovery pathways. Ambulation reduces the risk of deep venous 
thrombotic events [23], contributes to reduced time to return of bowel function [24], 
minimizes atelectasis [25], shortens hospital stay [26], and provides a means of 
assessment of post-discharge physical therapy needs. Incarcerated patients are faced 
with barriers to ambulation. In most hospitals, they are shackled to their beds, reside 
in a locked unit, and/or require corrections officers to ambulate outside of their 
rooms. This loss of autonomy and ad lib ambulation undoubtedly results in less 
early ambulation and a risk of unnecessarily poor postoperative outcomes.

The isolation of inmates while in the hospital is a very real phenomenon. Whether 
they are housed in a secured unit away from the general population or simply inte-
grated in a regular room, yet guarded continuously, the inmate patient is at risk of 
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being physically or functionally isolated from the rest of the hospital and its ser-
vices. Even if the care of an inmate is not altered in a conscious or deliberate way, 
inequalities in hospital care do exist, and the onus is on us as a medical society to 
study and identify potential inequalities based on objective data.

An example of inequality in care is the delivery of inpatient physical and occu-
pational therapy. A patient’s physical independence and postoperative needs can not 
only dictate their timeliness to discharge but also their required resources outside of 
the hospital. The involvement of physical therapy in a patient’s postoperative care 
not only hastens physical recovery, but also provides a means of critical assessment. 
Incarcerated inpatients have less access to physical therapy services and expertise. 
The reasons include the physical barrier that occurs from being in a locked unit, the 
availability of officers to accompany them to the therapy sessions, and the under- 
recognized fear of personal safety from the therapists themselves.

Bedside nurses face a set of unique challenges that affect their ability to establish 
the same type of relationship with the patient if they were not under guard [27]. 
Nurses have a very close relationship with their patients and are their biggest advo-
cates and motivators to maintain optimism and to progress perioperatively. At the 
time of surgery, when many patients benefit from frequent attention, the presence of 
correctional officers, limited mobility of the patient, and potential safety concerns 
may limit this relationship. The care nurses deliver must overcome the limitations 
intended for security and barriers encountered, but this requires a cognitive shift in 
the way that this patient population is viewed and accessed.

The companionship, support, encouragement, improved communication, and 
advocacy that comes from family members or loved ones at the bedside cannot be 
under-valued. In most institutions, visits for inmate patients from family or friends 
are forbidden to maintain security. The isolation that results further impacts inmate 
patients during a time when they are most vulnerable. If inmates are allowed visits 
while at the jail or prison, why cannot similar precautions be made to allow visits 
while in the hospital? The significance of a lack of family presence becomes most 
evident during times when surrogate decision making is required, such as hospice 
or end of life care.

21.4  Case Conclusion

This was a technically challenging case given multiple previous episodes of acute 
cholecystitis, so it took about twice the time of a normal laparoscopic cholecystec-
tomy. Postoperatively, standard mechanical venous thromboembolic prophylaxis 
was used. The secured unit was at capacity, so he was admitted to the general popu-
lation floor, which resulted in the need to be restrained to the bed in his room and 
required a corrections officer and ankle as well as wrist shackles when ambulating. 
He stayed an extra day for pain control.

On postoperative day two, he was found to be intermittently febrile with tem-
peratures in excess of 102°  F.  Laboratory studies showed no leukocytosis and 
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normal liver function. His chest x-ray showed no infiltrates or consolidation. Urine 
analysis, urine culture, and blood culture were all negative, and his wounds were 
unremarkable. On postoperative day four, with continuing fevers, a lower extremity 
duplex was performed, which revealed an acute occlusive right sided deep thrombo-
sis of the popliteal vein for which he was started on IV heparin. He was ultimately 
discharged back to prison on Coumadin and was seen in the postoperative clinic 
doing well with no concerns. The pathology revealed chronic inflammation of the 
gallbladder.

21.5  Concluding Remarks

Care of the surgical patient varies dramatically when that individual is incarcerated. 
Due to a lack of data on surgical indications, disease severity and operative out-
comes, the surgical community has a very limited understanding of what problems 
these individuals face, and how to optimize outcomes. Incarcerated patients have 
limited autonomy with respect to their operative dates, medications, and postopera-
tive care, which has been found to foster a mistrust with the healthcare system. 
Policies in place to protect the hospital workers, other inpatients, the greater com-
munity, and the patients themselves, impose barriers to optimal care, and should be 
addressed and discussed to maintain safety but minimize variation in care. Given 
the overrepresentation of Black Americans in the incarcerated patient population, 
implicit biases, prejudice, and racism that predisposes them to lower quality health-
care for reasons related to race are compounded by the discrepancies they experi-
ence due to being incarcerated. We have a moral and ethical obligation to study, 
identify, address, and improve the inequities in surgical and medical care of inmates, 
and failure to do so propagates ongoing vulnerability in this patient population.

21.6  Selected References

• Scarlet S, Meyer AA, Dreesen EB.  Lack of information on surgical care for 
incarcerated persons. JAMA Surg. 2018;153(6):503–4. https://doi.org/10.1001/
jamasurg.2018.0314
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 – This paper highlights that the prison environment is unique and suggests a 
causative relationship with disease pathophysiology, severity, and prevalence 
despite adjustment for demographic differences.

• Scarlet S, Dreesen E.  Surgery in shackles: what are surgeons’ obligations to 
incarcerated patients in the operating room? AMA J Ethics. 2017;19(9):939–46. 
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 – This article emphasizes the idea that procedural measures for safety and secu-
rity must not compromise the privacy, autonomy, and trust of the incarcerated 
patient.
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Surgical Buy-In for Major Operations
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Abstract Deep review on the ethics of surgical buy-in and how this conversation, 
and unwritten contract, frames the informed consent conversation and reveals 
patients’ goals and desires during their post-operative recovery. This chapter looks 
at the beginning of buy-in, why surgeons seek buy-in, the surgeon’s covenant, how 
patients perceive buy-in, the ethics of buy-in, a postoperative caveat, the conflict 
around buy-in, a surgeon’s time, cashing out, and the solution.
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Case
A 68-year-old male with a new diagnosis of an advanced, but potentially sur-
gically resectable, esophageal cancer also has known chronic kidney disease. 
While the patient had some response to neoadjuvant chemoradiotherapy, the 
patient is reluctant to undergo surgery due to the possible complications. The 
patient previously decided that he is not interested in pursuing dialysis if ever 
needed for his own impending kidney failure as the patient had a family mem-
ber with end-stage kidney disease and dependence on dialysis with a bad 
experience.
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22.1  Introduction

Embarking on a major operation is a huge endeavor and demands commitment from 
both the patient and surgeon. Together they make critical decisions in the time 
before and after an operation. When agreeing to move forward with a major opera-
tion, both patients and surgeons contribute a level of dedication to the surgical pro-
cess and postoperative recovery. While the surgical consent is written out on paper, 
this commitment to the postoperative recovery—between patient and surgeon—is 
an unwritten contract. Patients hold a broad range of preferences for post-operative 
care. Surgical buy-in is an informal commitment between the surgeon and patient 
where the patient agrees to not only the major operation, but also to the postopera-
tive recovery and any life supported measures necessary.

This chapter will discuss the key areas pertaining to buy-in including the begin-
ning of buy-in, why surgeons seek buy-in, the surgeon’s covenant, how patients 
perceive buy-in, the ethics of buy-in, a postoperative caveat, the conflict around 
buy-in, a surgeon’s time, cashing out, and the solution (see Table 22.1).

22.2  Search Strategy

Using PubMed, papers pertaining to informed consent and surgical buy-in were 
searched dating back to 2000. Twelve pertinent papers were selected and utilized to 
review the topic of surgical buy-in for major operations.

22.3  Discussion

22.3.1  The Beginning of Buy-In

The concept of surgical buy-in came about as surgeons were noticed to hesitate to 
withdraw any needed support for their patients postoperatively. This reluctance even 
withstood a patient’s specific request for support cessation [1]. It was theorized that 

Table 22.1 Terminology

Cashing out The refusal of treatment after a change in values when an initial agreement 
(buy-in) to continue post-operative care previously existed

Informed 
consent

Permission for an intervention or treatment after a patient is aware of the risks 
and potential benefits

Surgeon’s 
covenant

Surgeon commits more than a technical service and agrees to sharing of both the 
hope and risk of an operation

Surgical 
buy-in

An informal commitment between the surgeon and patient where the patient 
agrees to not only the major operation, but also to the postoperative recovery 
and any life supported measures necessary
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the innate characteristic of surgeons to press ahead mandated a forward fight with-
out concession. Due to these notions, in 2010, Schwarze et al. were able to define 
and further develop the concept of surgical buy-in using in-person interviews [1]. 
The interviews were conducted after reading two scenarios. One in which surro-
gates requested withdrawal of life support with a patient unable to participate and a 
second scenario of a patient with a preoperative advanced directive stating to with-
draw prolonged life support [1]. When reviewing the responses, surgeons agreed 
that discussing the postoperative care was an important part of the informed consent 
process. Surgeons felt, in general, that these led to a patient-doctor contract—a 
package deal—that went along with the agreed upon operation [1]. When inter-
viewed, many surgeons felt that getting the patient through the postoperative period 
was just as important as getting the patient through the operation [1].

Surgical buy-in, an informal contract between patient and surgeon, is completely 
undocumented. Even if it was written however, like a surgical consent, it could be 
revoked or changed by the patient or the patient’s surrogate at any time. Surgeons 
were open to negotiate on postoperative care based on patients’ preferences, but 
some areas were non-negotiable depending on the clinical scenario. Surgeons also 
seemed to have a defined period of time, dependent upon the clinical situation, that 
a patient must continue postoperative life sustaining interventions [1].

When the interviews were analyzed, it appeared that there were some clear con-
tributors to surgeon buy-in (see Table 22.2) [1]. The contributors included the sur-
geon’s responsibility for bad outcomes, the emotional toll of unanticipated outcomes, 
and the expectation of operative success [1]. Surgeons feel personally responsible 
for adverse outcomes. Charles Bosk’s book, Forgive and Remember, articulates 
how death and complications are handled different across specialties [2]. He states 
that “when a patient of an internist dies, the natural question his colleagues ask is 
‘What happened?’ When a patient of a surgeon dies his colleagues ask, ‘What did 
you do?’” This statement simply demonstrates that surgeons, by nature, are more 
personally accountable for the operative and postoperative outcomes. The idea 
described by Bosk still carries true weekly in medical centers across the world. This 
theme is actively coached at morbidity and mortality conference by questioning, 
“what would you have done differently?” [3]. It is taught that a surgeon should feel 
personal responsibility for surgical outcomes. Surgeons have a sense of responsibil-
ity when the expected postoperative outcomes are not achieved; especially if the 
surgery performed is elective. When an operation is an emergency, complications 
are more often contributed to the initial insult and the inherent need for the 

Table 22.2 Contributors to the surgeon’s need for buy-in and consequences of surgeon adherence 
to buy-in (based on Schwarze [1])

Contributors Consequences

Responsibility Decline to operate
Emotional toll Refuse to withdraw
Expected Success Negotiate care

Shift responsibility to patient

22 Surgical Buy-In for Major Operations
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operation rather than the performance of the operation itself. The emotional cost 
causes surgeons to continue to strive for an improved outcome after surgery even if 
it means enforcing prolonged life support. So, the goal of doing everything may be 
a defense to avoid an inevitable poor outcome [2].

Similarly, there were also consequences of surgeon buy-in discovered in the 
responses (see Table 22.2) [1]. These consequences were that surgeons declined to 
operate, refused to withdraw life-sustaining treatment, negotiated postoperative 
care, and shifted responsibility of poor outcomes to the patient. If patients did not 
agree preoperatively to certain requirements of postoperative care, for example dial-
ysis, then some surgeons decided not to offer surgery [4]. Surgeons would also 
refuse to permit withdrawal of care after surgery as they thought some “bumps in 
the road” should be endured [1]. Furthermore, if surrogates wanted to enact an 
advance directive limiting postoperative support, surgeons would push back if they 
thought there was a chance of success [1]. Finally, if a patient wanted to limit post-
operative therapy, surgeons often would support the request but then shift ownership 
and responsibility of subsequent poor outcomes back onto the patient or surrogate.

22.3.2  Why Surgeons Seek Buy-In

Surgeons seek buy-in for various reasons including a pressure to have operative suc-
cess. Operative success is not judged based on the operating room alone but trans-
lates into the patient succeeding postoperatively. To surgeons, a concession on 
life-sustaining measures could be interpreted as admitting defeat [1].

Surgeons are naturally optimistic. Surgeons believe, at the onset of an operation, 
that they can see the patient through to recovery. If even remote success was not 
possible, surgeons would not burden themselves with carrying the patient to the 
operation and through to the other side. Surgeons are aware that patients are count-
ing and depending on them for surgical success. A rapid road to death after surgery 
cheats a patient of life they would have otherwise had [5]. So, if a surgeon is going 
to invest literal blood, sweat, and tears into a patient’s major operation and postop-
erative recovery, a surgeon desires mutual commitment and investment from the 
patient. In an extreme sense, no surgeon wants to knowingly participate in a patient’s 
demise. And life support cessation, when recovering from a major operation, would 
normally hasten the patient’s death.

When people think about an impending surgery, most people appropriately first 
consider the patient [3]. But the investment of a surgeon into a complex major oper-
ation should not go unnoticed [3]. No surgeon wants to invest and then have the 
patient quit in defeat in the early post-operative period. Because buy-in is not a lit-
eral contract, this scenario may never be able to be completely avoided, but with 
appropriate preoperative buy-in and outlining the expectations, it can be mitigated. 
Just as a patient can revoke informed consent at any time, so too can a patient’s 
desire to continue aggressive postoperative care be revoked.

Schwarze et al. used surveys to tease out surgeons’ goals when acquiring buy-in. 
Surgeons rely on buy-in to the point where they are willing to negotiate for it before 
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the surgery. 60% of surgeons noted they would sometimes or always refuse to oper-
ate on a patient if the patient requested to limit supportive measures after surgery 
[4]. If agreed upon postoperative limitations were noted, 20% of surgeons would go 
as far as to document this contractually in the medical record [4].

It is known that some specialties have publicly reported outcome metrics. Half of 
the surgeons surveyed felt that outcome metrics weighed in on the need to obtain 
buy-in. Those surgeons who valued these same outcome metrics were more likely 
to refuse to operate on a patient who wanted to limit postoperative life sustaining 
measures as it may adversely affect the reportable metrics [4]. Surgeons who per-
formed higher risk operations were more than twice as likely to intentionally dis-
cuss and obtain surgical buy-in [4]. Surgeons who thought patients could rightfully 
choose to decline life sustaining interventions after a major operation were more 
likely to clearly obtain an informal contract preoperatively to avoid this conflict 
scenario [4]. These findings emphasize the surgeon’s recognition of a need for a 
greater commitment by the patients undergoing major operations.

Surgeons seek buy-in to protect the indicated interventions of the postoperative 
period required to see the patient through a successful recovery. Surgeons want to 
obtain buy-in to successfully ensure patients are not going to be contradictory; com-
mit to a major operation, but not tolerate less burdensome interventions [4].

22.3.3  The Surgeon’s Covenant

While surgeons may ask patients to agree to surgical buy-in, they are also providing 
an agreement on the surgeon-side, the covenant. This covenant, briefly described by 
Buchman et al., identifies that the surgeon is committing more than a technical ser-
vice [6]. In this way, the surgeon shares with the patient both the hope and risk of 
the operation and hospital course [6]. Although initially stated by Buchman et al., 
this covenant is more than what was described. The surgeon’s commitment to their 
patients, like the patient’s buy-in, is similarly unwritten. A surgeon would not offer 
an operation unless the surgeon is truly convinced the patient can reasonably 
recover. Surgeons plan their personal lives, holidays, and vacations around major 
operations to ensure they are able to see their patients through to recovery on the 
other side. This covenant makes it hard for surgeons to divert from the final goal of 
the expected successful intended outcome. Buchman et al. state that “the surgeon is 
ideally trained to organize and sustain the rescue attempt… [but] poorly positioned 
to abort the rescue attempt when it has failed [6].” It takes time, reflection, and liv-
ing the postoperative course alongside a patient to understand a specific patient may 
not achieve the initially anticipated postoperative success. The willingness for a 
surgeon to agree to the withdrawal of life sustaining measures may be inversely cor-
related to both the time the surgeon has known the patient and the responsibility the 
surgeon feels for the patient’s current postoperative decline (see Fig. 22.1) [6]. As it 
already takes time and reflection to realize the operative and postoperative goals 
may need to change due to adverse events, it likely takes even longer for a surgeon 
to consider initiating an end-of-life conversation. Surgeons seek buy-in because 
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they are already similarly agreeing to the unwritten surgical covenant for each major 
operation they perform, and they similarly want to know the patient is committed.

22.3.4  How Patients Perceive Buy-In

Many patients do not understand the large complication profile which accompanies 
major operations. Patients lean on their medical teams, largely their surgeons, to 
navigate these grave but potentially reversible complications [7]. Due to trust in 
their surgeon, many patients rely on the surgeon to work through the postoperative 
period paternalistically with the patient’s best interest in mind. Without the written 
formalization of buy-in, much of buy-in from the patient’s perspective is simply 
reliance on the surgeon. Ruske et al. looked at patients undergoing vascular surgery 
procedures and only 14% of those patients were truly informed after being con-
sented for a major operation [8]. The surgeon routine of listing postoperative com-
plications and stating the percent risk often does not translate to how complications 
would change a patient’s life after surgery. This gap in understanding, limited by 
surgeons’ time and patients’ medical comprehension, directly impacts patients’ per-
ception of buy-in.

22.3.5  The Ethics of Buy-In

Surgeons do not want to agree to perform an operation that can weaken a patient to 
the point of needing prolonged recovery simply to have the patient withdraw life 
sustaining support; this scenario leaves the surgeon playing an active role in the 
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demise of the patient. That said, it is understood that a patient’s values can change 
over time. What a patient is willing to endure before surgery may not be the same as 
what she or he is willing to endure immediately postoperatively. It is appropriate to 
apply the popular Four Boxes model which integrates the ethical principles more 
comprehensibly (see Table 22.3) [9, 10]. Utilizing this approach would specifically 
highlight Contextual Features and Patient Preferences. If a patient is not going to 
fully commit to the needed postoperative recovery, an argument for conservation of 
resources can be made. The argument is that health care resources should not be 
invested in a patient needing a major operation if the patient plans to abruptly stop 
care postoperatively. However, the argument for resources and contextual features 
cannot ever supersede a patient’s personal preference and respect for a patient’s 
autonomy. The paternalistic stance of permitting the surgeon to dictate the postop-
erative plan unilaterally cannot stand alone against a patient’s wishes.

Medical Indications

Quality of Life Contextual Features

Patient Preferences

Medical problem
(Acute/Chronic/Emergent)

Goals of treament

Treatment options and
alternatives

Likely success of treatment

Baseline functionality
Current lifestyle and
independence

Expected time to recovery

Possible deficits resulting
from treatment Hospital pressures

Research conflicts

Professional biases

Financial incentives

Personal interests
Conflicts of interest

Surrogates

Preferences

Patient have decisional
capacity?

Understands benefits
Informed of risks

Table 22.3 The Four Boxes model integrating ethical principles [10]
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22.3.6  A Postoperative Caveat

A large component of obtaining surgical buy-in is to have the patient properly 
informed of the postoperative expectations and experience. After major surgery, 
some patients are not decisional. Whether it be due to hemodynamic changes, pro-
longed intubation, or medication side effects, patients cannot often decide what they 
want done in the moment after a major operation. Having surgical buy-in up front 
lets the patient, and surrogates, know what everyone agreed to prior to the opera-
tion. As said above, this does not mean that values and wishes cannot be changed, 
but it at least puts everyone present in agreement. Without this preoperative conver-
sation, with both patients and surrogates, surgeons can find themselves having a 
very different conversation with only the surrogates after an operation than the one 
they were having with the patient before the operation. An unforeseen scenario after 
surgery with a patient who cannot make her or his own decision causes difficult and 
tragic decisions to fall to surrogates [2]. A surrogate has significant power over the 
patient during the post-operative period while the patient is not decisional. This 
period when patients are not able to make sound decisions for themselves under-
scores the importance of having surrogates present during the preoperative 
conversations.

Without preoperative surgeon, patient, and surrogate conversations together 
obtaining surgical buy-in, surrogates alone have the power to make major decisions 
after surgery. Often, with patients unable to speak, surrogates will permit or refuse 
treatments for the patient based on previous conversations they personally had with 
the patient. A surgical buy-in conversation, with all members present, can help pre-
empt an unexpected postoperative decision by a surrogate, on a patient’s behalf. 
This avoids surrogate reliance on substituted judgment to make these decisions and 
approaches a level closer to an explicitly written advance directive.

22.3.7  The Conflict around Buy-In

After surgery, if patients or their surrogates are not willing to press forward with full 
commitment to recovery, this can create conflict. The conflict arises because, as 
mentioned above, the surgeon expects a reciprocal commitment from the patient 
during recovery. Surgeons only agree to perform an operation if there is some level 
of expected success afterwards. If it was possible to know, with one-hundred per-
cent certainty, that a surgery would be completely unsuccessful, no surgeon would 
perform it. It is the possibility of life altering successes that drives surgeons to hone 
their craft and offer this service to patients. So similarly, if a surgeon knew before 
an operation, that a patient would withdraw all care after an operation, it would be 
unlikely for a surgeon to agree to perform the operation.

Surgeons resist this abrupt life support withdrawal. To look at surgeons’ willing-
ness to withdraw life support, surgeons were provided a scenario where after a 
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non- emergent high-risk operation, the patient’s surrogate requested removal of life 
supporting treatment [4]. The surgeon’s willingness to agree to the withdrawal of 
life support correlated with time. Only 6% of respondents agreed on postoperative 
day one, 50% by postoperative day 7, 85% by postoperative day 14, and nearly all 
by postoperative day 35. An abrupt change in postoperative commitment by the 
patient or surrogate can cause conflict between the surgeon and the patient. This 
conflict arises when their agreement is violated. As patients’ views, desires, and 
perspectives can change, so can their willingness to endure complications. If and 
when this changes, it can put a surgeon into a place where she or he would not have 
ever done the initial operation. But since the surgeon has completed the operation, 
he or she believes, at some level, the patient too should complete the recovery.

At times, there is even conflict with the different hospital teams participating in 
the care of a patient. When a patient enters the hospital to have an operation, it is 
rare for any other team to have met the patient preoperatively. The only typical pre-
existing physician-patient relationship for the hospital course is between the sur-
geon and patient. This divide can strain the relationship between the surgeon and 
other hospital teams when other teams are likely less invested than the surgeon and 
less known to the patient and surrogates. So, when non-surgical hospital teams are 
in support of withdrawal of life sustaining measures, this is in absence of the sur-
geon’s context. Buchman et  al. discuss this as the SICU (surgical intensive care 
unit) dilemma [6]. They internally debate who should manage the dying patient and 
agree it is difficult for the surgeon to envision and fight for anything but the intended 
postoperative outcome [6]. Alternatively, the intensivist, who largely plays an inpa-
tient role and does not meet the patient preoperatively, needs to exercise caution in 
the role played to dismantle the agreed upon surgical buy-in as she or he was not 
there to obtain it initially.

22.3.8  A Surgeon’s Time

Preoperative conversations take time. Informed consent for major operations takes 
more time. While it is understood that full and appropriate preoperative conversa-
tions require time to complete, a surgeon’s time, like any healthcare provider, is 
limited. This is not to say that this conversation should not occur; of course, it 
should. But understanding that a surgeon has limited time to complete true informed 
consent conversations with patients plays a real part. As patients typically cannot 
understand when they have heard enough content to be appropriately informed, it is 
the responsibility of the provider to ensure that this point of adequate informed 
consent is reached. In the survey mentioned above by Ruske et al., patients were 
better informed when that conversation came from the attending surgeon [8]. This 
underscores that while a surgeon’s time is limited, it is imperative that this conversa-
tion is not delegated to another. Furthermore, in some locations, it is illegal for a 
surgeon to delegate this task to another provider as they must directly provide the 
information to the patient [11].
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A solution to a surgeon’s time is repeat appointments or longer appointments to 
discuss surgery, but this is again not typically feasible due to a surgeon’s time limi-
tations or the acuity of the impending major surgery. It is possible to envision a 
scenario, with unlimited time, where patients are appropriately informed of the sur-
gery and its postoperative expectations and complications; this is the informed con-
sent surgeons strive to achieve. Surgeons obviously need to prioritize the time 
necessary to obtain appropriate informed consent; but this is confounded by the vast 
amount of content required to cover and convey within a surgical conversation as 
well as a surgeon’s availability for a long preoperative conversation.

22.3.9  Cashing Out

Just as quickly as patients can buy-in before an operation, they can also cash-out 
afterwards [7]. Cashing-out is defined as the refusal of treatment after a change in 
values when an initial agreement (buy-in) to continue care existed [7]. Patients, in 
adherence with their respect for autonomy, can change their minds on the care they 
are receiving. A patient has the ability to revoke a signed consent; so too may they 
change the informal buy-in contract.

When addressing this issue of cashing-out after surgery, Scheiner and Liaschenko 
investigated why patients and families change their views. Patients may cash out 
after living in the postoperative period. The experience of recovering from a major 
operation may not be what they expected. It is often impossible to completely pre-
pare a patient for postoperative expectations as it would take an understanding of 
medicine and working in that environment to truly understand. Unless the patient is 
a surgeon, it would be nearly impossible to obtain a truly informed consent as no 
dialogue would be sufficiently adequate to ensure the patient comprehends the vast 
risk profile and life-altering complications from this operation. The lack of true 
informed consent and understanding of what is expected and required after surgery 
may lead a patient to change what she or he is willing to undergo to recover. As 
stated by Scheiner and Liaschenko, “Patients may be able to imagine the experience 
of a complication, but this does not translate to embodied knowing of the experience 
[7].” Even if a patient was able to be truly informed, for example if they personally 
experienced a given complication previously, and even if that exact same complica-
tion returned, a patient may still cash out due to a patient’s values changing over time.

Cashing out is not uniquely attached to major surgery. Patients can cash out of 
many planned medical interventions as well [7]. Where, after appropriate informa-
tion and initially agreeing to a medical therapy, the patient changes their mind for 
any number of reasons [7]. This could be due to adverse side effects of anything 
from chemotherapy and antibiotics. The difference is that with medical interven-
tions, there is no surgeon actively performing a task to better the patient. So just as 
a patient can consent to an operation preoperatively, a patient can withhold life 
sustaining measures postoperatively. As readily as a patient can buy-in, they can 
similarly cash out.
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22.3.10  The Solution

The solution lies in strong communication and shared decision making. While this 
requires more preoperative time investment, this is likely worthwhile since the time 
spent with patients preoperatively can provide insight into the patient’s goals. This 
discussion of goals and concerns can assist in finding what the patient deems accept-
able and unacceptable. This will also give the surgeon insight into the patient’s 
values. Although this conversation will further widen the knowledge gap of patients 
by their surgeon and inpatient providers, and similarly the potential conflict men-
tioned above, it will give the surgeon the knowledge to appropriately lead the post-
operative care in line with the patient’s values and wishes.

Taylor et al. identified a framework to enhance surgeon communication preop-
eratively for major operations [12]. Using a training session, surgeons were edu-
cated to communicate best- and worst-case scenarios to their patients preoperatively 
when framing postoperative expectations [12]. They created a graphic with parallel 
paths showing surgery versus no intervention. This diagram then depicted the best 
case, most likely case, and worst case of a surgical path and contrasted it to the best 
case, most likely case, and worst case of a non-surgical/supportive care path [12]. 
This tool allowed surgeons to delve into what may be inconsistent with patients’ 
goals postoperatively. Taylor et  al. found that utilizing this approach shifted the 
focus from a complication after surgery to alternatives and outcomes. Using a 
shared decision-making scoring scale, patients were found to have an improved 
score leading to improved patient understanding and involvement perioperatively 
thereby mitigating cashing out.

22.4  Case Conclusion

After meeting the surgeon, the patient appreciated the opportunity to talk about his 
goals and objectives. The patient understood that the need for perioperative dialysis 
was a higher probability with his current kidney disease. Through shared decision 
making and intentional conversation, the surgeon and patient agreed that utilization 
of dialysis, were it to be needed post-operatively, still was consistent with the 
patient’s desire to attempt to be cancer free.

22.5  Conclusion

The focus on clear tangible disease processes and tangible expectations for surgery 
and postoperative recovery are imperative in an informed consent conversation. 
Patient awareness and patient communication are the keys to obtaining maximal 
buy-in. The surgeon and patient come together and agree on what is permissible and 
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not permissible in the perioperative period. It is innate for surgeons to hope for the 
best and yet plan for the worst; surgeons never enter an operation without knowing 
alternate surgical plans. Similarly, surgeons must help the patient plan for possible 
alternate outcomes. Through an intentional and clear preoperative conversation, a 
mutually agreed upon surgical buy-in can be attained for major operations.
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Chapter 23
The Changing Ethical Landscape 
of Cesarean Delivery on Maternal Request

Paul Burcher

Abstract Until recently, cesarean birth was deemed more dangerous than vaginal 
birth for both woman and fetus, but with surgical advances it is no longer clear than 
cesarean sections before labor offer greater surgical risks than planned vaginal birth. 
Cesarean delivery on maternal request (CDMR) began eliciting ethical concerns 
and controversy beginning approximately twenty years ago. Specialty societies 
reached differing conclusions at first, but then an ethical consensus seemed to 
emerge supporting reproductive autonomy and permitting CDMR. More recent evi-
dence has rekindled these discussions as the relationship between multiple cesarean 
births and maternal morbidity and mortality has been examined, and the impact of 
elective cesarean birth on the newborn’s microbiome has also been raised.
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Case
I was asked to see a patient in our office who had requested CDMR (cesarean 
delivery on maternal request, i.e. an elective cesarean birth) and had already 
undergone multiple visits for the purpose of establishing informed consent for 
this procedure. This was a few months after I had authored an article in 
Obstetrics and Gynecology arguing that a patient’s request for CDMR during 
labor could be ethically refused because of concerns regarding the adequacy 
of informed consent in this setting [1]. But the patient I saw that day had been 
extensively counseled by multiple physicians, and still was adamant in her 
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23.1  Introduction

The specific circumstances surrounding a patient’s request for an elective cesarean 
are crucial in determining the ethics of a physician’s response. This is why I remain 
leery of last-minute decisions for an elective cesarean delivery: there is simply too 
much information that needs to be conveyed in both directions for appropriate 
informed consent. Shared decision making, particularly for an elective procedure 
with life changing implications, takes time. As in all cases of true shared decision 
making, the patient needs to convey enough of her lifeworld to the physician so that 
the doctor can tailor their counseling to the specific needs, concerns, and future that 
the patient envisions.

Because the reasons and circumstances of each patient request need to be dis-
cussed and evaluated individually, the blanket responses of specialty societies seem 
particularly not helpful. FIGO, the International Federation of Gynaecology and 
Obstetrics, has a position statement against performing CDMR stating that it is a 
procedure without benefit [2]. A National Institutes of Health (NIH) consensus 
panel concluded that physicians could accede to requests for CDMR in the setting 
of adequate informed consent arguing from a position of patient autonomy. The 
American College of Obstetrics and Gynecology (ACOG) first supported the con-
clusions of the NIH panel, and then partially reversed themselves several years later 
[3, 4]. Although they stopped short in the revised committee opinion of forbidding 
CDMR, they do discourage it and promote vaginal birth as superior to non-indicated 
cesarean birth [4]. While this newer committee opinion offered no new evidence or 
citations to explain their reversal, it appears that they read the same evidence differ-
ently in their revised statement. The most recent iteration of this committee opinion 
did not change this stance and continues to advise physicians to counsel patients 
that vaginal birth is the preferred option if no medical indication for cesarean birth 
is present [5].

CDMR request. She had witnessed an older sister give birth vaginally, and she 
described watching her sister in excruciating pain—a fate she wished to avoid 
for herself. As I reviewed her chart notes, I noticed one important aspect of the 
informed consent had not been raised. I asked her one question and based 
upon her answer then counseled her against going forward with her planned 
cesarean. She accepted my recommendation and went on to deliver vaginally 
without any difficulty (and with a good epidural).
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23.2  Search Strategy

The literature review for this chapter was performed using the Medline database in 
PubMed, Google Scholar, and the ACOG website. Searches for both “elective 
cesarean” and “cesarean delivery on maternal request” were performed from 1985 
to the present.

23.3  Discussion

I will review the history of the controversy surrounding CDMR, and then discuss 
the relevant ethical issues physicians need to consider when faced with a CDMR 
request. I believe that the question I asked the patient at the beginning of this chapter 
is related to the change in stance that ACOG made in relation to this question. It 
relates to the difference between examining the risks and benefits of the procedure 
more narrowly or more broadly, including the future consequences for both the 
woman and the child after an elective cesarean birth.

23.4  The History of CDMR

Cesarean birth did not become a routinely survivable procedure until the twentieth 
century, but until relatively recently it was still considered the higher risk, more 
morbid method of childbirth, reserved only for women who could not deliver vagi-
nally, or for fetuses unable to tolerate the rigors of labor [6]. The first journal article 
that made an argument for non-medically indicated cesarean was in The New 
England Journal of Medicine [7]. Two obstetricians argued that performing elective 
cesarean births at term would save 5–10 babies for each excess maternal death. 
They compared the risk of term stillbirths and neurologically injured babies from 
labor with the maternal risks of cesarean. They did not make the claim that sched-
uled cesareans were as safe as a vaginal birth, but they did correctly acknowledge 
that a scheduled cesarean is safer than a cesarean after labor. Looking to the future, 
they postulated that if the cesarean rate increased to above 27%, a number we cur-
rently exceed nationally [8], then scheduled cesareans would actually be safer than 
planned vaginal birth because the women having cesareans after a trial of labor 
would have the highest complication rates, thus making planned vaginal birth more 
dangerous than performing cesareans on every woman at term. Their “evidence” 
was extrapolations from other studies, none of which directly addressed the risks or 
benefits of elective cesarean at term. Furthermore, they did not consider the impact 
of a cesarean birth on the risks to future pregnancies.
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Elective cesareans are not necessarily all initiated by patient request, but since 
respect for patient autonomy is generally accepted as the strongest ethical argument 
for its permissibility, it is important to distinguish between two types of non- 
medically indicated cesareans: physician initiated, and patient requested. Kalish 
surveyed physicians at one large New York hospital and found that 18% of cesarean 
births during labor were elective, but that physicians initiated almost twice as many 
as patients did [9]. While it is outside the scope of this chapter it is worth noting that 
making an ethical argument supporting physician initiated elective cesareans is dif-
ficult to imagine. Recommending a surgical approach over physiological vaginal 
birth without indication, even if one believes that risks and benefits are essentially 
balanced is inconsistent with respecting patient autonomy, since the patient is likely 
to not fully appreciate that the recommendation is not arising from medical neces-
sity and is not necessarily in the patient’s best interest. If Kalish’s results are widely 
applicable, and I know of no other study that has examined the prevalence of physi-
cian initiated elective cesarean, it would represent a relatively frequent example of 
unethical physician behavior.

The 1990s saw a gradual increase in cesarean birth overall, and in CDMR as 
well. Estimates of the incidence of CDMR are imprecise because of inconsistencies 
in coding (and lack of a code specific for CDMR), but by 2004 published estimates 
varied from 4–18% of all cesarean sections arising from maternal choice [10]. With 
both the rate of cesarean section and CDMR rising, the NIH convened a scientific 
panel to explore both the science and the ethics of CDMR. Their conclusions were 
twofold: firstly, that the science at that time could not provide a convincing answer 
regarding whether CDMR offered any risks or benefits substantially different than 
planned vaginal birth, and secondly, that in the absence of obvious differences in 
outcomes, “After thorough discussion and review, cesarean delivery on maternal 
request may be a reasonable alternative to planned vaginal delivery.” Drs. Minkoff 
and Chervenak, both prominent obstetrician ethicists reached similar conclusions 
with the additional proviso that physicians had no obligation to offer CDMR to their 
patients [11]. Subsequent to these opinions, ACOG then issued a Committee 
Opinion on Obstetric Practice affirming this same conclusion [4]. The most recent 
update of this committee opinion did not change their stance [5].

23.5  Reconsiderations of CDMR

23.5.1  Focus on the Mother

After this consensus, the ethical literature on CDMR goes quiet for several years. 
Then in 2013 two important publications shift the terrain quite substantially. Jeffrey 
Ecker, Professor of Obstetrics at Harvard Medical School, writing a Clinician’s 
Corner article in JAMA, notes that the balance of risks discussed in the NIH consen-
sus statement and the ACOG Committee Opinion are referring only to the index 
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pregnancy, and that for subsequent pregnancies, “prior cesarean delivery may lead 
to increased complication rates [12].” Specifically, more than two cesarean births 
lead to substantial increases in abnormal placentation (placenta previa and accreta) 
and that an increase in these conditions appears to be increasing maternal mortality 
in this country. In 2013, ACOG changed the language of the abstract in their 
Committee Opinion on CDMR as well. They added a new sentence, that can be 
understood as significantly changing their position, “Given the balance of risks and 
benefits, the Committee on Obstetric Practice believes that in the absence of mater-
nal or fetal indications for cesarean delivery, a plan for vaginal delivery is safe and 
appropriate and should be recommended to patients [4].”

Although there are no new references in the Committee Opinion, it is reasonable 
to assume that like Ecker the shift in thought is related to the increasing incidence 
of significant maternal morbidity and mortality secondary to abnormal placenta-
tions arising from multiple cesarean sections. Increasing cesarean rates since 1998 
have correlated with increasing maternal mortality, and some have argued that this 
relationship is also causal [13, 14]. Solheim et  al. argue that elective cesareans 
should be expected to increase maternal mortality by increasing abnormal placenta-
tion in women having multiple cesarean births, and that the full impact of this effect 
will take several years to be fully seen, since it is third and fourth cesarean births 
that carry the largest risk [14]. This is why counseling a patient who requests CDMR 
is both so crucial and also so fraught. One important aspect of assessing the risk/
reward balance of a CDMR decision involves expecting a patient to accurately pre-
dict her own future desire for children beyond the current pregnancy. This was the 
question I asked the pregnant patient at the beginning of this chapter, and she gave 
a clear, unambiguous answer, “at least four, maybe five.” This led to a discussion of 
increasing surgical risk beyond two cesareans and changed her decision to pursuing 
a vaginal birth. However, in my experience, many of us are much less clear about 
our future plans than she was, so a critical aspect of informed consent counseling for 
CDMR relies upon asking people to predict their own family planning choices in 
the future.

Admittedly, CDMR only plays a small role in the increase in cesarean births, but 
some have worried that it also has a multiplier effect by increasing the acceptability 
of cesareans even in the absence of medical indications for the procedure. In other 
words, once we accepted that cesareans could be done without a compelling medi-
cal reason, we make vaginal birth and surgical birth appear simply as two co-equal 
choices, weakening the necessity for both patients and physicians to justify their 
choice. As a practicing obstetrician for the last 25 years, I can affirm that patients 
and physicians are much more poised to “throw in the towel” during labor as soon 
as anything appears amiss or even if it just seems to be taking too long. This normal-
ization of cesarean birth goes beyond the quantitative increase that CDMR provides. 
As Sylvia Burrow writes in the American Journal of Bioethics, it creates a techno-
logical imperative that can make vaginal birth actually appear to be an inferior 
choice because it does not involve a surgical approach to childbirth [15]. Burrow is 
concerned that what appears to be a turn toward respecting women’s autonomy is 
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actually something quite different. One obvious problem besides the allure of tech-
nology is that autonomous decision making requires good information regarding 
risks and benefits, but both the NIH and the ACOG statement acknowledge that in 
the absence of a randomized controlled trial comparing elective term cesarean to 
planned vaginal birth we really don’t even know which is safer for mother and child 
even in the index pregnancy. Add to this the distorting media influence that makes 
vaginal birth appear horrifying or at least really unappealing, and subtle (or not so 
subtle pressure) from physician or employer that a scheduled surgical birth is really 
more convenient for everyone, and it becomes quite reasonable to question both the 
autonomy of the decisionmaker and the informed consent it rests upon [16].

This places physicians in a quandary regarding how to best respect patient auton-
omy when assessing a patient request for an elective cesarean. If the requisite dis-
cussions and information sharing has occurred, should a physician then accede to 
the request even if they have misgivings regarding either the patient’s true under-
standing of the information, or the external pressures that may be distorting her 
decision making? Is it possible to question whether a patient’s choice is truly auton-
omous without slipping into paternalism?

For that matter, both ACOG and NIH statements affirm that CDMR is inappro-
priate for women who desire several children (although no absolute cut-off is given), 
but they do not then address whether physician refusal in these cases is ethically 
justified.

23.5.2  Focus on the Newborn

While the risk assessment on the maternal side has shifted as attention has moved to 
subsequent pregnancies, the risk assessment for the newborn born from an elective 
cesarean has also changed. In the original ACOG and NIH statements, the calculus 
for the newborn focused on the short-term risks of respiratory problems that are 
higher in children born by cesarean versus the rare but catastrophic risks associated 
with birth injuries, particularly neurological injuries that occur more frequently in 
vaginal birth. Again, without a randomized trial it was deemed impossible to con-
clude that one method of birth offered greater benefit or less risk to the newborn, so 
the presumption fell to patient choice. But newer research has identified a number 
of serious, chronic conditions that are increased in children born by cesarean sec-
tion, and that are perhaps even more common when the cesarean was not performed 
after labor [17]. Blustein and Liu in their review of the evidence argued that studies 
and meta-analyses provided strong evidence that cesarean birth increased risks for 
asthma, diabetes and obesity [18]. Yuan et  al. reported the findings from a large 
prospective cohort of 22,000 children [19]. They found that children born by cesar-
ean were 64% more likely to experience childhood obesity, and that this risk was 
even greater when the cesarean section was without indication.

This association is surprisingly biologically plausible. Studies have shown that 
children born by cesarean have a different, and less diverse, gut microbiome than 
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children born vaginally [20]. Children born vaginally are exposed to maternal intes-
tinal and vaginal flora, whereas cesarean born children have gut flora more consis-
tent with skin flora. Persistence of this difference has been demonstrated even into 
adulthood [21]. Differences in gut flora have in turn been implicated in increased 
energy harvest and subsequent obesity [22]. The putative mechanism for increases 
in asthma and diabetes relate to immunological responses to the exposure to the 
vaginal microbiome. If this line of research is correct, then unlabored cesarean birth 
holds greater risk for the newborn than cesareans after a trial of labor because dur-
ing labor even babies born eventually by cesarean are likely to receive some expo-
sure to vaginal flora once the amniotic sac separating fetus from laboring woman 
has broken.

23.6  Case Resolution

The one question I asked her during the informed consent discussion was to predict 
her own future desire for children beyond the current pregnancy. She gave a clear, 
unambiguous answer, “at least four, maybe five.” This led to a discussion of increas-
ing surgical risk beyond two cesareans, specifically the increased risk of placenta 
accreta after multiple cesarean deliveries, and she opted to attempt vaginal birth, 
which was successful.

23.7  Conclusions

The evolution in ACOG’s position between 2007 and 2013 seems to reflect a grow-
ing concern regarding the impact of multiple cesarean births on maternal morbidity 
and mortality secondary to increases in abnormal placentation. This does not change 
their original position that for the index pregnancy they did not see any evidence of 
compelling differences between the risks and benefits of vaginal birth and elective 
cesarean. The newly identified risks of elective cesarean for newborns, however, 
changes this calculus. The evidence appears to be building that lack of exposure to 
maternal vaginal flora has risks that include chronic health conditions for the child. 
How should we incorporate this into our ethical analysis of CDMR? There are at 
least two possible answers.

The first answer is to still value the reproductive autonomy of the woman as the 
ascendant principle in these encounters, and the physician responsibility is 
unchanged. Our job is to effectively communicate the evidence and help the patient 
incorporate this information into their own specific circumstances to make a deci-
sion that is best for her and her family. While we should be attentive of outside 
pressures or distorting influences in her responses, our response should be to discuss 
this with the patient, but not overrule her choices. There is a strong tradition in bio-
ethics to place patient autonomy as the most important of the four bioethics 

23 The Changing Ethical Landscape of Cesarean Delivery on Maternal Request



340

principles, although this was not the original intent of Beauchamp and Childress in 
their Principles of Biomedical Ethics [23, 24]. The paternalistic history of obstetrics 
and gynecology provides added support for not overstepping the physician role 
beyond counseling and shared decision making. A recent ACOG Ethics Committee 
opinion on sterilization counseling affirms this same stance stating that, “Eliminating 
the risk of regret by limiting patient autonomy generally is considered by bioethi-
cists to be worse than allowing a patient to make a possibly erroneous choice. It is 
impossible to eliminate regret, as the very fact of being a fully autonomous human 
being with decisional capacity carries with it the risk of decisional regret [25].”

The counterargument to this line of thinking is that positive assertions of patient 
autonomy are to be respected by physicians when the request is within medical 
standards of care and risks and benefits are roughly equal between the possible 
patient choices. While the first aspect of this is indisputable—CDMR has been 
widely accepted by the obstetric community for at least the last fifteen years, the 
emerging evidence on risks to the newborn and to subsequent pregnancies might be 
evaluated as no longer making it an acceptable choice even in the setting of excel-
lent counseling and informed consent (see Table 23.1).

I do not think that refusing CDMR in a setting of adequate informed consent is 
an acceptable final position, even in light of recent evidence of increased risks for 
both the patient and her child. Women are socialized to sacrifice and accept risk for 
the sake of their children. Most women, upon hearing that their choice of delivery 
potentially places increased health risks to their child, will change their decision. 
Those who do not are likely to have compelling personal reasons for their choice 
which they may not be comfortable sharing. Research has shown that fear of labor 

Table 23.1 Ethical principles to consider in performing Cesarean Delivery on Maternal Request

Beneficence Importance of complete informed consent prior to delivery
Vaginal birth is superior to non-indicated Cesarean section
The ethics of physician initiated Cesarean delivery

Non- 
maleficence

Risks of Cesarean section vs. vaginal delivery must favor the safety of both the 
patient and the fetus.
What are future risks of subsequent Cesarean deliveries?
More than two cesarean births lead to substantial increases in abnormal 
placentation.

Autonomy Shared decision making allows for patient input.
Should CDMR be performed to respect patient autonomy?
Autonomous decision making requires good information regarding risks and 
benefits,
Avoiding paternalism, the physician’s role is a delicate balance between 
counseling and shared decision making.

Justice Does a physician have the obligation to offer CDMR to the patient?
Counseling a patient who requests CDMR is crucial.
Why not perform a scheduled surgical birth as it is more convenient for 
everyone?
Should children be exposed to an increased risk of childhood obesity in those 
born by Cesarean delivery?
A physician should refuse any requested treatment outside the bounds of his/
her professional judgment.
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pains and a history of trauma are two of the primary drivers behind a request for 
CDMR [26]. In any case, the patient must be free to place her reproductive auton-
omy over the interests of the child so long as it is still a fetus within her. Placing 
limits on pregnant women’s choices because they carry a potential risk to the fetus 
is a slippery slope headed toward The Handmaid’s Tale [27].

The history of obstetrics and gynecology is littered with examples of physicians 
disrespecting patient choices and women’s bodily autonomy. From Dr. Marion Sims 
perfecting his surgical techniques on enslaved women [28], to forced sterilizations 
[29], to even recent cases of women required to have cesarean births to which they 
did not consent [30], the history of my profession is that doctors have often claimed 
to know more about what is best for the patient than the woman herself. We are 
certainly allowed our misgivings regarding whether the patient is really making the 
best choice, but ultimately, we should counsel, even recommend when appropriate, 
but allow the patient to make the choice in her method of delivery—with one excep-
tion. Like all medical decision making, if the patient choice, in her specific circum-
stances, creates unacceptable risks, then physician refusal to participate is 
appropriate. An elective cesarean in a woman desiring 5 children may very well 
represent such an example. This is consistent with the positive/negative distinction 
in respecting patient choices. A well-informed adult patient with decisional capacity 
has a near sacrosanct right to reject medical or surgical treatments (negative right), 
but the positive right of requesting treatment is limited by standards of care and 
medical judgment. A physician can, and should, refuse any requested treatment out-
side the bounds of their professional judgment, but this should be decided in a care-
ful weighing of risk/benefit (beneficence/nonmaleficence) rather than judgments 
regarding the prudence of the patient’s choice given their life circumstances. While 
pregnant women often do take additional risks upon themselves for fetal or neonatal 
benefit, it is hard to conceive that this could play a role in a truly elective cesarean 
section.

All this leads back to the sentence ACOG added to their committee opinion on 
CDMR in 2013, “…the Committee on Obstetric Practice believes that in the absence 
of maternal or fetal indications for cesarean delivery, a plan for vaginal delivery is 
safe and appropriate and should be recommended to patients [4].” If after thorough 
counseling including the latest evidence, shared decision making, and a recommen-
dation supporting vaginal birth, a patient still desires CDMR, I believe it is both 
ethically appropriate to perform it, and furthermore, refusal would constitute an 
ethically inappropriate lack of respect for her informed choice.

I would like to end on a personal note. I have never refused a request for CDMR, 
and I have never performed one. I hope that this is not because my counseling was 
coercive, but rather that the evidence I presented was persuasive. Of course, I will 
never know the truth, but I certainly have had patients reject other recommenda-
tions, and the philosophy that I teach to residents is that it is important to counsel 
without ego, and respect patient choices that are different than your own thinking. 
While I do not think that the principle of autonomy should be the deciding principle 
in many ethical dilemmas, I think at this moment telling women that you cannot 
respect their informed choice is something our profession must relegate to a histori-
cal dustbin.
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23.8  Selected References

• FIGO Committee for the Ethical Aspects of Human Reproduction and Women’s 
Health. Ethical aspects regarding cesarean delivery for non-medical reasons. Int 
J Obstet Gynecol. 1999;64:317–322.

 – FIGO’s statement against offering CDMR using beneficence-based reasoning.

• American College of Obstetricians and Gynecologists. ACOG Committee 
Opinion No. 394, December 2007. Cesarean delivery on maternal request. Obstet 
Gynecol. 2007;110(6):1501. doi:https://doi.org/10.1097/01.aog.0000291577. 
01569.4c (This document has been withdrawn by ACOG; of historic value only).

 – First ACOG committee opinion supporting CDMR with proper consent.

• American College of Obstetricians and Gynecologists. ACOG committee opin-
ion no. 559: Cesarean delivery on maternal request. Obstet Gynecol. 
2013;121(4):904–907. doi:https://doi.org/10.1097/01.aog.00004286447.67925.
d3 (This document has been withdrawn by ACOG; of historic value only).

 – Revised committee opinion with more neutral wording including recommen-
dation for support of vaginal birth over CDMR.

• Feldman GB, Freiman JA. Prophylactic cesarean section at term? N Engl J Med. 
1985;312:1264–1267. doi:https://doi.org/10.1056/nejm1985050931211926

 – Early reference arguing for fetal benefits to elective cesarean.

• Kalish RB, McCullough L, Gupta M, Thaler HT, Chervenak FA.  Intrapartum 
elective cesarean delivery: a previously unrecognized clinical entity. Obstet 
Gynecol. 2004;103(6):1137–1141. doi:https://doi.org/10.1097/01.
aog.0000128118.37737.df

 – Single institution survey that showed high rates of elective cesarean during 
labor including CDMR.

• Rothenberg KH. National Institutes of Health State-of-the-Science Conference 
Statement: Cesarean Delivery on Maternal Request. Obstet Gynecol. 
2006;107(6):1386–1397. PMID: 16738168.

 – NIH consensus statement concluding that CDMR is permissible with proper 
informed consent. Justification is primarily autonomy-based.

• Yuan C, Gaskins AJ, Blaine AI, et al. Association between cesarean birth and risk 
of obesity in offspring in childhood, adolescence, and early adulthood. JAMA 
Pediatr. 2016;170(11):e162385. doi:https://doi.org/10.1001/jamapediatrics. 
2016.2385

 – Large study documenting association between cesarean birth and childhood 
obesity.
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Chapter 24
Ethics of Fertility Sparing Oncologic 
Surgery in Women

Tracilyn Hall  and Claire Hoppenot 

Abstract Fertility-sparing surgery (FSS) for women with early stage, low-risk 
gynecologic cancers can allow patients to have spontaneous or assisted pregnancies 
without compromising oncologic outcomes. However, candidate patients for these 
procedures must be carefully selected. The clinical medical ethics framework of 
nonmaleficence, beneficence, autonomy and justice is used to discuss FSS in women 
with cancers of the ovary, uterus, and cervix. The concept of nonmaleficence can be 
applied primarily to oncologic and surgical outcomes: FSS should not be recom-
mended if it confers a substantial worsening of survival. The potential for high-risk 
pregnancy should also be discussed. In terms of beneficence, candidates must have 
a reasonable expectation that they could conceive based on clinical and social fac-
tors. The consent process, a reflection of patient autonomy, must reflect the intrica-
cies of the clinical assessment for both the cancer and fertility. Lastly, it must be 
addressed that many patients cannot afford the reproductive technology that they 
would need for reproduction even after FSS. Physicians should be open to discuss-
ing FSS options that could provide cancer survivors the option of having children, 
with a realistic expectation of success and oncologic outcomes.
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24.1  Introduction

It is estimated that in the year 2020 there will be 89,050 young adult cancers (ages 
15–39) diagnosed in the United States [1]. These young patients face many chal-
lenges in their cancer treatments, including keeping the ability to create a family. In 
particular, women with gynecologic cancers are prone to losing fertility since tradi-
tional staging and treatment involves removing all the female reproductive organs. 
However, there are select patients with early, low risk gynecologic cancers who may 
be candidates for fertility-sparing surgery (FSS). To forgo complete surgical deb-
ulking and staging of gynecologic cancer in order to preserve fertility can be a dif-
ficult decision. In this chapter, we will explore the ethical considerations inherent in 
the balance of fertility preservation and cancer treatments, with a focus on women 
with gynecologic cancers and FSS.

24.2  Search Strategy

PubMed search was performed under an institutional login for publications from 
2000 to 2020. Search terms included: “fertility sparing cancer ethics,” “fertility can-
cer ethics,” “fertility-sparing surgery,” “cancer treatment and fertility,” “cancer, 
pregnancy, and fertility,” “fertility preservation,” “oncofertility.”

Case
TB is a 26-year-old woman with pelvic pain. Imaging showed bilateral com-
plex adnexal masses and labs reveal an elevated cancer antigen (CA125). She 
and her husband met with Dr. H, a gynecologic oncologist, to review the 
images. They discussed possible diagnoses, ranging from benign to border-
line to invasive ovarian cancer. In the case of borderline or ovarian cancer, full 
staging surgery would involve removing the uterus and both ovaries, making 
her unable to have more children. Dr. H asked TB about her family. TB lives 
with her husband and two small children. She and her husband were thinking 
of having more children, but more than anything she wanted to be healthy and 
well for her current children. Dr. H recommended against ovarian stimulation 
for oocyte retrieval because the ovaries were involved with the tumor. He 
reviewed that ovarian tissue biobanking was experimental. However, she 
explained that select borderline and invasive cancers could be treated with a 
unilateral salpingo-oophorectomy to allow for future fertility. TB told Dr. H 
that she trusted her completely, and to proceed as she thought was most appro-
priate based on the intraoperative findings and pathology.
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24.3  Discussion

24.3.1  Fertility Sparing Surgery

Fertility sparing surgery (FSS) for cancers involving the gynecologic organs 
involves removing the minimum affected portion of the reproductive tract in hopes 
of treating the cancer while still preserving enough of the reproductive organs for 
the patient to have the potential to procreate. Not all patients are candidates for FSS, 
and selecting the right patient is critical. FSS can be considered for women of repro-
ductive age with early stage, lower risk gynecologic cancers. FSS can include ovar-
ian preservation, uterine preservation, and/or ovarian transposition.

Some women with ovarian or uterine cancer can be offered FSS even if the stan-
dard treatment would involve removal of all gynecologic organs [2, 3]. In the case 
of suspected early-stage ovarian cancer, for example, it is possible to perform a 
unilateral salpingo-oophorectomy (USO) alone, USO with hysterectomy, or bilat-
eral salpingo-oophorectomy with uterine preservation [2, 3]. During any of these 
FSS approaches, surgical staging can still be done by performing the omentectomy, 
lymphadenectomy, and/or peritoneal washings with targeted biopsies.

FSS can also be an option for women with uterine cancer. Women with early 
low-grade uterine cancer who desire future fertility can consider hysteroscopy and 
curettage for full uterine evaluation, followed by progestin therapy [3, 4]. Women 
who are not candidates for progestin therapy can consider ovarian preservation at 
the time of hysterectomy and staging.

Additionally, uterine preservation can be done for select women with cervical 
cancer by performing a cervical conization, removing only a portion of the cervix, 
for low-risk cervical cancer patients with FIGO stage IA1 disease, or with radical 
trachelectomy for select patients with FIGO stage IA2-IB disease [2, 3, 5]. A radical 
trachelectomy involves surgically removing the entire uterine cervix as well as the 
parametrial tissue [2, 6]. A cerclage can then be placed to close the remaining lower 
uterine segment and allow for pregnancy in the future [2].

Women receiving pelvic radiation likely to induce premature ovarian failure, 
such as for cervical or colorectal cancer, can also have the ovaries moved out of the 
radiation field to preserve ovarian function and possibly for oocyte retrieval. Ovarian 
transposition, also known as oophoropexy, involves surgically moving the ovaries 
and their blood supply to an area above an intended radiation field [3]. This can be 
done at the time of other cancer surgery if radiation is anticipated, or as a separate 
procedure prior to definitive chemoradiation. It is often performed laparoscopi-
cally [2, 3].
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24.4  Options for Reproduction After Cancer Treatment

Even when FSS cannot preserve spontaneous reproduction, it can allow for repro-
duction with assisted reproductive technology (ART). The options for women vary 
based on anatomy and prior cryopreservation of eggs or embryos (see Table 24.1). 
Spontaneous reproduction requires an intact hypo-thalamo-pituitary axis, one ovary 
and fallopian tube, and the uterus. In the United States, surrogacy with a gestational 
carrier is an option for a woman with intact ovarian function or cryopreserved 
oocytes/embryos whose uterus has been removed or radiated [7]. A woman with a 

Table 24.1 Fertility preservation options for cancer patients

POTENTIAL 
Etiology of Infertility 
Related to Cancer or 
Treatment

Fertility Preservation 
Options

Alternative 
Options for 
Reproduction

Assistive Reproductive 
Technology Possibly Needed 
for Fertility Preservation or 
Alternative Reproduction

Testicular Failure 1.  Sperm 
Cryopreservation

1. Sperm Donor 1. IUI

2.  Testicular Tissue 
Cryopreservationa

2. IVF

3.  Testicular Tissue 
Transplantationa

3. Embryo Transfer

4.  Testis 
Xenograftinga

Ovarian Failure 1.  Oocyte 
Cryopreservation

1. Oocyte Donor 1. Egg Retrieval

2.  Embryo 
Cryopreservation

2. Embryo Donor 2. IVF

3.  Ovarian 
Suppression with 
GnRH Agonista

3. Embryo Transfer

4.  Ovarian Tissue 
Cryopreservation

5.  FSS with Ovarian 
Transposition

6.  FSS with Ovarian 
Preservation

7.  FSS with Uterine 
Preservation

Uterine Dysfunction 1.  FSS with Ovarian 
Preservation

1. Gestational 
Carrier

1. Egg Retrieval

2.  FSS with uterine 
corpus preservation

2. IUI

3. IVF
Any None 1. No children Not applicable

Patient Declines 2. Adoption
aExperimental, IUI = intrauterine insemination, IVF = In vitro fertilization, GnRH = Gonadotropin 
releasing hormone, FSS = fertility-sparing surgery
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functional uterus and absent ovarian function (premature ovarian failure or no 
remaining intact ovaries) can use donor eggs with sperm from a partner or donor [7]. 
Should a woman no longer have functional ovaries or a functional uterus, she could 
have an embryo from a donor egg and a partner’s sperm transferred into a gesta-
tional carrier, to provide linkage with paternal genetic material [7].

Several ethical considerations should be reviewed when considering FSS and 
assisted reproduction. In considering treatment options for cancer patients, nonma-
leficence comes first; the effects of both FSS and potential future pregnancy on 
recurrence and cancer outcomes, as well as the risks of pregnancy itself must be 
considered. Beneficence, the second pillar of clinical medical ethics, requires con-
sideration of the success of FSS at allowing cancer survivors to have children, 
ensuring FSS will provide the good that was intended. Third, patient autonomy and 
consent require adequate patient education of traditional and fertility sparing 
options, time for patients to consider these options, as well consideration for family 
influence. Lastly, since FSS often requires the use of ART which have limited avail-
ability or can be cost-prohibitive, there is the issue of justice and patient access.

24.5  Ethical Issues

24.5.1  Nonmaleficence

For many patients with gynecologic cancer, FSS can potentially preserve the option 
of carrying a child and/or having a genetically related child. However, it is critical 
to select patients for whom an incomplete resection at the time of cancer surgery 
would not adversely impact cancer outcomes. Oncologic factors such as histology, 
stage, adjuvant treatments, and prognosis will contribute to whether to offer FSS to 
a patient and should be reviewed by a multi-disciplinary team that can confirm that 
the pathology is associated with a “good” prognosis [8]. For example, FSS can be 
offered to women of reproductive age with early stage (IA1-IB) squamous cell or 
adenocarcinoma confined to the cervix [2]. For these women, treatment with radical 
trachelectomy had a low recurrence rate of 3.9% [2]. Patients with other cervical 
cancer histologic subtypes like clear cell, neuroendocrine, or undifferentiated carci-
noma, however, are not traditionally candidates for FSS.

The same principle holds true in uterine cancer, where both stage and histologic 
subtype must be considered prior to FSS. It is recommended that FSS be limited to 
grade 1 endometrioid endometrial adenocarcinoma with no evidence of myometrial 
invasion or metastatic disease [2, 3]. Estrogen and progesterone receptor positivity 
is also associated with response to progestins [2]. Close follow-up is required to 
monitor for progression or recurrence, but most recurrences remain curable [2, 3]. 
Women undergoing FSS for uterine cancer are still recommended to have a hyster-
ectomy after completing their family to prevent later recurrence [2].
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When it comes to ovarian neoplasms, FSS is relevant only for early-stage ovarian 
cancers, and prognosis is closely related to histology. Borderline epithelial ovarian 
tumors have a 90% ten-year survival. Although up to 18% recur on the contralateral 
ovary, they can be salvaged with repeat surgery, making FSS the preferred treatment 
for women wanting fertility preservation in the absence of metastatic disease [2, 3]. 
Germ cell ovarian tumors of the ovary typically occur in younger women, are often 
limited to one ovary, and tend to be exquisitely sensitive to chemotherapy (90–95% 
are curable with chemotherapy even after FSS), making most patients with early 
germ cell tumor of the ovary good candidates for FSS. Some gynecologic oncolo-
gists argue that FSS is the standard of care for women of reproductive age [9]. 
Ovarian sex cord stromal tumors tend to be diagnosed in an early stage and have an 
indolent course, which can make pre-menopausal patients’ candidates for FSS [3]. 
However, women with the most common type of ovarian cancer, epithelial ovarian 
cancers, are rarely candidates for FSS, as most are diagnosed at a late stage. For 
women with epithelial ovarian cancer, about 25% will present with stage I disease 
and have a 90% 5-year survival, making them candidates for FSS [3]. In these 
selected cases, FSS can be considered for reproductive age women with an encap-
sulated, unilateral ovarian lesion with a normal contralateral ovary, but it is recom-
mended they still receive full staging including pelvic washings, omentectomy, and 
lymphadenectomy to confirm early-stage disease [2, 10]. Local recurrence can be 
curable, but peritoneal spread is not, potentially increasing the risk of mortality.

Cancer outcomes for patients undergoing FSS may be tied to surveillance [2]. 
FSS may confer equivalent outcomes despite increased recurrence only if the recur-
rence is caught early and a cure is salvaged. For example, early, localized cervical 
cancer recurrence can be diagnosed on a pap test and treated with surgery or chemo- 
radiation. Contralateral recurrent ovarian tumors can be resected with definitive sur-
gery. Endometrial cancer treated with progestin therapy has a high rate of recurrence 
that can be diagnosed at an early stage on a routine endometrial biopsy. Therefore, 
difficulty with follow up can be a relative contraindication to FSS.

FSS in and of itself does not confer a higher surgical risk, since it generally 
requires removing fewer organs or undergoing a smaller surgery. But surgeons 
doing certain fertility-sparing surgeries such as trachelectomies, and in particularly 
vaginal trachelectomies, will tend to be low-volume due to the paucity of good can-
didates [11]. LeBlanc et  al. estimate that based on epidemiologic data, there are 
about 80 surgical candidates for vaginal trachelectomy each year in France, a coun-
try of 64 million people. They suggest developing centralized referral centers that 
would each do about a quarter of the cases to allow surgeons to have an adequate 
volume [11]. In the United States, there is no centralized health care to establish 
such centers, but self-assessment regarding surgical volume and referral options is 
important to ensure that the surgeries do no harm.

In addition to cancer outcomes, it must also be ensured that pregnancy is safe, 
both for mother and potential offspring. The risk of pregnancy itself has not been 
shown to increase cancer recurrence for most cancers, including hormone-sensitive 
breast cancer, or to incur cancer-related harm to the offspring [12]. Additionally, 
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ovarian stimulation for egg retrieval that had previously been considered a risk fac-
tor for epithelial ovarian cancer have not had a similar correlation in more recent 
studies [3].

In the case of cervical cancer and trachelectomy, there is also the potential for a 
high-risk pregnancy. A meta-analysis found a 24% rate of miscarriage and 26% rate 
of preterm delivery after a radical trachelectomy [6]. In another analysis, 38–44% 
of pregnancies after a radical trachelectomy ended in a pregnancy loss or deliver 
before 32 weeks [13], which is associated with a higher risk of neurological sequelae 
for the offspring. With these possible complications of pregnancy, it is recom-
mended that patients consult with a maternal fetal medicine specialist for counsel-
ing on the fetal risks associated with preterm birth prior to radical trachelectomy [2].

Another possible harm to future offspring is the potential for losing a parent to a 
cancer recurrence. However, the burden of the offspring of cancer survivors is not 
appreciably higher than other children [14]. Robertson et al. argue that the potential 
to lose a parent falls far short of a “wrongful birth,” and that as long as avoidable 
harms are mitigated, it is better to be born and risk having grief from the loss of a 
parent than not being born at all [14].

One last aspect to consider avoiding harm when offering FSS is the risk of a 
hereditary cancer syndrome that could affect the patient by increasing her personal 
risk for a second cancer, or the risk of passing on a hereditary cancer syndrome. 
There is debate if conservative FSS should be offered to patients with high-risk 
cancer genetic syndromes, such as hereditary breast and ovarian cancer or Lynch 
Syndrome [3, 4]. Having genetic testing will allow couples to consider preimplanta-
tion genetic diagnostic testing if patients want to avoid passing on cancer predispo-
sition to offspring.

In summary, nonmaleficence addresses cancer outcomes after surgery and after 
pregnancy, as well as surgical complications and risk to potential offspring from 
high-risk pregnancy, shortened lifespan from cancer recurrence, and passing on 
genetic syndromes.

24.5.2  Beneficence

Beneficence addresses the next ethical concept, which is to do good. The goal of 
FSS is to assist patients to have one or more live births, and candidates must have a 
reasonable chance of success based on baseline clinical factors, the effect of prior 
cancer treatments on fertility, and the type of FSS considered.

Factors related to the potential success of FSS include younger age, prior obstet-
rical history, no prior infertility, family history, and patient’s motivation to preserve 
fertility [3]. First, the patient’s pretreatment fertility potential is directly related to 
post-treatment fertility potential. But there is an age-related decline in fertility 
potential in women as they grow older [15]. Younger female patients are also more 
likely to regain menstrual function and are less like to have ovarian failure after 
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chemotherapy or radiation [15]. It is also well established that obesity, polycystic 
ovarian syndrome, endometriosis, and other conditions that can be present in cancer 
patients lower their fertility potential [4]. Additionally, patient factors such as moti-
vation to maintain fertility and compliance should be considered as close follow up 
is often needed after FSS [2, 4].

Lastly, one must take into consideration pregnancy rates and pregnancy out-
comes for cancer survivors. When looking specifically at gynecologic cancers 
treated with FSS, variable rates of both pregnancy and live birth are again seen. 
After FSS for cervical cancer, the literature describes a range in pregnancy out-
comes that vary based on type of FSS [6]. A meta-analysis by Zhang et al. describes 
a pooled pregnancy rate of 36% for women who underwent a cervical conization, 
compared to a pooled pregnancy rate of 21% after radical trachelectomy [6]. 
Eskander et al. report a 44% pooled pregnancy rate after radical trachelectomy with 
a live birth rate of 64%, a first trimester loss rate of 19%, and a second trimester loss 
rate of 10% [2].

For women with uterine cancer treated with a fertility-sparing approach using 
progestin therapy, Eskander et al. report pooled live birth rates of 47% [2]. When 
looking at the effect of FSS with hysteroscopic resection of tumors in patients 
treated for uterine cancer, Laurelli et al. report that the technique does not worsen 
reproductive outcomes, with a pregnancy rate of 58% and a live birth rate of 53% 
[4]. The authors also note that 75% of the women treated for endometrial cancer 
with a fertility sparing approach in this study used ART, which is associated with 
higher conception and live birth rates than those who rely on spontaneous concep-
tion, highlighting the role of ART after FSS [4].

Women with ovarian cancer treated with FSS have been found to have an infertil-
ity rate of 11%, which is similar to the general population prevalence of 9% [16]. 
Eskander et al. report pooled pregnancy rates of 30% for borderline tumors, 41% for 
malignant germ cell tumors, and 36% for invasive epithelial ovarian cancers [2]. 
They also report pooled live birth rates of 58% for borderline tumors, 80% for 
malignant germ cell tumors, and 87% for invasive epithelial cancers. No data was 
generated in our search of the literature on FSS for the treatment of Krukenberg 
tumors and subsequent fertility, possibly because of the poor survival outcomes 
after a Krukenberg tumor.

FSS prior to pelvic radiation has a high success rate, with 50–80% of patients 
retaining some ovarian function after oophoropexy, including hormone production 
[2, 3]. In regard to pregnancy, there are reports of up to 68% of patients having at 
least one pregnancy after oophoropexy and pelvic radiation [17]. Prior to FSS with 
ovarian transposition, it is important to counsel patients that radiation scatter, altera-
tion to ovarian vascular supply, or ovarian migration can lead to this technique not 
being successful [3, 5]. It is also important to counsel patients that ovarian function 
in the form of hormone production does not always equate to fertility retention, but 
can have benefits on bone health, cardiovascular health, cognitive function, and all- 
cause mortality.
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24.5.3  Consent/Autonomy

The informed consent process, which should allow for patient autonomy and shared 
decision-making, is difficult in the best of times. Consent for FSS is made more 
complicated by the amount of information and emotional toll of cancer- and fertility- 
related decision, the need for intraoperative decision-making, a history of steriliza-
tion without consent, navigating family involvement, and defining standard versus 
experimental treatments.

Young women with a new possible diagnosis of cancer have to weigh cancer 
treatments with risks and benefits of future fertility. This is a difficult time to be 
weighing so much information about the future [18]. Not everyone desires fertility 
[18], and how to separate those who do not from those who are too overwhelmed to 
consider FSS is difficult. No studies have looked at regret of FSS or loss of fertility 
despite the option of FSS in cancer patients. A small study of patients who had a 
trachelectomy for fertility preservation after cervical cancer did show that only 
about 1/3 of women changed their mind about having children [19]. Studies inves-
tigating regret of permanent sterilization with tubal ligation have shown that the risk 
of regret is increased in younger women, particularly women under the age of 30 
[20]. This potential for regret suggests that it should be offered and discussed to all 
good candidates, especially for patients under the age of 30.

Additionally, there are situations in which the final operative decision occurs 
while the patient is under anesthesia. For example, a woman with an ovarian mass 
will discuss the possibilities of an oophorectomy for benign disease versus a hyster-
ectomy with bilateral salpingo-oophorectomy for high-grade serous ovarian cancer. 
The ultimate decision, however, will occur after the frozen analysis of the pathol-
ogy, while the patient is asleep. Most of the consent process must thus happen theo-
retically, prior to the final pathology result. Retrospective interview studies show 
that patients do not always remember much of the surgical consent discussion, even 
for a straightforward plan for resection [21]. Consent for young patients in these 
situations may require multiple discussions and a good knowledge of the patient’s 
priorities so the surgeon can make the appropriate decisions at the time of surgery.

We must also remember the history of sterilization without consent in the United 
States, particularly for women of color, women with developmental delays, and 
women who are incarcerated [22]. These are not in the setting of cancer surgery, but 
the history of sterilization without consent can affect conversations about decisions 
regarding fertility-preservation. To ensure education of patients about loss of fertil-
ity in the setting of hysterectomy, Medicaid has taken steps to require the signature 
of a separate consent form for a hysterectomy, where the patient acknowledges that 
the procedure is an irreversible loss of fertility. It is important to tell young patients 
undergoing gynecologic cancer surgery whether their fertility will be affected, 
whether options exist to preserve fertility, and what the implications are, both in 
terms of fertility and cancer outcomes.
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Questions of fertility can also be complicated by the direct involvement of a 
spouse or partner, who may have expectations and hopes of having offspring, as 
well as the cultural implications of fertility loss. In Saudi Arabia, the involvement is 
made explicit: the consent of a woman’s husband is needed prior to surgery that will 
affect her fertility [23]. While most countries do not have such an existing law, cul-
turally throughout the world, spouses and parents are involved in a woman’s repro-
ductive decisions. Navigating these conversations can again require multiple visits, 
both with and without the partner or family, as well as a dose of cultural competence.

Lastly, some women are willing to go to great lengths to preserve fertility, and 
may be willing to pursue experimental treatments, or those outside the standard of 
care. It is reasonable for women to search for available trials and experimental pro-
cedures, as long as they are presented as such, and the standard of care is discussed 
as well.

24.5.4  Justice

Justice relates to the equitable distribution of medical care. In the setting of a young 
patient with cancer, justice includes equitable access to FSS, which has been shown 
to vary. Additionally, many women need assisted reproductive technology to 
become pregnant after FSS, which can be prohibitively expensive for many fami-
lies. Lastly, even the option of adoption may be limited for cancer survivors.

Patients cannot benefit from FSS if the option is not presented to them. Data 
from 50 cancer centers in Italy showed a wide range of rates of fertility-sparing 
surgery [24]. Almost half of the centers did not have access to assisted reproduction 
or obstetrics departments that could assist in the counseling of patients [24]. In the 
United States, a National Cancer Database study revealed a 70% rate of fertility- 
sparing surgery for ovarian dysgerminomas; age and ethnicity were not associated 
with fertility-sparing surgery, but women less likely to have fertility-sparing surgery 
tended to come from lower income neighborhoods and be uninsured [25].

Many fertility-sparing treatments, such as leaving the uterus to allow for an 
embryo transfer or leaving only an ovary for egg retrieval, require the patient to be 
able to afford fertility treatments, which are not always covered by insurance and 
are often expensive. Women with lower income may not be able to benefit from 
FSS, despite incurring the risk (if there are potential differences in outcome or need 
for closer surveillance). Advocacy for increased access to fertility treatments for 
women who have gone through surgery for an oncologic diagnosis could assist 
those women in having families.

Lastly, child adoption can be a viable option for many women who lost their 
fertility due to cancer or cancer treatments. However, some adoption agencies may 
require a certain cancer free interval prior to considering a parent who is a cancer 
survivor, and it is also important to note that not all agencies can offer cancer survi-
vors protection against discrimination by the parents placing their child up for adop-
tion [7, 26].
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24.6  Case Concluded

Patient TB in the example case is typical of a young patient with a suspicious 
adnexal mass. The final diagnosis occurs after completion of surgery, and the coun-
seling must be conducted in advance. The gynecologic oncologist told TB that she 
recommended removal of the larger ovary for pathologic evaluation. If the pathol-
ogy was benign or borderline, it would be safe to proceed with a contralateral cys-
tectomy, leaving the uninvolved portion of the ovary, followed by close surveillance. 
If the pathology showed cancer, she would undergo a laparotomy and full debulk-
ing. TB underwent a laparoscopic oophorectomy and contralateral cystectomy for a 
borderline serous adenocarcinoma of the ovary. She subsequently was lost to fol-
low- up for 3 years, then came back with a new recurrence on her remaining ovary 
at the age of 29. In the meantime, she had delivered a baby boy. At this time, she 
opted for full debulking to decrease the chance of another recurrence.

24.7  Conclusion

Young women with cancer may have options for fertility preservation. However, 
many women may not prioritize fertility preservation after receiving a new diagno-
sis of cancer, and many oncologists focus on the oncologic outcomes. However, it is 
important both to discuss the fertility implications of treatments and surgeries and 
to offer fertility preservation and FSS with women who are appropriate candidates.

Appropriate candidates for FSS are described in Table 24.2. The concept of non-
maleficence can be applied primarily to oncologic and surgical outcomes: FSS 
should not be recommended if it confers a substantial worsening of survival. Patients 
who undergo FSS should be screened for compliance for close surveillance and 
should understand the potential for a high-risk pregnancy due to FSS. Attention 
should also be paid to indications for testing for genetic syndromes that should be 
treated with definitive surgery or for which preimplantation testing of embryos 
could be offered.

The potential benefit of FSS is to provide the patient with a child or children, and 
candidates must have a reasonable expectation that they would be successful. This 
includes a clinical evaluation of fertility, including prior pregnancies, co- morbidities 
associated with decreased fertility, and age. Patients must want to become pregnant, 
although in certain situations, such as stage I germ cell tumors, the standard of care 
is shifting for all young women toward FSS regardless of desires for fertility.

Patient autonomy, as reflected in the consent process, must reflect the intricacies 
of the clinical assessment for both the cancer and fertility. It is complicated by the 
fact that many patients with adnexal masses, for example, go into surgery without a 
known diagnosis of cancer, and many of the decisions occur while she is under 
anesthesia. The preoperative discussion must provide the surgeon with a plan and an 
understanding of patient priorities for each likely pathology result.

24 Ethics of Fertility Sparing Oncologic Surgery in Women



356

Justice is always a difficult issue. We currently work at a safety-net hospital sys-
tem with a large indigent population. Candidates for FSS are limited due to the 
advanced disease presentation we frequently see. Additionally, there is no option 
within our system for assisted reproductive technology with reproductive endocri-
nologists. Most patients are unable to afford out of pocket costs if they go outside 
the system. Many have unreliable access to care and are at high risk of being lost to 
follow-up. Cultural and socioeconomic factors play a role in oncologic outcomes, 
but also in desires and expectations regarding fertility and their family. As gyneco-
logic oncologists practicing in both academic and safety-net systems, it is jarring to 
see the different opportunities based on socioeconomic status.

Oncologists and surgeons caring for cancer patients should consider fertility 
preservation and FSS for all patients who would be candidates. Not all patients will 
desire fertility, and adoption can be an option for women who are not candidates. 
But surgeons, oncologists, and gynecologic oncologists should be open to discuss-
ing options within the resources of their system that could provide cancer survivors 
the option of having children, with a realistic expectation of success and oncologic 
outcomes.

Table 24.2 Criteria for candidates for fertility-sparing surgery

Oncologic factors (non-maleficence)
   –   Equivalent oncologic outcomes, even if it means closer follow-up and risk for second 

surgery
   –  Good prognosis
   –  Ability to comply with close surveillance
   –  Willingness to undergo definitive surgery in case of recurrence
Reproductive factors (beneficence)
   –  Desires future fertility
   –  Young age
   –  Reasonable probability of pregnancy based on clinical fertility evaluation
Patient consent (autonomy)
   –  Understanding of risks and potential benefits
   –  Understanding of minor deviations from standard of care versus experimental treatments
   –  Plan for intraoperative decision-making
   –  Incorporates cultural family influence regarding fertility, if appropriate
Access to care (justice)
   –   Discuss FSS with all premenopausal patients, and explain whether and why they are a 

candidate
   –   Ensure that the patient understands the need for assisted reproductive technology and its 

financial implications, if appropriate
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ments with cervical conization versus radical trachelectomy.
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Chapter 25
Anal Sparing Surgery: Pushing the Limits 
of Patient Autonomy
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Abstract With fast-moving scientific and technologic advancement, surgeons in 
this era may face ever more complicated problems and dilemmas exacerbated by the 
demands of increasing patient autonomy. This chapter is designed to provide sur-
geons with some insights to common ethical problems in adult colorectal surgery 
that they are likely to encounter. We present a case of watch and wait (W&W) strat-
egy versus radical surgery and local excision for rectal cancer with complete clinical 
response (cCR) after neoadjuvant therapy. It illustrates some of these ethical issues 
and demonstrates a method for approaching the issue and finding rational solutions 
in a more evidence-based pattern.
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Case
An 81-year-old male patient presented with a chief complaint of hematochezia 
for 2 months. Colonoscopy (Fig. 25.1a) showed a protruding rectal mass 6–8 cm 
from the anus occupying about one third of the cavity. Pathological results of 
the biopsy reported moderately differentiated adenocarcinoma. Rectal magnetic 
resonance (MR) (Fig. 25.2a) demonstrated local thickening of the rectal wall 
with luminal stenosis, and limited diffusion on diffusion weighted imaging 
(DWI). The lesion had an obvious enhancement in length of 3.7 cm and the 
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lower margin was 5.5 cm from the anus. Continuous signal of the wall was 
interrupted, and a rough serosal surface was found with a clear surrounding fat 
gap. Small lymph nodes were visible demonstrating a staging of mrT3N1.

The guidelines [1] for patients with locally advanced rectal cancer recom-
mend neoadjuvant chemoradiation before surgery. Preoperative neoadjuvant 
therapy can reduce the local recurrence rate of patients with locally advanced 
rectal cancer, may reduce tumor volume, may downstage the tumor and increase 
the chance of sphincter preservation. Thus, the patient’s treatment plan was as 
follows: Radiotherapy: 50Gy (2Gy/time/day, 5 days a week, 5 weeks in total); 
Chemotherapy: Xeloda (capecitabine) 850 mg/m2 bid, day 1–14 with an inter-
val of 1 week, a total of 3 cycles. Re-examination of the patient was performed 
8 weeks after radiotherapy. Rectal MR (plain scan +  enhanced) showed the 
aforementioned mid-rectal wall was irregularly thickened, and significantly 
smaller than before. The tumor volume was reduced by more than 75%.

The College of American Pathologists (CAP) has established a grading 
system to evaluate the tumor response following neoadjuvant therapy [2, 3]. 
Our patient had a CAP level 0, complete clinical response (cCR) not excluded, 
as shown in Fig. 25.2b. Colonoscopy (Fig. 25.1b): at 7 cm from the anus, there 
was a scar-like formation 1.0 cm in diameter on the posterior wall of the rec-
tum. The surface of the mucosa was smooth. Biopsy showed chronic inflam-
mation of the colon mucosa. Combining rectal MRI and colonoscopy, we 
concluded a diagnosis of cCR of the lesion.

The current ESMO (European Society for Medical Oncology) and NCCN 
(National Comprehensive Cancer Network) colorectal cancer diagnosis and 
treatment guidelines [1, 4] both recommend total mesorectal excision (TME) 
after neo-adjuvant chemoradiation therapy (nCRT) as standard treatment 
strategy for locally advanced rectal cancer. Therefore, the patient was 
informed of the necessity of TME surgery for rectal cancer and the risks of the 
surgery. TME surgery has the risk of various complications (e.g., anastomotic 
leakage), and it may also have an impact on rectal and anal control as well as 
sexual function. In addition, the patient’s rectal cancer lesion was located in 
the middle and lower segment of the rectum. Thus, there’s a risk that the anus 
cannot be preserved during the operation. Abdominoperineal resection (APR) 
may be required and there might be a need for a temporary/permanent stoma 
as the patient was told so.

However, the patient, after being informed of a diagnosis of cCR of his rectal 
cancer, strongly refused to undergo a surgery which may require even a tempo-
rary stoma. When questioned, he said that he knew some people who had a simi-
lar low rectal cancer and achieved cCR after nCRT; they were in a watch and 
wait (W&W) strategy and survived well! He stated that he would rather die than 
have a stoma and he thought he was too old to bear even a laparoscopic surgery. 
The surgeon who made his preoperative plan was troubled by the patient’s 
refusal of surgery because he truly believed that this would be in the patient’s 
best interests, despite the patient’s refusal to undergo this treatment plan.

C. Lin et al.
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25.1  Introduction

In this surgical setting, the medical problem the stakeholders faced was whether to 
do the surgery for a cCR of low rectal cancer after neoadjuvant therapy. When an 
agent must choose between mutually exclusive options, to do or not to do a R0 
resection, an ethical challenge occurs given that both have equal elements of right 
and wrong [5].

25.2  Search Strategy

The Web of Science (WOS) database was used to search related literature referable 
to this ethical dilemma presented. No restrictions were placed on the country or 
language. Published timeframe was the last ten years. The search terms and phrases 

a

c

b

Fig. 25.1 Colonoscopy: (a) demonstrated one third annular tumor (arrow) with a margin of 
6–8 cm from the anus before neoadjuvant therapy; (b) showed a scar-like formation about 1 cm in 
diameter on the posterior wall of the rectum at 7 cm from the anus; (c) biopsy indicated no tumor 
cells after neoadjuvant therapy
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were rectal cancer, wait and watch (W&W) strategy, neoadjuvant therapy. Then, 
further search was made via adding phrases as follows: autonomy or decision- 
making or ethics or challenge. PubMed and EndNote X9 were used to obtain the full 
texts and abstracts of articles available. Titles and abstracts were used to estimate 
the relevance to search categories.

b c

a

Fig. 25.2 Magnetic resonance (MR) images of an 81-year-old man with rectal adenocarcinoma 
before and after completion of chemoradiation therapy with possible clinical complete response: 
(a) demonstrated local thickening of the rectal wall with luminal stenosis, interruption of the con-
tinuous signal of the wall, and a rough serosal surface with a clear surrounding fat gap (arrow 
points to the tumor); (b) sagittal and (c) coronal images of the tumor following neoadjuvant ther-
apy detailed tumor regression
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25.3  Discussion

The central focus of Clinical Medical Ethics is how to reach medical and ethical 
decisions that are right for the patient. Through the search work, there are few 
reports in the literature that illustrate viewpoints from both the clinical and ethical 
perspectives. Arguments mainly concentrate on W&W strategy versus radical sur-
gery approach in rectal cancer patients with a clinically complete response after 
neoadjuvant therapy which have tended to come from the long-term survival data.

The ultimate goal is to evaluate an ethical dilemma in a systemic fashion just as 
we would do in surgical problems. Therefore, the methodology described hereby 
focused on a structured approach to clinical and ethical decision-making via the 
Four-Box Model of Decision-Making [6]. The questions relating to this ethical 
problem are refined and listed in the Table 25.1.

Table 25.1 The four-box model of ethical questions in decision-making relating to the case

Elements of ethics Questions to reflect on

Medical 
Indications
Beneficence
Nonmaleficence

1. What is the patient’s medical problem?
2. What are the goals of treatment?
3. In what circumstances are R0 resection not indicated?
4.  What are the probabilities of success of R0 resection and “Watch and 

Wait” treatment options?
5.  In sum, how can this patient be benefited by each option of medical care, 

and how can harm be avoided?
Preferences of 
Patients
Respect for 
Autonomy

1.  Has the patient been informed of benefits and risks of R0 resection and 
“Watch and Wait” treatment recommendations, understood this 
information, and communicated consent?

2. Is the patient mentally capable and legally competent?
3. If mentally capable, what are the patient’s preferences?
4. Is the patient unwilling or unable to cooperate with R0 resection? why?

Quality of Life
Beneficence
Nonmaleficence
Respect for 
Autonomy

1.  What are the prospects, with or without the resection, for a return to an 
acceptable quality of life and what physical, mental, and social deficits 
might the patient experience even if treatment succeeds?

2.  Are there biases that might prejudice the provider’s evaluation of the 
patient’s quality of life?

3.  What ethical issues arise concerning improving or enhancing a patient’s 
quality of life?

4.  Do quality of life assessment raise any questions that might contribute to 
a change of R0 resection to “Watch and Wait?”

Contextual 
Features
Justice

1. Do decisions about treatment raise issues of fairness?
2.  Are there professional, interprofessional, personal, interpersonal or 

business interests that might create conflicts of interest in the clinical 
treatment of patient?

3.  Are there parties other than clinicians and patient, such as family 
members, who have a legitimate interest in clinical decisions?

4.  Are there financial factors that create conflicts of interest in clinical 
decisions?

5.  Are there problems of allocation of resources/religious factors/legal 
issues/considerations of clinical research and medical education that 
affect clinical decisions?

Adapted from Jonsen [6]
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25.3.1  Medical Indications: The Principle of Beneficence

25.3.1.1  Why Does This Ethical Problem Occur?

Looking back on medical history, before the beginning of the nineteenth century, 
the local recurrence rate of rectal cancer after surgery was still the main bottleneck 
faced by colorectal surgeons, and the recurrence rate was as high as 40%. However, 
with the development of surgical techniques, especially the concept of total meso-
rectal resection, the local recurrence rate of rectal cancer has dramatically dropped 
to 5% since the 1990s [7]. In the current decade, neoadjuvant therapy was intro-
duced with the goal of local recurrence control with additional value of increasing 
the proportion of anal sparing. Studies show that around 15% to 20% of patients 
with rectal cancer after neoadjuvant treatment have a pathological complete 
response (pCR) and good long-term follow-up [8]. Thus, a new clinical question 
arose: if neoadjuvant radiotherapy and chemotherapy could achieve pCR, is surgery 
still necessary for the patient?

Thinking about the essence of this question is also a surgical ethics issue, that is, 
due to the effectiveness of comprehensive treatment, will there be more possible 
choices for the patients? In addition to the survival rate that doctors most concen-
trated on in the past, can we now also switch some of our attention to quality of life 
and the preservation of organs? Various centers have accumulated valuable evidence 
through clinical research to try to answer this combined clinical and ethical chal-
lenge of how to further increase the ratio of pCR. Can patients avoid a series of 
injuries caused by surgery? Can the patient retain the anus and preserve the function 
of the rectum and anus through non-surgical comprehensive treatment? Therefore, 
the ethical challenge is whether the W&W strategy can be selected after nCRT for 
low rectal cancer. This is the question that both patients with low rectal cancer and 
their surgeons may face and the root cause comes from the historical evolution of 
rectal cancer treatment and the demand for stratified tailored management.

25.3.1.2  What is the Evidence for a Watch & Wait (W&W) Strategy?

The W&W strategy was first advocated by Habr-Gama in 2004 [9]. The study was 
of the long-term results of stage 0 distal rectal cancer following neoadjuvant chemo-
radiation with cCR. It demonstrated excellent long-term results irrespective of treat-
ment strategy. In comparing operative with nonoperative treatment, the five-year 
overall survival (OS) was 100% vs 88% and the disease-free survival (DFS) was 
92% vs 83%, respectively. Furthermore, surgical resection may not lead to improved 
outcomes in this situation and may be associated with high rates of temporary or 
permanent stoma construction and unnecessary morbidity and mortality rates, 
despite the early stage of this case series.

Subsequently, since cCR cannot be completely equivalent to pCR, multiple stud-
ies conducted from preliminary observations of efficacy compared cCR with pCR 
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outcomes and proved those two were similar confirmed through long-term follow-
 up data [10, 11]. Accordingly, further studies were carried out to screen the potential 
benefit subgroups and optimize the strategy [12–16]. For instance, the cCR stan-
dard, the pCR standard evaluated through PET, treatment optimization to improve 
cCR, and the concept of near cCR was put forward [12–14]. On this basis, interna-
tional registration systems were established in 2015 and promoted through multidis-
ciplinary collaborations.

Between 2015 and 2017, the International Watch & Wait Database (IWWD)

…identified 1009 patients who received neoadjuvant treatment and were managed by 
W&W in the database from 47 participating institutes (15 countries). We included 880 
(87%) patients with a cCR. Median follow-up time was 3·3 years (95% CI 3·1–3·6). The 
2-year cumulative incidence of local regrowth was 25·2% (95% CI 22·2–28·5%), …Distant 
metastasis were diagnosed in 71 (8%) of 880 patients. 5-year overall survival was 85% 
(95% CI 80·9–87·7%), and 5-year disease-specific survival was 94% (91–96%) [17].

Therefore, the large-sample registration database has confirmed the good oncology 
safety of the rectal cancer through W&W strategy in recent years, providing a new 
option for the treatment strategy of selected patients with rectal cancer [17–19].

In China, a randomized clinical trial of W&W was started in 2012 
(ChiCTRTRC-12,002,488) and the results were published in 2017 [20]. Li et  al. 
reported a group of 122 patients with cCR after nCRT in a multicenter fashion in 
2015 [21]. In 2019, Chinese Wait & Watch Database (CWWD) was built in order to 
standardize RCTs of W&W treatment in China. The Chinese Medical Doctor 
Association (CMDA) issued an expert consensus which included aspects such as 
how to perform informed consent, what inclusion criteria to use, patient and doctor 
education and discussed hidden ethical challenges.

Despite certain contrary study results, until now, the evidence available is 
frequently based on small-to-moderate sized series from specialized centers and 
comes mostly from retrospective cohort studies [22]. As compared with ran-
domized studies, retrospective studies may be biased in the selection of treat-
ment options. For example, patients who decided to have surgical resection may 
have enrollment bias. Most articles did not collect the reasons for the selection 
of resection or observation due to the retrospective nature of the analysis, hence 
the potential bias may weigh the prognosis of one of the two groups more advan-
tageously. In terms of data homogeneity, the quality of multi-center studies is 
more difficult to be consistent, such as the standard and definition of cCR, the 
consistency of surgical quality and the standardization of nCRT. For prospective 
randomized trials, there may be bottlenecks such as patient concerns and sur-
geon’s preferences which may lead to difficulties in enrollment and adhering to 
the protocol.

In general, when analyzing the principle of patient’s beneficence, special 
attention should be paid to critical thinking considering the amount of evidence 
available. In this scenario, although there is currently no robust evidence to sup-
port the W&W strategy as a standard approach, the results we have so far are 
promising and there is still space for a further discussion of the patient’s demand 
of quality of life. Owing to the above factors, it is recommended to fully 
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disclose all the options and ramifications with the patient when obtaining 
informed consent and strongly consider enrollment into a randomized controlled 
trial (RCT) of W&W strategy.

25.3.2  Patient Preferences: Autonomy

From the principle of respect for autonomy, this patient is an adult who was evalu-
ated as mentally capable and legally competent. Therefore, respect for autonomy 
would require the surgeon to accept the patients’ preference that he would rather not 
undergo surgery and has a strong will to preserve the function of his anus. The 
patient may refuse radical resection, but then must be prepared to bear the conse-
quences. The patient must be fully informed of the benefits and risks between the 
standard treatment plan and the W&W strategy, understand this information, and 
communicate consent and understanding of the consequences of this decision. The 
surgeon should consider an alternate management plan when the patient rejects the 
recommendations of treatment that the surgeon judges to be in the patient’s best 
medical interests. In addition, if the patient is unwilling to cooperate with medical 
treatment, ask why and find deep reasons that would help to jump out of the 
dilemma.

25.3.3  Quality of Life

The goals of the patient and the surgeon include increased length and quality of life. 
Patients with low rectal cancer undergoing neoadjuvant therapy and followed by 
radical surgery may develop surgery-related postoperative complications and long- 
term impairment of functions, such as fecal incontinence or urgency, frequent or 
fragmented bowel movements, emptying difficulties, and increased intestinal gas, 
known as low anterior resection syndrome. Urinary and/or sexual function may also 
be affected by sphincter-sparing procedures such as low anterior resection (LAR). 
For this patient, he may experience some of these functional impairments and suffer 
from concordant mental and social pressures. If a change from a R0 resection to a 
W&W strategy was chosen, the biggest challenge would be how to achieve the goal 
of increasing length of life for the patient while also improving their quality of life.

25.3.4  “External” Considerations

The major obstacle to implementing the W&W strategy is whether it can be reme-
died in a timely manner after failure and the determination of the follow-up interval. 
IWWD showed local regrowth occurred mostly in the first 2 years and in the bowel 
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wall, emphasizing the importance of endoscopic surveillance to ensure the option of 
deferred curative surgery [17]. A study in 2019 included one hundred ninety-seven 
cT2-4 N0-2 M0 patients with cCR after nCRT and its conditional survival suggested 
that patients had significantly lower risks (≤10%) of developing recurrences after 
2 years of achieving cCR following nCRT [23]. These studies showed that if remedy 
procedure was performed immediately after local tumor recurrence was detected in 
time, W&W strategy may not have a significant impact on survival [9, 17, 23]. 
Therefore, a reasonable and close follow-up and timely remedial surgery are par-
ticularly critical to W&W strategy.

However, contextual features, such as psychological pressure and financial bur-
den of patients arising from close follow-up are equal issues worthy of attention. A 
study from Netherlands assessed six hypothetical treatment-outcome scenarios. 
Wait-and-see was most often ranked highest by patients and volunteers (36% and 
50%) among all scenarios while a substantial proportion also ranked wait-and-see 
as their lowest preference (38% in patients and 35% in volunteers). This gave 
insights into how patients may value the current rectal cancer treatment options 
based on their different psychological and social state [24].

Therefore, for this patient who meets cCR criteria, W&W strategy could be con-
sidered as the treatment option. For the early detection of tumor recurrence and 
patient’s safety, a well-planned close follow-up focusing on physical examination, 
colonoscopy and MR to fully evaluate the local recurrence especially in the front 
two years is in great demand. However, even if the patient meets the inclusion crite-
ria of a RCT, one still needs to carefully evaluate the “external” considerations to 
ensure that the patient has the ability to follow the protocol during the whole time-
line of a RCT.

25.4  Case Conclusion

In this case, to address the ethical problems of surgery, we propose the tailored 
questions that should be asked based on the four-box model (Table 25.1) [6]. The 
next step is to determine the available options: R0 resection vs. W&W strategy; 
their goals; the values and norms to identify whether the W&W strategy is accept-
able. For example, a fully understandable informed consent should be given to the 
patient. Has the center developed good inclusion criterion for a RCT and joined a 
WWD for the observation of patients? Will there be an appropriate multidisciplinary 
team to support a clinical trial? Will the patient have socio-psychological factors or 
problems with access to resources that may affect a close follow-up and so bias the 
clinical decision? At the conclusion of this process, after appropriate identification 
of all the above factors and fully ethically consent with the patient, the surgeon and 

25 Anal Sparing Surgery: Pushing the Limits of Patient Autonomy



368

patient are able to come to a consensus about the choice of W&W strategy or surgi-
cal intervention.

In this particular case, the 81-year-old man chose to return to his hometown and 
entered a trial of W&W in a colorectal center to do the observation. Now, in his 
fourth year of follow-up, he has shown no signs of local recurrence or distal 
metastasis.

25.5  More Scenarios

The following scenarios also illustrate other difficulties with the surgical practice in 
CRC anal preserving process. For example, for rectal cancer patients with a stage of 
T2 and without any high-risk factors for relapse, if the patient asks for neoadjuvant 
therapy because of a strong intention of saving the anus, how can we make the deci-
sion? For lower rectal cancer patients who undergo local excision by TME or colo-
noscopy but have high-risk independent factors for recurrent disease, should we do 
APR or follow the patient’s intention not to do it? For colorectal cancer patients who 
have an indication for a Hartmann or APR but strongly do not agree with a colos-
tomy or ileostomy, how can we make the decision? In general, we believe following 
a standardized ethical method to address and solve the clinical problems in each of 
these settings would add another dimension to increase the interrelationship between 
solutions and problems during the surgical practice and be helpful to the surgeons to 
strike a balance among different factors when they are taken into considerations.

25.6  Conclusion

The patient autonomy encounters dramatic changes with the development of medi-
cine and science, such as more successful organ preservation and demanding better 
quality of life. As radiotherapy, internal medicine, imaging, artificial intelligence, 
etc. becomes more integrated into surgery, quality of life will become an increas-
ingly important focus of both patients and medical providers in the future. Surgeons 
must learn to be fully aware of the ethical challenges among these surgical dilem-
mas and apply ethical principles of respect for patient autonomy, beneficence and 
non-maleficence, justice throughout the whole process of approaching and thinking 
through the issue in a systemic fashion. These ethical principles should be inte-
grated into their daily surgical practice.

C. Lin et al.
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25.7  Selected References

• Habr-Gama A, Perez RO, Nadalin W, et al. Operative versus nonoperative treat-
ment for stage 0 distal rectal cancer following chemoradiation therapy: long-
term results. Ann Surg. 2004;24(4):711–8. https://doi.org/10.1097/01.
sla.0000141194.27992.32

 – The W&W strategy, first put forward by Professor Habr-Gama with this study, 
provided a new option for the treatment strategy of selected cCR patients with 
rectal cancer.

• van der Valk MJM, Hilling DE, Bastiaannet E, et  al. Long-term outcomes of 
clinical complete responders after neoadjuvant treatment for rectal cancer in the 
International Watch & Wait Database (IWWD): an international multicentre reg-
istry study. Lancet. 2018;391(10139):2537–45. https://doi.org/10.1016/
s0140- 6736(18)31078- x

 – This multi-center clinical study of cCR patients with long-term follow-up 
results is an important reference for clinical decision making.
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Chapter 26
Invited Commentary for Anal Sparing 
Surgery: Pushing the Limits of Patient 
Autonomy

Kinga B. Skowron Olortegui 

Abstract The colorectal surgeon must decide whether to provide patients with the 
“tried and true” therapy for rectal cancer, or to recommend a novel, but not entirely 
proven non-operative option. Advancements in imaging have allowed for much 
more accurate identification of advanced-stage disease. Stage-specific treatment 
regimens and neoadjuvant therapy are currently employed. The question now to 
consider is the safety of organ preservation or “watch-and-wait” (W&W) treatment 
strategies after clinical complete response following neoadjuvant therapy. This 
approach has shown promise in various regions of the world.

Keywords Anal sparing surgery · Total neoadjuvant therapy · Watch and wait 
strategy · Advanced imaging · Moral distress

It is a dilemma of the modern colorectal surgeon, whether to provide patients with 
the “tried and true” therapy for rectal cancer, or to recommend a novel, not entirely 
proven non-operative option. We are fortunate to care for patients in a time when 
dramatic improvements in care have allowed for this choice. With the development 
of more advanced imaging, namely MRI, we have a much better understanding of 
clinical stage [1]. These advancements allowed for much more accurate identifica-
tion of advanced-stage disease, and paved the way for stage-specific treatment regi-
mens and neoadjuvant therapy. As neoadjuvant regimens have evolved, we have 
further made the leap to total neoadjuvant therapy (TNT), in which both full-dose 
chemotherapy and radiation are delivered in the neoadjuvant setting [2, 3]. This 
modality has resulted in a dramatic increase in the rate of pathologic complete 
response, and caused us to question whether some patients need surgery at all.
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When the medical community is buzzing with the potential of a novel therapy, it 
is only natural that patients ask to be a part of this movement. TME is not without 
drawbacks, as the authors outlined. Often, sphincter preservation cannot be achieved, 
and patients are faced with the possibility of a permanent ostomy. If the sphincter is 
preserved, function will likely not be the same. If the rectum can be safely saved, 
why not save it? There is quite a bit of data from Brazil regarding the safety of organ 
preservation or “watch-and-wait” (W&W) treatment strategies after clinical com-
plete response following neoadjuvant therapy [4, 5]. While this is certainly feasible, 
there is not a consensus on appropriate patient selection [6, 7]. In the United States, 
W&W strategies are very much considered experimental, and clinical trials are 
ongoing in an effort to shed light on a the ideal treatment and follow up strate-
gies [8].

While the authors point to moral distress on the part of the treating physicians 
with regard to lack of trust in the W&W strategies, we must ask ourselves, “what is 
our goal?” The goal of the doctor patient relationship is to be able to help patients 
come to an informed decision for what is best for them as an individual. It is ulti-
mately the patient who must be comfortable with the level of risk that their choice 
incurs. The role of the ongoing research studies is to provide the patient with data, 
such that they can make that informed decision [9]. Armed with more specific data 
regarding risk of recurrence in their particular tumor after TNT, patients can make 
an educated decision regarding whether they are more averse to this level of risk, or 
to the prospect of post-operative complications or a stoma.

In this setting, perhaps the most comfortable solution ethically for the physician 
is to refer the patient for enrollment in a trial. This resolves our feeling of guilt at 
“allowing” the patient to choose an unproven treatment course. Trials often provide 
follow up care free of charge, including surveillance MRIs, which may be costly for 
the patient should their insurance provider disagree with an off-protocol W&W 
strategy. There is greater oversight, so that patients will be less likely to be simply 
“lost to follow up.” The goal of strict follow up is to capture a recurrence early, such 
that they may be a candidate for salvage surgery. And, by recording their participa-
tion, we learn from their experience so that in the future, we may be able to provide 
more precise information to other patients.

It is our hope that in the near future, we will have a clear recommendation regard-
ing W&W treatment strategies for rectal cancer. Until such a time, we encourage 
patients who are interested in W&W to enroll in a clinical trial.
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Chapter 27
Ethical Decision-Making of Treatment 
of Aortic Aneurysm, Elective or Emergent 
(Ruptured)

Ross Milner  and Rolla Zarifa

Abstract Vascular surgeons are frequently faced with difficult ethical decisions. 
One of the most common these surgeons are confronted with are the treatment of 
abdominal aortic aneurysms (AAA) not just in the emergent setting but also elec-
tively. This chapter will present two common complex cases and discuss the impor-
tant ethical components on treating AAA. This chapter will touch on a patient’s 
capacity, appointing a surrogate, the informed consent process, and the surgeon’s 
role in the shared decision-making process.

Keywords Abdominal aortic aneurysms · Ruptured abdominal aortic aneurysms 
Vascular surgery ethics · Shared decision-making · Patient capacity 
Informed consent
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Case 1
An 85-year-old male with a complex medical history, including coronary 
artery disease for which he had multiple cardiac stents placed and a recent 
stroke with no residual deficits, presents to the emergency department with 
new onset abdominal and back pain. He undergoes a CT angiogram showing 
a 7 cm infrarenal abdominal aortic aneurysm with significant fat stranding 
suggestive of a contained ruptured abdominal aortic aneurysm (rAAA). He is 
currently hemodynamically stable.
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27.2  Introduction

Treatment of abdominal aortic aneurysms (AAA) has dramatically changed in the 
last 40 years with improving mortality rates of patients with ruptured abdominal 
aortic aneurysms (rAAA). The history of AAA treatment was minimal before the 
twentieth century. We advanced from ligation to extra-arterial wrapping to, finally 
in 1952, direct reconstruction of the abdominal aorta with synthetic material [1]. 
From that time, the open repair technique was perfected, but mortality did not 
improve dramatically until Parodi’s first endovascular stenting of an infrarenal 
AAA [2].

Now patients with rAAA who make it to the hospital alive and qualify for an 
endovascular aneurysm repair (EVAR) have a reported mortality as low as 30% [3].

It is important to first discuss the factors from a clinical perspective that go into 
a surgeon’s decision-making. Surgeons operate using guidelines and evidence- 
based outcomes of treatments and then apply this information to patients individu-
ally. Most AAA are detected incidentally on imaging, but screening guidelines do 
exist. These guidelines are summarized in Table  27.1 and show how they differ 
between each organization [4, 5].

Table 27.1 Screening and surveillance guidelines for abdominal aortic aneurysms

US Preventive Services Task Force 
(2019) [4]

Society for Vascular Surgery (2017) 
[5]

First Screening 
Ultrasound

   •  Men ages 65–75 years who have 
ever smoked

   •  Selective screening for men ages 
65–75 years who have never 
smoked

   •  Women: no recommendation for 
screening

   •  Men and women ages 65–75 
years who have ever smoked 
(strong)

   •  First-degree relatives of 
patients who present with an 
AAA:

between 65–75 years or
older than 75 years and in good 
health (weak)

AAA 
3.0–3.9 cm.
seen on first US

N/A Imaging needed
every 3 years (weak)

AAA ≥ 4.0 cm.
seen on first US

N/A Imaging needed
every 6–12 months (weak)

AAA: abdominal aortic aneurysm; N/A: not available; US: ultrasound

Case 2
A 70-year-old male with multiple comorbidities, including recent four vessel 
coronary artery bypass surgery, early end stage renal disease, hypertension, 
and chronic obstructive pulmonary disease, presents with a complex juxtare-
nal 6 cm AAA for elective repair.
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Unlike screening guidelines, indications for treatment of AAA are clearer. The 
decision to treat a diagnosed AAA is based on anatomy and stems from the ADAM 
(The Veterans Affairs Aneurysm Detection And Management) trial and the UK 
Small Aneurysm Trial [6, 7]. Table 27.2 outlines the guidelines and indications for 
elective repair of AAA. These guidelines are established on the yearly risk of rup-
ture of a AAA, based on its diameter. The yearly rupture risk is 0.3% for patients 
with a AAA between 3.0–3.9 cm., 1–11% for 5.0–5.9 cm, 11–22% for 6.0–6.9 cm 
and > 30% for aneurysms greater than 7 cm [6–8]. Patients who are symptomatic or 
present with a rAAA require immediate repair and do not fall into the size criteria 
for repair [8].

The difficulty with treating these aneurysms is deciding when surgical interven-
tion will provide an overall benefit and what specific intervention (open vs. endo-
vascular repair) will decrease their morbidity and mortality. It is important, in the 
elective repairs, to consider overall operative mortality risk, comorbidities, life 
expectancy, and patient preferences. There are multiple scoring systems that have 
been developed to help guide a surgeon’s decision when to operate on rAAA, but 
not all are accurate. Table 27.3 summarizes some of these predictive risk models. 
The Glasgow Aneurysm Score and Hardman Index were derived almost 30 years 
ago and are not as applicable to an endovascular repair. These studies have been 
shown to be poor predictors of mortality in higher risk patients [9–11]. The Vascular 
Study Group of New England rAAA risk score requires intraoperative variables 
making its use impractical preoperatively for rAAA but is a great tool for elective 
AAA repairs [11]. The Harborview Medical Center (HMC) rAAA mortality risk 
scoring system (most recent and maybe most promising) is a tool that can be quickly 
used preoperatively in an emergent case [10]. Wang et al. conducted a retrospective 
study showing HMC risk scores and their associated mortality as: scores of 3 and 4 
points—100%, 2 points—60.0%, 1 point—41.2% and 0 was 7.7% mortality 
(p = 0.001) [12]. On multivariate regression analysis, only the patient’s pH and BP 
were determined to be independent predictors for mortality. A creatinine >2 mg/dL 
(p = 0.080) and age (p = 0.459) were not independent risk factors. In their study, 
patients with a free rupture had a 75% mortality [12]. The HMC scoring system 
along with CT scan findings of free rupture can be used as prognostic tools in dis-
cussing treatment options.

Surgeons use all of this information to help present the best treatment options to 
patients, but it is important to highlight those decisions are patient centered. Not 
only scientific evidence but specific circumstances of the patient’s presentation, 

Table 27.2 Indications for Treatment of Abdominal Aortic Aneurysms [6–8]

Recommendations for elective repair

Men with a fusiform aneurysm greater than or equal to 5.5 cm in diameter
Women with a fusiform aneurysm greater than or equal to 5.0 cm in diameter
Aneurysm growth rate of 10 mm in 1 year in both genders
Aneurysms saccular in nature, dissections with mural thrombus, or fractures in saccular 
calcifications
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overall health and functional status, expectations and perspective must be consid-
ered. Every step during this process involves an ethical choice by the surgeon (see 
Table 27.4). How a surgeon translates these guidelines, risk of rupture, and scoring 
systems to a patient is an ethical choice. How honest and detailed a surgeon is dur-
ing the consent can be an ethical dilemma. The idea of shared decision-making is 
based on the ethical choices of what we define as “right and best” for our patients 
must blend with what the patient defines as “right and best” for them. Our two cases 
will serve as the focus for discussing these components of ethical decision-making 
in treating AAA, both elective and ruptured.

Table 27.3 Risk predictive models

Scoring System Variables Points
Interpretation and 
30-Day Mortality

Glasgow Aneurysm Score 
[9]

   •  Age
   •  Coronary artery disease
   •  Cerebrovascular disease
   •  Renal failure
   •  Shock

age (years)
7
10
14
17

Score > 95%
Indicates high 
mortality
(> 80%)

Hardman Index [9]    •  Age > 76
   •  Creatinine > 2.15 mg/dL
   •  Hb < 9 mg
   •  Ischemic changes on 

EKG
   •  Loss of Consciousness

1
1
1
1
1

Score ≥ 3
Indicates high 
mortality
(80–100%)

The Vascular Study Group 
of New England rAAA risk 
score [11]

   •  Age > 76
   •  Cardiac Arrest
   •  Loss of Consciousness
   •  Suprarenal Clamp

2
2
1
1

Score and mortality:
0  8%
1  25%
2  37%
3  60%
4  80%
≥  5 87%

The Harborview Medical 
Center [10]

   •  Age > 76
   •  Creatinine > 2.0 mg/dL
   •  Systolic BP 

ever < 70 mm Hg
   •  pH < 7.2

1
1
1
1

Score and mortality
(% EVAR vs. OR)
1  (7% vs. 30%)
2  (37% vs 80%)
3  (70% vs 82%)
4  (− vs. 100%)

rAAA: ruptured abdominal aortic aneurysm

Table 27.4 Ethical pillars to consider in evaluating patients with AAA

Beneficence Choose the type of AAA repair and the timing of such to minimize mortality 
and morbidity

Nonmaleficence Know that operating on asymptomatic patients with small aneurysms may 
cause immediate harm

Autonomy Guide patients in their decision treatment using the shared decision making 
process and helping managing expectations in the post-operative phase

Justice Offer all types of highly technical procedures for AAA repairs equally to all 
patients
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27.3  Search Strategy

Electronic searches were conducted in the PubMed database, Google Scholar, 
University of Chicago Library database, and Scott Memorial Library at Thomas 
Jefferson University database. The main search strategy used a combination of key-
words including decision making OR ethics OR shared decision making OR utiliza-
tion OR outcomes OR Screening guidelines OR AAA OR rAAA or open aortic 
aneurysm repair OR endovascular aortic aneurysm repair OR preoperative risk 
score OR prediction of mortality. We searched the years 1980 to 2020. We had about 
1600 hits. We cross referenced the search with articles cited in multiple reviews and 
searched references of articles reviewed. The search was conducted by the author. 
30 articles were reviewed for pertinence, sorted and selected for inclusion by 
the author.

27.4  Discussion

One of the hardest clinical problems a vascular surgeon is confronted with is high-
lighted in both cases presented. The principle of beneficence can be challenging in 
these specific vascular patients; specifically, how to devise a personalized treatment 
option with maximal benefits and minimal costs. The benefits in vascular surgery 
may be substantial to the patient but the risk can be equally detrimental. The idea of 
nonmaleficence is also not straightforward. What we see as harm to a patient might 
not be viewed by them as such. For example, we might value a patient requiring 
dialysis as significant harm, but a patient may be accepting of that. Weaving in these 
two ethical principles, we will discuss these cases separately since they can be han-
dled slightly differently from a surgeon and patient shared treatment decision- 
making standpoint.

We will first analyze the important aspects that need to be taken into account 
when confronted with the 85-year-old with a rAAA who is hemodynamically sta-
ble. The surgeon initially needs to assess the urgency of the situation to decide how 
much time there is to discuss what the patient or family would want in regard to 
treatment options. If this patient was hemodynamically unstable, unconscious, or 
unable to participate in his treatment plan the surgeon has the power to assume they 
would want to live and move forward to the operating room. Caution needs to be 
taken when making these decisions as there are times when this assumption might 
be against the patient’s wishes. Studies have shown that 74–94% of elderly would 
forgo any invasive procedure if it leads to a significant decline in their functional 
and cognitive status [13]. It would be ideal to assign this task to one of the team 
clinicians to call family, doctors, or other institutions to find out information on the 
medical state, quality of life, or documented verbal wishes of the patient. It is impor-
tant but can be difficult and time consuming in an emergency setting to find this 
information. In this case, because the patient is hemodynamically stable, the sur-
geon has time to discuss the patient’s preferences and treatment goals.
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To involve the patient in the decision-making process, the patient needs to have 
capacity. The definition of capacity depends on the situation and can change from 
day to day. There are multiple models of what defines medical capacity, but they all 
generally have the same criteria. The patient must (1) understand the information 
presented to them, (2) be able to appreciate the significance of the situation, (3) 
reason through the information presented, and (4) express an opinion or choice [14]. 
It is important to understand that even though patients can make decisions in day- 
to- day tasks it does not always mean they have the capacity to understand the risk 
of an open AAA repair. A quick way to check if a patient has capacity is by having 
them repeat the information back to you after you give them some time to process 
the information [14]. If you deem the patient does not have capacity, you must 
extend the patient’s decision-making authority to a healthcare power of attorney or 
surrogate decision maker. If there is no documentation of this information, there are 
state laws as to who is designated with this task, be it a parent, spouse or child or 
other. If the patient does have capacity at the beginning of their care, it is important 
to discuss and document who they appoint as their surrogate should they lose capac-
ity. It is difficult being a designated surrogate and they may need to be reminded to 
put their own interests aside and make decisions by prioritizing the patient’s values. 
Even with preoperative discussions, Shalowitz et al. showed that surrogates were 
only 68% accurate at predicting the patient’s own decisions [15].

In an emergency setting, the surgeon may not have time to describe in great detail 
the risks and benefits of all treatment options with the patient during the informed 
consent process. The surgeon must highlight some of the most common and most 
life-changing risks. Whether an endovascular repair or open repair is performed in 
the emergency setting, the risks are relatively the same. These include bleeding 
(15–30%), renal failure requiring dialysis (23%), MI (6%), stroke (2%), multiple 
organ failure (1–3%), intestinal ischemia (23–40%), and ICU stays >5  days 
(27–32%) [5]. There is a higher risk of intra-operative or post-operative mortality 
with an open repair. When discussing these risks, the surgeon will also take into 
account the patient’s comorbidities, as they can increase these risks. The patient 
needs to verbalize not only that they understand these risks, but that it could actually 
happen to them. The surgeon thus continues evaluating the level of capacity the 
patient has in making difficult decisions.

The surgeon also sets the patient’s and family members’ expectations of the post- 
operative care. They will need to know that the patient may require a ventilator, 
feeding tube, or other rescue therapies/procedures throughout their care. One way to 
preemptively manage the potential for prolonged postoperative care is by having a 
patient and family decide on a time-limited trial of care [14]. This is an agreement 
between the patient and the physician of how the patient’s prognosis will dictate 
what specific therapies will occur over a specific period of time. These discussions 
give patients and family members clear expectations of what will happen after sur-
gery. Giving best- and worst-case scenarios will also help manage their expecta-
tions. The discussion of whether to approach a rAAA in an endovascular fashion 
versus open surgery is not usually had with patients preoperatively. This decision is 
usually left to the surgeon’s discretion and what is technically appropriate, based on 
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their level of skill, and what will increase the patient’s survival. SVS recommends 
that, if it is anatomically feasible, to treat a rAAA with EVAR.  The Immediate 
Management of Patients with Rupture: Open Versus Endovascular Repair 
(IMPROVE) trial was a multicenter randomized trial of EVAR and open repair for 
patients presenting with a rAAA. There was no statistical significance in 30-day 
mortality for rAAA treated with EVAR (35.4%) compared to open repair (37.4%) 
[4]. We continue to favor EVAR for rAAA because IMPROVE does show that is 
offers patients a shorter length of stay in the hospital and higher chance to be dis-
charged to home versus a facility. Follow-up after 1-year demonstrated that in rAAA 
EVAR showed no survival benefit compared to open repair [4].

Surgeons are often quick to offer surgical treatment but the option of comfort 
care in the elderly can also be a reasonable decision. It is the surgeon’s obligation to 
present all of the options to the patient and family members. If they decide against 
aggressive treatment, they must understand that the outcome may be death. These 
discussions are very difficult to have and consulting with a palliative care team may 
be beneficial to all parties.

In the second case, elective discussions can be more in depth than in an emer-
gency setting. This 70-year-old male with an incidental finding of a complex AAA 
was referred to the aortic clinic for treatment options. The first step is to determine 
the patient’s understanding of the diagnosis of a AAA. This will give the surgeon a 
foundation from which to start the visit and discussion helping with the assessment 
of the patient’s capacity. It is common to hear patients say” it’s an enlarged artery 
that is like a bomb waiting to go off”. This is also a good time to discuss the anat-
omy of the aorta, where their aneurysm is specifically from an anatomic standpoint 
and the rupture risk based on the size and morphology of their aneurysm and what 
the recommendations are for treatment.

Surgeons do not always follow published guidelines and recommendations. A 
study by Dale et al. used a simulation center encounter to have physicians weigh the 
risk of a rAAA against the risk of a perioperative death with an elective repair of the 
AAA [15]. Of this group of surgeons, 77% chose to operate on the AAA at a time 
when the risk of rupture was lower than the risk of perioperative mortality. Surgeons 
who in a “practice” simulation which had a patient spontaneously rAAA after they 
chose to monitor the AAA were choosing surgery even earlier in the next patient 
simulation [16]. This demonstrates how surgeon’s previous experiences influence 
what treatment options they discuss with patients. It is important for surgeons to 
recognize previous experience as a potential source of bias. Certain characteristics 
of some surgeons lead them to operate sooner than guidelines recommend: aversion 
to uncertainty, preference for action over inaction, assessing their operative skills as 
above average [16]. While guidelines are not set in stone, they are important and 
useful tools when guiding patients towards treatment. Surgeons must recognize that 
their personal characteristics may bias their recommendations.

Recent publications compared elective EVAR versus open repair and their long- 
term outcomes [3, 17]. EVAR’s short-term benefits of fewer perioperative deaths 
and shorter hospital stays did not outweigh long-term survival. Also, long-term 
complications lead to further procedures [4, 17]. These results led to a wave of 

27 Ethical Decision-Making of Treatment of Aortic Aneurysm, Elective or Emergent…



382

change in recommendations in the vascular world. In 2018, the UK National 
Institute for Health and Care Excellence (NICE) released recommendations favor-
ing open repair over endovascular repair for unruptured aneurysms. This created 
significant debate because of the UK universal healthcare system. The controversy 
of only offering one treatment option to all patients highlights the importance of 
justice in medical ethics. Many surgeons did not agree with these recommendations 
because if they only offered an open repair it had the potential of significant harm in 
some patients. This led to a quick and interesting change in the 2020 NICE recom-
mendations. Instead of stating open repair versus EVAR they ask the physicians to 
have a discussion of all risks and benefits of conservative therapy, EVAR and open 
repair [18]. The responsibility is left to the surgeon to discuss why open repair is 
recommended over EVAR in patients without abdominal pathologies and/or medi-
cal comorbidities, and notwithstanding the added anesthetic risks. If the discussion 
leads to EVAR it is important the surgeon inform the patient of the uncertainties 
around how complex EVAR improves perioperative survival or long-term outcomes, 
when compared with open surgical repair [18]. Most importantly they state that 
decisions should be made jointly between the surgeon and patient showing the value 
of the patient’s autonomy.

The idea of shared decision making (SDM) (see Chap. 7) is valuable in determin-
ing the best treatment option for AAA. Shared decision making is not simply listing 
treatment options and risk and waiting for the patient to decide, but is an open dis-
cussion with the surgeon, patient, and family members. It is based on building trust 
and a solid relationship with the patient, which is not easily done in an emergent 
case [19]. Many vascular patients have multiple vascular issues thereby giving vas-
cular surgeons the opportunity for longitudinal care. This fosters the development of 
a partnership between the patient and the surgeon. It is the surgeon’s goal to offer 
their expertise and knowledge to best achieve the patient’s goal or goals. Leading to 
an important element of SDM, it is important to know what the patient’s specific 
goals are.

Not all patients have the same goals. A 60-year-old female who is relatively 
healthy and active with a AAA may not want yearly follow-up and imaging for the 
rest of her life. An 80-year-old might tell you “I just don’t want to worry about this 
ticking time bomb” or “I just want to live to see my grandchildren.” These goals are 
very different and will help guide the surgeon’s wisdom in recommending treatment 
options. A lot of surgical data is based on mortality and morbidity and this is what 
drive’s a surgeon’s therapy [14]. Yes, patients want to survive but at what expense? 
It is the surgeon’s job to learn what a patient is willing to trade off to survive, for 
example: loss of independence, living in a nursing home, dialysis, short- or long- 
term ventilator dependence. Knowing this information preoperatively will also help 
guide expectations of post-operative care.

A surgeon should not shy away from recommending a treatment plan when 
asked for their opinion, as some patients put it “If I was your father what would you 
tell me to do?” Just as important as the recommendation itself is the reasoning why 
a surgeon makes a recommendation. The surgeon also needs to be ready and accept-
ing when patients do not agree with their recommendations. It is appropriate to give 

R. Milner and R. Zarifa



383

a patient time and space to discuss their options with their family without pressuring 
them for an immediate answer. SDM is a negotiating method that allows the sur-
geon to use his knowledge and experience to assist the patient in reaching their goal.

27.5  Conclusion

In our first case, after reviewing all the information, we had a long discussion with 
the patient and his two daughters who luckily made it to the hospital. We explained 
that if he did not have an operation that this rupture would progress and would be 
deadly, but surgery would have its own risks of complications. We discussed their 
goals and fears moving forward, such as the realistic possibility of not returning 
home, where he lived with his daughter, and the loss of independence. He stated his 
biggest fear was ending up with a stroke, leaving him significantly impaired, dialy-
sis, or requiring a ventilator. If they did not pursue surgery, we would make sure the 
patient would be comfortable and his pain controlled. The patient requested to talk 
to his daughters in private and after some time they all agreed to move forward with 
surgery. The oldest daughter was already appointed his healthcare power of attor-
ney. All agreed, that if the patient required ICU care including a ventilator, acute 
dialysis, or other extensive measures, that we would be allowed to push forward for 
14 days and reassess at that time. We took the patient to the operating room for an 
EVAR.  He was extubated the next day and was stable over the week in the 
ICU. Unfortunately, he aspirated, became septic requiring reintubation and IV anti-
biotics. He then developed acute kidney injury requiring dialysis and on hospital 
day 12 suffered a major stroke. At this point the daughters did not want to prolong 
his suffering and, as a team, we decided on hospice care. We waited to withdrawal 
treatment until his whole family gathered. He died surrounded by loved ones and 
with his daughters holding his hands. Even though we were not able to restore this 
patient’s health, the family was very grateful and appreciative during every decision 
that we made together.

The conclusion of our second case was quite different. The patient initially pre-
sented to the clinic with a known complex AAA. Due to his recent prolonged hos-
pitalization for his coronary bypass surgery, he was well versed on what 
complications and risks might arise. We discussed at length the complexity of his 
anatomy and what surgical options he had. He had a singular goal: to attend his only 
son’s wedding in 6 months. He was presented with the options of open repair, com-
plex EVAR, or conservative therapy. We presented all the risks and benefits at length 
and because of his comorbidities and the shorter recovery time (allowing him to 
make his son’s wedding) we agreed to pursue the complex EVAR option. After 
reviewing his imaging, we decided to tackle this complex AAA with a fenestrated 
EVAR repair. When we started the operation, it became quickly apparent that his 
anatomy for multiple different reasons did not lend itself to making a fenestrated 
EVAR possible. We then attempted other options but were not successful. If contin-
ued, he would lose flow to a renal artery, most likely requiring dialysis. He also 
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risked failure of the repair with a large type 1A endoleak due to a short neck. These 
options were discussed intraoperatively with his wife and we decided to abort the 
case and reevaluate his options with him. He was discharged and at the clinic visit 
we presented the possibility of another attempt at endovascular repair. We also dis-
cussed the open repair option and its increased risks due to his comorbidities. The 
patient’s decision surprised the surgical team. He wished a more definitive repair 
and chose open repair regardless of the higher risk of complications. With the expe-
rience of a prolonged recovery after his previous surgery, he agreed to a more 
aggressive post- operative care including dialysis, ventilator use, and feeding tubes 
if needed. Two weeks later, he underwent a retroperitoneal open AAA repair. He 
tolerated the operation well, was extubated the next day, but his hospital stay was 
prolonged and complicated with ileus, urinary tract infection, poor nutritional intake 
requiring a feeding tube. He eventually was discharged to a nursing facility and 
eventually made it home. His son’s wedding had to be postponed due to the 
COVID-19 pandemic, but he will be there when it is rescheduled.

In summary, surgeons possess significant insight from their medical knowledge, 
training, and personal experiences. It is a surgeon’s duty to share this insight and 
wisdom when faced with a patient that has a AAA. Every patient and every circum-
stance is unique requiring us to approach every patient with a AAA with an open 
discussion. Throughout our experience, implementing a shared decision-making 
approach has empowered patients and improved the overall patient’s perspective 
throughout the clinical course. The end goal for a vascular surgeon is to give patients 
autonomy in decisions about their health and optimize their quality of life. This is a 
skill all vascular surgeons need to develop and navigate throughout their career.
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Chapter 28
Denial of Life Support in Disabled Patients

Jaishankar Raman 

Abstract Ventricular assist devices (VADs) and transplantation are the pillars of 
surgical treatment of end stage heart failure. A VAD is often implanted to temporize 
very sick patients with heart failure. This allows their circulation to improve and 
make heart transplantation less risky. VADs are complex machines that have alarms 
that are auditory. This chapter highlights the denial of lifesaving mechanical circu-
latory assistance in patients who are impaired in terms of hearing, sight or neuro-
logical state. This lack of the VAD option in some disabled patients may go against 
some fundamental tenets of medical ethics. We describe a deaf patient who ended 
up with a high-risk heart transplant due to the lack of the VAD option. We discuss 
the possibility of greater involvement of Clinical Ethicists in these complex 
decisions.
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Case
Animated fist bumps characterized my first encounter with JAL. He was a 
very smiley and excitable young man in his 20s—but strangely silent. We then 
worked out that he was profoundly deaf and could understand American Sign 
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Language (ASL) at a third grade level, despite being Hispanic. His mother 
who was constantly at his side, spoke no English and would translate rather 
poorly into ASL. We saw his father on very rare occasions; he was known to 
be abusive, angry and unreachable. Also, he found the difficulties in commu-
nication extremely frustrating and on more than one occasion had tried to get 
JAL sent to foster care. JAL had advanced heart failure with a dilated cardio-
myopathy and had multiple hospital admissions due to heart failure. He was 
on Medicaid. The family struggled financially. Remarkably, they had cared 
for him all these years and he seemed to have had a reasonably normal life so 
far, except for the progressive heart failure symptoms.

He was evaluated for advanced heart failure therapy (a euphemism for 
transplant or ventricular assist device implantation) and was considered very 
high risk for any kind of intervention. In addition to his physical and medical 
limitations, his family situation and lack of a definite path of reimbursement 
presented insurmountable obstacles. We discussed his case in the multi- 
disciplinary heart failure and transplant meeting. JAL was congenitally deaf, 
and his parents were undocumented immigrants from Central America. There 
was no mechanism for teaching sign language in Spanish in our community– 
the only option is American Sign Language (based on American English). 
This posed a major problem for his parents, who spoke very little English and 
no Spanish sign language. Now, that he was being evaluated for advanced 
heart failure therapy which required ongoing follow up and compliance with 
multiple medications, the task seemed almost insurmountable. His candidacy 
for implantation of a Ventricular Assist Device (VAD) was seriously consid-
ered. This would have allowed him to recover from decompensated heart fail-
ure and stabilize him for a heart transplant.

He had significant pulmonary hypertension, a marker of increased com-
plications after heart transplantation. Typically, most patients with elevated 
pulmonary artery pressures are supported with a VAD for a few months, 
while the pressure within their lungs slowly abate. As we discussed his suit-
ability for a VAD, a practical problem arose—all alarms on VADS are audi-
tory with no visual or vibratory components. VADs are electrical pumps that 
pump blood continuously and require a power supply and a sophisticated 
software controller and interphase. Since these are complex pumps that can 
malfunction, there are a variety of safety alarms built into them—to reduce 
the likelihood of major complications, such as loss of battery charge, inade-
quate pumping, etc. Implanting a sophisticated piece of machinery in this 
young man, with no availability of reliable safety monitoring was deemed 
too risky.
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28.1  Introduction

Ventricular Assist Devices (VAD) have been a major step forward in the manage-
ment of end-stage heart failure, providing mechanical support to the failing heart 
[1]. Implantation of these devices in sick patients makes their journey through heart 
transplantation smoother while reducing risk of major circulatory complications. 
These devices have auditory alarms and our attempts to find alternatives to the 
alarms were unsuccessful. We describe a case of a young man who was deaf from a 
young age, with severely impaired heart function—who could not receive a VAD 
because the alarms were all auditory- and who went on to receive a high-risk heart 
transplant.

In the lead up to the transplant, and as a follow up, we contacted all three major 
companies that built durable or long-term VADs. None of them had ever considered 
customizing alarms for physically disabled or disadvantaged people. Their standard 
response was this was a sophisticated piece of machinery that cost upwards of $ 
85,000 (batteries not included!) and could not be modified for special disabilities 
such as deafness, blindness, stroke, etc.

Rationing of care may be due to a variety of causes—most often due to financial 
constraints or inability to pay [2]. This is especially true in the US where a signifi-
cant sector of the population is not covered for medical care or expenses [3]. Of 
course, if an uninsured patient presents as an emergency to a hospital, by law the 
hospital is obliged to treat them [4].

28.2  Search Strategy

We searched for articles that mentioned the use of VADs and mechanical support in 
patients with auditory and visual impairment. There was one contemporaneous arti-
cle on visually impaired patients and VADs. There is only one recorded instance of 
a deaf individual receiving a VAD and that was published well after we had dealt 
with our index patient [5].

28.3  Discussion

Care of advanced heart failure patients is expensive and can be laden with many 
emergencies and some periods of stability. This oscillating clinical course is not 
well suited to cost containment. In instances where insurance is an issue, the care 
can be fragmented, patchy or non-existent. The consistent ways of managing care 
are through coordination with primary care physicians and/or community liaison 
health workers.

28 Denial of Life Support in Disabled Patients
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Disabilities are, in themselves, expensive to manage. When this is laid on top of 
advanced heart failure, a convenient excuse and fallback is that the disability makes 
the patient ineligible for advanced therapies. This is despite good evidence to the 
contrary [6]. The American Disability Association does not have a specific stance 
on advanced heart failure therapies, except to say that patients with disabilities 
should not be denied treatment that is standard of care. As we go through the litera-
ture, there is a paucity of data on blind and deaf patients requiring implantation of 
advanced heart support, implantable cardiac devices and VADs. Of note, most pub-
lic performances ranging from speeches to music events have sign language 
interpreters.

Does that mean that some disabilities are easier to manage and hence, get a pass? 
Certainly, there are examples of patients with intellectual impairment or disability, 
who have successfully had support with advanced mechanical devices and then pro-
gressed to transplantation, to return to a good level of activity [7].

What are the ethical guidelines we can set out? If these are clearly enunciated, is 
there hope that the medical fraternity will have access to it, and then follow those 
guidelines? Mechanical support of the circulation or the failing heart gets instituted 
in life-threatening situations. A common excuse is that there is usually not enough 
time to engage in discussions or moral arguments about the right decisions.

The four principles of bioethics were set out in the 1970s by Beauchamp and 
Childress [8]. They are autonomy, beneficence, nonmaleficence, and justice. 
Entwistle in a well thought article suggested that each of the principles of bioethics 
carry equal weight when one assesses the ethical course of action [9]. The appropri-
ateness of an action is determined from the relative good and harm of individual 
principles are in question. When two or more principles are in conflict, the case can 
be difficult to navigate. The distribution of LVAD therapy often require complex 
ethical decision. A closer analysis of these principles is therefore important in every 
patient who is evaluated for VAD therapy.

Nonmaleficence is the principle of doing no harm and this would imply a low 
risk of complications, which could not be guaranteed in JAL specifically. Equal 
treatment of all patients underpins the concept of justice. However, this concept also 
applies to the larger community in terms of scarce resources being utilized with care 
taken to ensure optimum deployment of funds.

Justice may be viewed differently when therapies are very expensive. Limited 
and expensive therapies such as LVADs often pose ethical problems. Ethical prin-
ciples suggest that all persons have an equal opportunity to receive adequate health-
care and that may not be the case in the USA, considering what has happened with 
Covid 19. However, we are discussing medical ethics as they would apply to an 
ideal or a more equitable healthcare scenario than we have at the moment. That 
would mean that all patients, regardless of underlying disability, should receive 
VAD implants for the treatment of end-stage heart failure. These are expensive 
devices that cost over US $ 90,000 just for the implant. Frequently, the hospitaliza-
tion and associated procedures end up costing upwards of $500,000 and frequently 
over $ 1 million per patient.
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Ideally, we should be able to deliver all therapies to all sections of humanity. 
Reality is different. The resources necessary to treat all patients may constrain the 
amount spent on individual patients who might need very expensive therapies. From 
a societal perspective, justice is served when the implantation of an LVAD does not 
drain the resource pool. There is also the emotional component of dealing with a 
young patient, with his/her adult life in front of them—and denial of a life-saving 
therapy based on the utilitarian argument of risk-benefits to society may seem 
mercenary.

The principles of autonomy and beneficence may govern LVAD implantation. 
Nonmaleficence favors implantation of a left ventricular assist device, in the absence 
of elevated risk. When the chance of benefit is low but the risk is high, the principles 
of justice may help with better ethical choices. The principle of beneficence may not 
be as clear in such cases.

Implanting a pump to supplant one’s circulation is a very major step and one with 
many consequences, potential complications and management issues. This has pro-
moted the need for VAD coordinators, VAD clinics, remote monitoring of VADs and 
shared care models to ensure prompt attention when a complication or management 
issue occurs. Increasingly, there is a move to involve palliative care teams to discuss 
options if there are major complications that threaten life or cause serious morbidity 
[10]. Consensus prior to implantation of these devices is key. Denial of mechanical 
support or implant of devices can be a fraught decision, even when made as part of 
a multi-disciplinary meeting [11]. Many multi-disciplinary groups, whether in the 
care of cancer patients or terminal heart failure patients, may not have a Medical 
Ethics component or member. Ethical conundrums and dilemmas therefore often 
get tabled. In some institutions, an Ethics consult is requested and the decision to 
proceed with implantation or to deny the implant is often delayed. This makes utili-
zation of the Ethics Consultation less common.

This ethical dilemma also has connotations for blind patients, who may be at a 
significant disadvantage [12]. While the alarms are auditory, the mechanisms of 
dealing with them are all visual and require manual coordination. Some of these 
issues do not trigger design modifications, unless the population served is signifi-
cant in number. Since VAD implants are still niche procedures in very sick patients, 
the companies that manufacture these expensive devices have not specifically 
designed modifications for patients with specific disabilities such as auditory and 
visual impairment [5]. There were no publications about the use of VAD implants in 
deaf patients at the time of JAL’s evaluation. How about patients with a physical or 
cognitive disability resulting from a major neurological impairment such as stroke? 
There may be many issues with human-machine interface that make implants such 
as these even more problematic in terms of ongoing management [11]. The cogni-
tive ability to manage alarms is an important element in ensuring safety. Physical 
disabilities affecting the regular care of the VADs, such as transport and care of 
batteries, the mechanics of connecting to the backup power supply, attention to 
alarms with prompt response, may also impact the clinical outcome. Does that mean 
we deny these disabled patients the opportunity of availing themselves of lifesaving 
or life-prolonging mechanical support devices?

28 Denial of Life Support in Disabled Patients
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There are no specific guidelines or ethical directives in the management of 
patients with disabilities. The principles of medical ethics should serve as a guiding 
beacon (Table 28.1). Elements of trust between patients and their caring teams then 
come into place and make decisions complex. Multi-disciplinary heart failure teams 
have been meeting for well over two decades as a standard means of assessing 
patients for heart transplantation and associated procedures. Indeed, this is a stan-
dard mandated by the Centers for Medicare & Medicaid Services (CMS). Addition 
of Palliative Care physicians to these teams or multi-disciplinary discussions have 
been patchy but welcome. The low but steady rate of complications that can seri-
ously impair or impinge on recovery has made it logical to include palliative care in 
the discussion of these patients. The same sentiment should be expanded to the 
inclusion of Clinical Ethicists. This particularly becomes important in the applica-
tion and use of mechanical support devices, be they ECMO or VADs for support of 
the heart & circulatory system, dialysis for kidney support or ventilators for lung 
support. Denial of the use of any of these mechanical support modalities, when 
agreed upon following a multi-disciplinary discussion, seems logical and may be 
more palatable to the patient and their families. Detailed discussions about end-of- 
life care, alternative treatment options, family engagement and advanced care direc-
tives are all part of the course. The same could be true for withdrawal of care and/or 
deactivation of the device in some of these complex patients.

While many of these aspects are strongly recommended or even mandated, the 
use of these multiple facets of the specific disciplines, such as palliative care and 
medical ethics are not consistent. While some of these important components of 
patient involvement, family engagement and holistic care are not strictly medical, 
they are vital planks in steering our patients to good outcomes. They are often con-
sidered “soft” social aspects of decision making. There is also a perception that hard 
clinical data is the basis of scientific evidence, whereas the social sciences rely on 
nuanced and subjective assessments. The roles of social workers in these care teams 
are often consumed by coordinating logistics, travel arrangements and stays in the 
hospital! Social supports are usually evaluated quite rigorously as part of transplant 
and VAD workups, but always qualitatively. Qualitative data is very rarely capable 
of quantitation or statistical analysis. There is a tendency for many other social 
aspects to be largely glossed over. Disabilities fall under that category. The nuances 
of the kinds of disability get lost in the decision-making discourses.

Table 28.1 Ethical principles as applied to use of life support devices

Principles Meaning Relevance to case

Non- 
maleficence

by minimizing pain and 
suffering

Minimizing morbidity of transplant, by 
selecting LVAD implant as an option

Beneficence a desired difference to the 
patient’s well being

Implantation of LVAD

Self 
Determination

The goals and values of the 
patient and their family.

Proceeding with implant if patient & family 
wishes it

Justice Fairness in the use of limited 
resources

Avoiding expensive therapies in high-risk 
situations
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28.4  Case Continued

In the case of our illustrative patient, the multi-disciplinary team with the data avail-
able to them decided that VAD implant was not safe under the circumstances. In an 
attempt to provide some modicum of support, we did insert an intra-aortic balloon 
counter pulsation pump which helped to unload his left ventricle and provided dia-
stolic augmentation of the blood pressure. In order to allow him to move around, the 
device was inserted through a modified approach through the subclavian artery [13]. 
He then underwent a high-risk heart transplant procedure. The transplant procedure 
went very smoothly. However, immediately after the new heart started working, 
high pressures in the pulmonary artery were evident and this placed a significant 
strain on the right side of the heart. After waiting for about for about an hour, we 
decided to place JAL on a temporary right ventricular support device. His post- 
operative course was complicated and prolonged. He had to make a few additional 
trips back to the operating room for a variety of related complications. Eventually, 
we were able to wean him off the right ventricular assist device and get his chest 
closed. He stayed for a month in the ICU thereafter and made a full recovery. We 
saw him many times thereafter in follow up. His good cheer was unfailing and he 
was always very grateful. We knew that we had sailed very close to the wind, and 
there were many instances when he could have succumbed to a complication.

Peri-operatively, just before he was anesthetized for his first procedure, a very pro-
active OR nurse realized that his deafness would be a significant barrier to communi-
cation. She made multiple placards with various words that would be used to convey 
messages to him visually, while he was being prepared for anesthesia. She also got his 
mother familiar with some of those words by attaching simple pictures alongside. 
This amazing local innovation made his care in the Operating Room and the ICU rela-
tively smooth. We were able to modify these cards and make more of them. The staff 
then used these to communicate with the patient till he was ambulating in the ward.

Since he was not a candidate for a durable VAD implant, the other options offered 
were transplantation, medical therapy or hospice care. He and his family were ada-
mant that they were not “giving up”. He failed medical therapy spectacularly and 
came into the hospital in a decompensated state. We were able to tide him over for 
a few days with a balloon pump inserted through the subclavian artery, as an alterna-
tive to a conventional VAD, albeit less effective.

In cases like this, patient autonomy often comes sharply into focus. We were able 
to explain things quite well to his mother and to him. The senior heart failure cardi-
ologist was a native Spanish speaker and had great rapport with both the patient and 
his mother. Multiple conversations were held with him and his family, before the 
consent was finally obtained. The patient was in hospital on medications supporting 
his heart function (inotropes) for at least 2 weeks before his transplant. The heart 
failure social workers and the nurse coordinators were also involved very closely 
with his care. He was also evaluated by the clinical psychologist associated with the 
heart failure team to ensure that he was of sound mental capacity and his sense of 
autonomy was preserved. Every opportunity was given for open disclosure and 
informed decision making.

28 Denial of Life Support in Disabled Patients
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28.5  Conclusion

Clinicians and allied health workers in these circumstances are constrained by the 
limitations of the available technologies. If there were an interest group or lobby 
that promoted the needs of specific disabilities, they would have their work cut for 
them in navigating the regulatory hurdles that many of the device makers use as 
excuses.

Regardless of the intangible obstacles that people of disabilities face, these 
become very important when clinical decisions need to be made. Many of them 
impact the patients themselves. The lack of good evidence is obvious, since most 
patients with disabilities get excluded from the Gold Standard in clinical trials—
Randomized Controlled Trials (RCT). Furthermore, disabilities are heterogenous 
and the numbers are fortunately small. Guidelines therefore have to be developed, 
based on evidence for the general population and special circumstances related to 
each disability evaluated on its own merits. This is another case of customizing 
therapy to the patient. Adaptation of assistive technology was deployed in a deaf 
patient to a successful outcome [5] and may be a template for other possible innova-
tions. Indeed, Crestanello in a timely editorial in the Journal of Thoracic and 
Cardiovascular Surgery suggested the use of adaptive and innovative technologies 
to cope with specific disabilities such as deafness, blindness, and other physical dis-
abilities [14]. However, these would be dependent on the local surgical teams and 
their support infrastructure. Finally, the local circumstances, in terms of finances 
and regulatory framework often dictate the use of these advanced and cost-intensive 
therapies.

Denial of specific interventions such as insertion of a VAD or listing for a heart 
transplant may be difficult to justify, unless they are seen as part of the ethical 
framework that aligns with the Principles of Justice. This is specifically related to 
the fairness in the deployment of limited resources. However, these decisions may 
go against the other three, namely—Non-maleficence—based on minimizing pain 
and suffering; Beneficence—based on a desired difference to the patient’s well- 
being; and Self Determination—based on the wishes of the patient and their family. 
Most multi-disciplinary panels should include ethicists for precisely these reasons 
where appropriate guidance on and practical interpretation of the principles of 
Medical Ethics are utilized.
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 – This frames the ethics of LVAD therapy with the background of cost- 
effectiveness in a technology that is still expensive and evolving. The funda-
mentals of clinical ethics are emphasized within the context of mechanical 
circulatory support and VAD therapy.

• Teuteberg W, Maurer M. Palliative Care Throughout the Journey of Life With a 
Left Ventricular Assist Device. Circ Heart Fail. 2016;9:e003564. doi:https://doi.
org/10.1161/circheartfailure.116.003564

 – Palliative care discussions in patients with LVAD and other life-extending 
therapies are an important cornerstone of the deployment of these technolo-
gies, should patients suffer debilitating complications. These are much better 
performed before the implant.

• Crestanello JA. Expanding left ventricular assist device use to patients with dis-
abilities: The role of assistive technology. J Thorac Cardiovasc Surg. 
2018;157:e3–4. doi:https://doi.org/10.1016/j.jtcvs.2018.07.079

 – The author makes a case for the innovative use of assistive technologies in 
patietns with disabilities.
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Abstract This chapter examines medical ethics as it relates to pediatric surgical 
patients and their families. The changing landscape of medical ethics is reviewed 
and analyzed. Special consideration is given to how the dynamic factors of geogra-
phy, resources, finances, and current events shape our collective view of medical 
ethics relative to pediatric patients.
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Case
Consider the case of a child born with closed gastroschisis to a 22-year-old, 
unemployed woman who smokes a pack of cigarettes a day. The mother 
received minimal prenatal care and only had a first trimester ultrasound given 
lack of access and education. The diagnosis of gastroschisis was not made 
until birth. The baby was born via vaginal delivery and APGARS were 7 and 
9 at 0 and 5 minutes.

Gastroschisis is an abdominal wall defect commonly cared for by pediatric 
surgeons and neonatologists. With the advent of self-expanding plastic ring 
silos as well as advancements in parenteral nutrition, gastroschisis is an 
extremely well-managed condition that carries with it a high rate of survival 
and treatment success. Unfortunately, closed gastroschisis, a variant of gas-
troschisis, results in strangulation of the extra-abdominal bowel. This can lead 
to small bowel ischemia, and potentially necrosis of nearly the entire small 
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29.1  Introduction

The Greek philosopher, Heraclitus, is credited as saying “No man ever steps in the 
same river twice, for it’s not the same river and he’s not the same man” [1]. Such an 
homage to the permeance of change is readily apparent in the field of medical eth-
ics. The variables that shape our collective view of medical ethics are numerous and 
constantly evolving. Notably, the ethical principles of individual autonomy, patients’ 
rights, distributive justice and beneficence (Table 29.1) are often affected by geog-
raphy, resources, finances, and current events. This chapter details the effects of 
such variables. Additionally, this chapter focuses on the importance of individual 
education, introspection, and the provider’s awareness of potential inherent biases 
within one’s own practice. Like Heraclitus’s description of a river, medical ethics 
has evolved historically. Changes in our society may potentially lead providers, who 
are also influenced by these variables, to surprisingly different ethical conclusions 
than their predecessors. We will also explore evolving attitudes among providers 
who care for children and their families beyond the surgical setting. Lastly, we will 
discuss how the Coronavirus pandemic of 2020 is already influencing medical eth-
ics within the pediatric surgical community [2].

Table 29.1 Ethical Principles Highlighted [2]

Ethical 
principles Clinical manifestation

Autonomy Respect for an individual’s decisions as they pertain to their own lives

Distributive 
justice

The socially just allocation of resources

Ethical 
relativism

The view that moral (or normative) statements are not objectively true, but 
“true” relative to a particular individual or society that happens to hold the 
belief

Implicit bias People can act on the basis of prejudice and stereotypes without intending to 
do so

bowel. If this condition is discovered at birth, the practitioners and the family 
are faced with a very difficult decision. One treatment option is to remove the 
non-viable bowel; which may result in short gut syndrome and intestinal fail-
ure. Such patients are managed with parenteral nutrition and potentially a 
small bowel transplant in the future. This pathway is fraught with difficulties 
including bacterial overgrowth, catheter associated sepsis, failure to thrive, 
and sometimes death. Alternatively, comfort care measures can be initiated 
upon recognition of this condition, and the baby will expire.
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29.2  Search Strategy

Literature search strategy included a database search of Stanford Encyclopedia of 
Philosophy, Google Scholar, Wikipedia, and PubMed with MESH term search of 
pediatric surgery, pediatric ethics, ethics and covid-19, appropriate care, autonomy, 
distributive justice, surgical ethics, ethical considerations, rural ethics, and ethical 
relativism. Results were limited to publications in English and preference was given 
to works published after 2000.

29.3  Discussion

29.3.1  Section 1. The Effect of Geography on Medical Ethics

Former Speaker of the House, Thomas O’Neill Jr. is credited with the phrase, ‘All 
politics are local’ [3]. The longevity of this adage is rooted in its succinct summary 
of the many complexities associated with politics, governance and human nature. 
Although many consider that medical and surgical ethics are founded upon univer-
sal truths and mores, these belief systems must also evolve and change. The patients, 
providers, and resources available at any given institution greatly affect and influ-
ence what is considered to be ethically appropriate medical care.

To illustrate geographic variations, consider the above case. The decision to 
operate or move to comfort care is extremely nuanced with multiple complexities 
and facets. The resources available to the institution, the unique qualities of the sur-
rounding community, and the patient’s family, especially the family’s ability to 
assess the situation and make an informed decision, are all variables that play a large 
role in decision making.

Given these complexities, it is worth considering three specific geographical 
variations to illustrate how geography affects ethical decision making:

 1. In rural America
 2. In urban America
 3. In Non-Western nations or cultures

Let us begin by examining the complex ethical questions at hand with special con-
sideration to how they are affected by geography. Notably, the ethical concepts of 
patient autonomy, physician paternalism, and distributive justice are all captured in 
this scenario.

First, it is important to note that Western ethics are not monolithic. There are 
great differences between urban and rural communities. William Nelson [4] high-
lights some of the principles behind rural ethics. Specifically, he notes that, “Rural 
communities are unique not just because of their small population density or 
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distance from an urban setting, but also because of the combination of their social, 
economic and geographical characteristics as well as their residents’ cultural, reli-
gious and personal values.” Shared decision-making and community values play a 
large role in rural ethics. Often patients rely on their clergy leaders or community 
Elders to help in their decision-making. Additionally, the strength of the community 
carries great importance in rural settings. This may manifest itself such that costly 
and long-term treatments may not be desirable as they are viewed to be overly bur-
densome on the group; conversely, a strong social fabric and community support 
may also lead to better aftercare and home-health assistance [4, 5]. The resources 
and efforts of the community are often prioritized over any individual, particularly 
in times of resource scarcity. In contrast, in communities with abundant resources, 
the burden of an individual’s medical care can sometimes be shouldered among 
many. In such scenarios, the African proverb ‘it takes a village to raise a child,’ takes 
true shape [6].

Furthermore, authors Rice and Smith [7] from the University of York highlight 
how geography affects health, and in turn, affects ethics related concerns. On a very 
fundamental level, healthcare resources and finances are variably distributed 
amongst social, economic, and geographic distinctions; however, the difference 
extends beyond the physical limitations of medical resources. For example, “wide 
cultural influences on the use of health services might influence a threshold of ill 
health below which individuals choose not to seek medical intervention” [8]. For 
example, in tight knit communities with strong social connections, care may be 
avoided prior to medical emergencies, in order to maintain resource viability out of 
perceived responsibility to the community. It is estimated that 13% of all healthcare 
costs in the United States is dedicated to the last year of an individual’s life, and in 
some geographic locations this is simply too high a price for minimal person-year 
return [8]. In urban locations and academic medical centers, a ‘do everything’ men-
tality is often more pervasive. Individual longevity, cost and the extent of heroic 
measures are often justified by the potential for medical advancements and sup-
ported by a plethora of resources and funding. Additionally, the underlying ethical 
principles and attitudes toward healthcare vary tremendously relative to a patient’s 
location. Such cultural differences have great consequences during the extremes of 
life when providers determine the goals of care and undertake life-saving mea-
sures [7].

In contrast to Western cultures, some developing nations and middle eastern cul-
tures have unique ethical frameworks. One well documented example herald from 
the Islamic Republic of Iran. Although the fundamentals of biomedical ethics in 
Iran largely mirror Western Ethics, one striking difference is the emphasis on life 
preservation. In Western culture, patient autonomy and even societal needs often 
run counter to the concept of preserving life. Examples include elective abortions, 
withdrawal of care, physician-assisted suicide, and—as in our case scenario—the 
cessation of medical intervention to allow a patient with closed gastroschisis to 
expire. Furthermore, religion can play a very large role in such societies, and some 
believe that all life is owned by God (see Chap. 19). This tenant greatly impacts all 
end-of-life and goals-of-care decisions. There is minimal debate in the Islamic 
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Republic as to whether to pursue all medical options available. In contrast to Western 
cultures, the concepts of distributive justice and patient autonomy are arguably less 
fundamental in comparison to the preservation of life [9, 10].

Given these nuances associated with geography, more or less emphasis can be 
placed upon either tenet of paternalism, patient autonomy, distributive justice, or 
sanctity of life. Therefore, let us now return to our case scenarios.

 1. In rural America

In this situation, it is common for physician paternalism and patient auton-
omy to coexist in matters that differ from larger urban institutions. Resources 
might be restricted in rural America and limited in quantity, quality and 
availability. Additionally, the principles of distributive justice often weigh 
heavily in such environments, and individuals can be reluctant to become 
overly burdensome to their community. The contrary to this can also be true, 
and communities with a surplus of resources and caregivers can sometimes 
agree to pursue medical care despite all odds.

Given these unique realities of Rural America, in some communities—for 
example the Amish—it might be ethically appropriate to ensure that the com-
munity Elders are involved in the decision-making as well as considering the 
strains on the community that a baby with intestinal failure will impose. In 
this situation, conversations may be more often geared towards comfort care 
measures with the understanding that pursuing aggressive medical care may 
be prohibitively difficult.

 2. In urban America

In this situation, the principles of patient autonomy and respect for persons 
will likely be in the foreground. The patient and their family may be presented 
with treatment options and based upon their personal and individual set of 
beliefs, a treatment course will be charted

 3. In Non-Western nations or cultures.

Given the high value of life and the reluctance to perform any interventions 
that may be seen as counter to the preservation of life, it is likely for non- 
westerns cultures, particularly cultures adherent to Islamic law, to pursue 
aggressive medical measures regardless of resources available and individ-
ual preferences. Alternatively, in sub-Sahara Africa, there may be villages 
and communities with limited medical resources, access to care or cultural 
beliefs that would drive them to obtain less intervention in cases that require 
complex, or prolonged medical attention.

Let us now return to our clinical case scenario. Shortly after birth, an honest and 
forthright discussion regarding the baby’s condition and prognosis was had with the 
pediatric surgeons, neonatologists, and the baby’s mother and grandmother. The 
mother was understandably confused and scared, although she appreciated the hon-
esty of the medical professionals involved in her care as well as the love and support 
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from her mother. As a devoted Christian, she relied heavily upon her faith; and when 
presented with the options of withdrawing care and pursing comfort measures as 
opposed to pursing bowel resection and potential intestinal failure, she elected for 
the latter. The baby underwent resection of the nonviable bowel and eventually 
developed short-gut syndrome. Nonetheless, despite being dependent on both par-
enteral and enteral nutrition, over the next five years, the baby continued to grow 
and develop. The family was forever grateful for the respect and care they received.

Overall, this case example highlights the absence of universal ethical truths, and 
the importance of respecting the ethical norms of a certain geography and culture 
(see Chap. 20).

29.3.2  Section 2. The Effect of Socioeconomic Status 
on Medical Ethics

29.3.2.1  Case Scenario

A full-term 3.2 kg baby boy with a prenatally diagnosed diaphragmatic hernia was 
born at a major medical institution in the United States. Both mom and dad were 
present during the prenatal visits and met with the Pediatric Surgeon as well as the 
Neonatologist in preparation for the delivery. Prenatal imaging was obtained, dem-
onstrating a large diaphragmatic defect with the liver and stomach present in the 
chest. The family was counseled that although it is difficult to discern the severity 
of the underlying pulmonary pathology associated with a diaphragmatic hernia, 
there were signs portending a poor prognosis. Immediately after birth, the patient 
was persistently hypoxic, hypercapnic, and acidotic. Due to the severity of the dis-
ease, the patient was placed on ECMO.

Pediatric ECMO is a life saving measure utilized in the direst of circumstances. 
Due to the risks associated with the procedure, the potential for failure, and the 
scarcity of resources associated with its use, ECMO is fraught with ethically chal-
lenging decisions. The wide breadth of ethically difficult questions related to ECMO 
is beyond the scope of this chapter (see Chap. 30); however, this section focuses on 
one simple and fundamental question—.

29.3.2.2  For Whom Is ECMO Indicated?

This simple query transcends multiple pillars of medical ethics including, distribu-
tive justice, utilitarianism, beneficence, nonmaleficence, and respect for persons. In 
regard to distributive justice, the decision for whom ECMO is indicated is made by 
the involved medical teams taking into account the medical condition of the patient 
as well as the overall resources and limitations of the hospital at that given time. 
Furthermore, when this scarce resource no longer benefits the patient, conversations 
regarding its utility and futility are undertaken in preparation for decannulation. In 
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extreme circumstances, the possibility exists for patients to be taken off ECMO 
unilaterally and against families wishes [11]. In a survey that assessed physician and 
resident attitude toward ECMO, 56% of respondents felt that physicians should 
have the right to discontinue ECMO over surrogates objection in the interest of 
resource stewardship and the complexity of knowledge necessary to fully grasp the 
concept of a ‘Road to Nowhere’ clinical situation [12].

To further explore this interaction, a deeper examination of the doctor-patient 
relationship must be explored. And although the doctor-patient relationship is a val-
ued and sacred bond, it often exists between members of very different socioeco-
nomic classes. Interestingly, this inequity is often punctuated by very different 
viewpoints and inherent ethical biases.

The association between social class and moral reasoning has been a topic of 
debate for centuries. Plato put forth the concept that elite individuals possess supe-
rior capacity for moral reasoning which thereby qualifies them for positions in lead-
ership in government, laying the groundwork for his commitment to an epistocracy. 
In contrast, Karl Marx stressed that class hierarchy and arisotocracy corrupts indi-
viduals [13, 14].

Therefore, let us now examine how financial well-being and socioeconomic sta-
tus might affect medical decision making in an attempt to potentially shed light on 
the challenging discussions surrounding ECMO allocation. Sociologists, Côté, Piff 
and Willer conducted a series of experiments revealing how members of higher 
socioeconomic classes display less empathy and increased emphasis upon utilitar-
ian principle when compared to other members of society. Specifically, their experi-
ments focused on hypothetical moral dilemmas where participants were forced to 
assess ethically challenging constructs designed to highlight their tendencies 
towards empathy and utilitarianism. The results of their studies demonstrated that 
individuals from higher socioeconomic classes are more likely to engage in utilitar-
ian behavior, display less empathy and are more willing to take resources away from 
one individual if there was potential to benefit multiple others [15].

Given the results of these sociology experiments, pediatric surgeons, and those 
that care for critically ill children, (who often are members of a higher socioeco-
nomic class) must reflect on their own practices to determine if such inherent biases 
are present.

The ethical difficulties associated with cannulation and decannulation are 
explored in a recent publication from the Seminars of Perinatology [11]. Drs. Kirsch 
and Munson, discuss the following relevant ethical principles including, respect for 
persons, autonomy, informed consent, non-malfeasance, best interests and distribu-
tive justice as they pertain to ECMO. Kirsch and Munson examine how each of 
these principles can be relied upon to help navigate complex and morally challeng-
ing questions regarding neonatal ECMO.  When it appears that treatments have 
become futile, the authors recommend utilizing palliative care consultation, as well 
as shared decision-making, in an attempt to help the families, understand the gravity 
of the situation and agree to cessation of ECMO. However, the authors acknowledge 
that there will likely be variations in practice patterns and standards, depending 
upon geography, resource availability and institutional style. And although the 
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authors recommend focusing on shared-decision making and conflict avoidance, 
they acknowledge that this does not address the potential for inherent provider 
biases to favor utilitarian principles over patient autonomy and respect for persons.

Presently, multiple consortiums are dedicated to collecting and aggregating data 
in efforts to help provide guidance for ECMO practitioners in their decision making. 
Nonetheless, ECMO encompasses nearly all of the complexities of medical ethics, 
and it is important that all practitioners remain diligent in their honest self-reflection 
to identify inherent biases and willingness to utilize ancillary services such as ethics 
consultations services and palliative care to help navigate these complex patients.

29.3.3  Section 3. Childhood Vaccines

29.3.3.1  Case Scenario

Dr. and Dr. Schmidt are professors at the local University of California College. 
One is a professor of Epidemiology and the other Political Science. They have three 
children ages 11, 9 and 6. The two older children are healthy boys; however, the 
six-year-old girl suffers from severe developmental delay. The etiology of this con-
dition is unknown although believed to be from asphyxiation from complications 
during delivery. The Schmidt’s are adamant that their children practice safe behav-
iors such as wearing helmets while on their bicycle, utilizing the appropriate car 
seat, and avoiding harmful toxins or chemicals in their foods.

Nonetheless, despite their insistence on safety and safe behavior, they are 
opposed to vaccinating their children. Their rationale is that given the low incidence 
of these preventable diseases, the risk of vaccination outweighs the benefit that is 
already provided by herd immunity.

Medical ethics have evolved considerably over the last century. The paradigm 
has shifted from a pedagogical and authoritative style of doctoring to one of patient 
autonomy and informed decision making. No medical quandary highlights this shift 
better than childhood vaccinations. Childhood immunization represents a balance 
between parents’ autonomy in deciding whether to immunize their children and the 
benefits to public health from mandating vaccines. Additionally, the questions sur-
rounding vaccinations highlight the concept of distributive justice insofar as bene-
fits and burdens are allocated to those who vaccinate and those who do not.

The most frequently cited rationales for electing not to vaccinate one’s children 
is based upon the concepts of herd immunity and Economic Game Theory. The 
theory is that if a certain threshold of the population is immunized against a certain 
disease, the likelihood that any given individual (either vaccinated or not vacci-
nated) will contract the disease is exceedingly low. Furthermore, as the incidence of 
contracting the disease declines, the relative risk of a complication from the vaccine 
appears more profound.

When evaluated from this perspective, vaccination decisions are not simply self-
ish or selfless but involve complex relationships between these motivations [16]. 
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Critics of such behavior offer the counter point, should individuals who do not 
assume any level of risk be allowed to benefit from vaccination?

The principles of distributive justice imply that all who are able to bear the bur-
den of a risk should do so in order to reap the benefits of such. Furthermore, the 
principle of beneficence guides us to vaccinate those who are able to in order to 
prevent disease in those who are not able to receive the vaccine.

The collective response from medical professionals to families who refuse to 
vaccinate their children is varied. Some argue that there should be financial or 
punitive penalties imposed upon families that do not vaccinate. Others have pro-
posed that families who do not vaccinate their children be ineligible to receive 
certain social benefits. In an attempt to promote public health, the State of 
California recently passed legislation removing the option of personal belief 
exemptions for parents to withhold vaccines from their children [17]. In contrast, 
the American Academy of Pediatrics stresses that healthcare providers address 
vaccine refusal through hearing the family’s concerns and discussing the risks that 
accompany not vaccinating one’s child, rather than instituting penalties to noncon-
formists [18].

Complicating the question regarding childhood vaccinations, is how the state 
could impose universal vaccines and enforce such a policy even if herd immunity is 
consistent with distributive justice, and vaccinations are in accordance with the 
principles of beneficence. The US Supreme Court has upheld the constitutionality 
of state vaccination laws; however, all states allow medical exemptions, 48 states 
offer religious exemptions, and 17 states offer philosophical or personal exemptions 
[19]. Therefore, despite an overwhelming majority of individuals in favor of vacci-
nation, there exists innumerable loopholes enabling those who wish to forgo vacci-
nation as well as a paucity of legal avenues, to enforce any such pro-vaccination 
regulation.

In an attempt to disincentivize the of refusal vaccinations, some have argued that 
withholding childhood vaccination is a form of neglect and child abuse and there-
fore punishable by the state. Unfortunately, even if vaccine refusal amounts to medi-
cal neglect, it is not clear that this finding mandates state intervention [20]. 
Furthermore, the American Academy of Pediatrics states that it “does not support 
the stringent application of medical neglect laws when children do not receive rec-
ommended immunizations” [21, 22].

Authors Williamson and Glaab propose the following measures to delicately 
navigate this ethically challenging quagmire. First and foremost, they stress the 
importance of establishing rapport and trust between the provider and patient. 
Additionally, taking time to understand the family’s reluctance to obtain vaccina-
tions is paramount. Finally, they emphasize the importance of a consistent message 
among Healthcare professionals. This clarity of message streamlines the conversa-
tions and decreases potential areas of ambiguity [23].

In conclusion, childhood vaccinations encompass how medical ethics have 
evolved over the last few decades. Our collective appreciation of patient autonomy 
and respect for persons has grown tremendously as our paternalistic and utilitarian 
principles have lessened. Nonetheless, public health officials and medical 
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professionals must find a balance between respecting parental rights and autonomy 
while maximizing the greater good of herd immunity in order to successfully navi-
gate this ever-changing dilemma [20].

29.3.4  Section 4. How the Coronavirus Pandemic Has Affected 
Medical Ethics

29.3.4.1  Case Scenario

Elizabeth Lake is a single mom who works full-time as a financial advisor and cares 
for her 11-year-old son, Alex. During the coronavirus pandemic, Ms. Lake has been 
working from home based upon the recommendations of her boss and local public 
health officials. Last week, Alex developed abdominal pain, fever and nausea. Ms. 
Lake contacted her pediatrician and was offered a virtual visit. During the visit, 
Alex was tired and did not participate much in the Zoom-exam. The pediatrician 
thought this might represent a viral gastroenteritis that has been going around in 
Alex’s “Pod-learning school” and told them to contact the office if the symptoms 
did not resolve in the next few days. Over the next forty-eight hours, Alex’s symp-
toms worsened with high fevers and persistent abdominal pain. When Ms. Lake 
took Alex to the emergency department, his WBC was 19 and a CT scan demon-
strated perforated appendicitis with phlegmonous changes and a 4 cm abscess in 
the pelvis.

The full effects from the pandemic of COVID-19 have yet to be realized; how-
ever, it has brought to the global forefront ethical questions that recently have been 
confined to resource poor populations and academic exercises (see Chap. 40). This 
section will use case scenarios and hospital policies to examine the themes of benef-
icence and distributive justice in times of crisis. Additionally, we will examine what 
specific ‘carve-outs’ and considerations are made for children.

COVID-19 has forced a shift from patient-centered ethics to distributive and 
public health centered decision making. Physicians are trained to be advocates for 
their patients, but in the setting of a pandemic, attention has shifted from the indi-
vidual, to the collective. Surgeons cancelled their elective cases to preserve resources 
and minimize exposure [24]. Questions then began to arise on the definition of 
‘elective.’ Certainly, most can agree that minimally symptomatic hernias and pectus 
repairs can wait, but what about cancers, appendicitis, and biliary disease? The 
American College of Surgeons (ACS) and the American Pediatric Surgical 
Association (APSA) put forth guidelines that prioritize timely surgical care for nec-
essary pediatric cases, while optimizing resources [25, 26].

However, despite these efforts for clarity, the management of pediatric appendi-
citis during the coronavirus pandemic has been challenging. Authors Snapiri and 
colleagues present seven cases detailing the rising incidence of complicated pediat-
ric appendicitis [27]. They report that the appendicitis complication rate in the 
COVID-19 period was roughly twice as high as complication rates during the same 
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period in the previous year. The rationale for the delay in diagnosis is twofold. First, 
families were reluctant to seek medical attention; and second, providers have 
adjusted their practice patterns to avoid in-person encounters and physical examina-
tion. In response to this unexpected rise in complications, the authors counter that 
physicians should be diligent in their efforts to examine and evaluate pediatric 
patients, and slow to adapt telehealth, when there is a concern for appendicitis [27].

In Italy, where the effects from the coronavirus were devastating, Ciacchini and 
colleagues reported similar findings in a letter to the editor [28]. Specifically, they 
report four pediatric patients in which there was delay in presentation due to the 
fears surrounding Coronavirus. The authors concluded that the diagnostic delay was 
caused by the widespread tendency of parents to avoid hospitals and pediatricians. 
They concluded that modalities of virtual visits and telehealth should be employed 
with extreme care, as the physical examination remains crucial for a correct and 
timely evaluation. Furthermore, they highlight that due to the relatively benign 
course of Covid-19 in pediatric patients, the risk of delayed diagnosis and potential 
for missed opportunities for intervention may be greater than the risk of coronavirus 
infection [28].

The recommendation for biliary disease differed between adults and children. In 
adults the ACS recommends pain management and deferred surgery for symptom-
atic cholelithiasis and antibiotics for cholecystitis with any comorbidities, while in 
children it is acceptable to manage both with upfront surgery. Presumably this rec-
ommendation stems from prioritization of opioid minimization in children, but one 
must weigh the risk of exposure, and the need for extra resources, both in equipment 
and personnel.

In a recent publication from China, Tang and colleagues describe classifications 
and preventative strategies to be implemented for children undergoing surgical pro-
cedures in the era of Coronavirus. They describe both the preoperative intraopera-
tive and postoperative techniques recommended to decrease transmission as well as 
classifying surgeries as emergency or elective in an attempt to minimize utilization 
of scarce resources [29].

The collective response from children’s hospitals across North America has been 
catalogued; and most hospitals reported significant staffing changes to minimize 
exposure of healthcare workers as well as canceling elective operations. The risk of 
COVID-19 transmission has also influenced hospitals to consider reducing use of 
laparoscopy for operations, and in some cases, to restructure management of pedi-
atric appendicitis. Finally, 13% of surveyed children’s hospitals report that they 
were uniformly treating acute appendicitis nonoperatively, which is a change from 
their prior practice. It remains to be seen if this emphasis on the collective good and 
distributive justice, in opposition to maximizing the good for any given individual 
patient will prove to be beneficial [30].

In addition, to restructuring treatment patterns for pediatric surgical diseases, 
there has been much attention devoted to just resource allocation. The concern for 
resource scarcity in terms of PPE, ventilators and medications has been covered 
extensively in the news; (see Chap. 36) however, this concept is not foreign to medi-
cal professionals. Resource allocation plagues much of the decision making in 
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geographically isolated and financially constrained locations. During COVID-19, 
most hospitals developed a triage system that typically put extensive prioritization 
on age. In parts of Italy, all patients above 80 years old, regardless of health, were 
ineligible for mechanical ventilation. In many hospitals, comorbid conditions such 
as a history of an MI, active cancer (regardless of stage), cerebral vascular disease, 
poorly controlled diabetes and various neurodegenerative disorders precluded the 
use of a ventilator should resources become scarce and prioritization measures 
enacted. Many hospitals explicitly state that prioritization of ventilators was based 
on potential ‘life-years’ remaining, by which children are prioritized. The near uni-
versal decision to prioritize the otherwise young and healthy during COVID-19 
might seem magnanimous; however, it is arguably different than the goals of our 
current healthcare system. Presently, in the United States, tremendous resources are 
spent to preserve the lives of the aged. Elderly Americans are eligible for free and 
universal coverage, and a disproportionately large amount of spending is directed to 
the aged population. In contrast, a COVID-19 prioritization system that values pedi-
atric life over the aged, may not be consistent with our collective societal goals, and 
is worthy of conversation and examination.

In conclusion, COVID-19 has stressed our medical system unlike any crisis in 
recent memory. In response, physicians and medical ethicists have responded 
wholeheartedly to promote social health, patient safety, and preservation of life. 
However, the scarcity of reliable data, the restructuring of current medical practices, 
the emphasis on non-operative management of common surgical diseases, and pri-
oritization of scarce resources, has resulted in unintended consequences worthy of 
further analysis.

29.4  Conclusion

At the Institute for Advanced Study in Princeton University, a student of Albert 
Einstein’s noticed that the examination was the same as the year prior. When asked 
why Einstein was presenting the class with an identical exam, he replied that 
although questions were the same, the answers have changed [31]. This wonderful 
anecdote beautifully captures Einstein’s understanding of human nature, as well as 
the nature of science, knowledge and even medical ethics. This chapter has high-
lighted that physicians and ethicists have grappled with the same morally complex 
questions for years; however, the answers are continually changing based upon 
geography, social resources, the practitioner’s inherent biases, and even interna-
tional global pandemics. As responsible and ethical practitioners, it is our responsi-
bility to objectively assess each situation, as well be willing to undergo honest 
self-reflection, in an attempt to navigate the ever-changing landscape of what is 
ethical and appropriate care in pediatric patients.
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Abstract Over the past several decades, extracorporeal membrane oxygenation 
(ECMO) has been utilized for an increasingly diverse range of pediatric patholo-
gies. While this expansion has allowed pediatric patients to survive physiologic 
insults previously deemed lethal, it has also generated complex clinical scenarios 
and rich ethical discussions. As providers work to better understand the circum-
stances in which ECMO benefits pediatric patients, they must consider the limita-
tions of this invasive, physiologically demanding technology and the potential 
moral distress and emotional burden it’s use may create for patients, families, and 
healthcare providers. In this chapter, we first highlight benefits experienced by pedi-
atric patients when ECMO is used as a bridge to recovery, corrective surgery, trans-
plant, or decision making. We then discuss the ethical challenges inherent to the 
expansion of ECMO: withholding or withdrawing care, informed consent in emer-
gent settings, exposure of children to significant morbidity, and equitable distribu-
tion of this relatively scarce and resource intensive technology. We suggest that a 
balance must be found between the benefits and burdens of pediatric ECMO.
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30.1  Introduction

Extracorporeal membrane oxygenation (ECMO) is a life-sustaining technology that 
supports patients while they recover from, or undergo treatment for, a wide range of 
physiologic insults [1]. At its inception, slightly modified heart-lung bypass 
machines used in cardiac surgery were adapted for ECMO [2]. Over time, ECMO 
circuits have become increasingly refined, allowing their use in even the most deli-
cate pediatric patients [2]. Neonates with respiratory failure due to meconium aspi-
ration, infant respiratory distress syndrome, and persistent fetal circulation were 
some of the first patients to be supported with ECMO with a nearly 50% survival 

Table 30.1 Ethical dilemmas influencing this case

Conflict between beneficence and maleficence

PICU providers considered ECMO cannulation to be a beneficent act. Conversely, the surgery 
providers were concerned that ECMO was potentially inappropriate (futile) for this patient thus 
rendering it a maleficent act.
Autonomy

The immediacy of the patient’s clinical decompensation required an urgent decision be made 
regarding ECMO cannulation. In this relatively pressured setting, the informed consent process 
may have been rushed thus potentially impacting the patient’s family ability to make a truly 
informed decision regarding cannulation.
Justice

Malignancy, pulmonary barotrauma, and pulmonary hemorrhage have historically been deemed 
contraindications to ECMO. Consideration of ECMO for this patient thus expands is traditional 
use. Some may argue that utilization of this limited, costly, resource intensive intervention in 
this manner is an unjust distribution of healthcare resources.

Case Presentation
A 13-year-old boy, six months status post bone marrow transplant for relapsed 
AML currently in remission, presents to the hospital with pulmonary graft 
versus host disease and hemophagocytic lymphohistiocytosis complicated by 
adenovirus infection. The patient is intubated and undergoes aggressive treat-
ment with slow improvement. On hospital day 32, he acutely decompensates 
due to pulmonary hemorrhage and Gram-negative bacteremia. Despite maxi-
mum support, he remains hemodynamically unstable. The Pediatric Intensive 
Care team informs the patient’s family that ECMO offers the only chance of 
survival and consults Pediatric Surgery for ECMO cannulation. Due to pro-
longed ventilation with its increased risk of barotrauma, active pulmonary 
hemorrhage, and the patients’ co-morbidities, the surgery team considers 
ECMO inappropriate. The disagreement between the intensivists and the sur-
geons leaves the family confused about the best option for their child (see 
Table 30.1).

S. Lewis et al.
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rate [2]. Impressive neonatal outcomes prompted expansion of ECMO to increas-
ingly diverse populations of pediatric patients, and recently we have seen ECMO 
successfully used to support pediatric patients with pathology previously deemed 
lethal [1].

Named in relation to cannula position, there are two approaches to ECMO: 
venous-arterial (VA) and venous-venous (VV). VA ECMO removes blood from 
the body through venous access, cycles it through an oxygenator, and re-perfuses 
it into the patient through arterial access. This perpetuates the flow of oxygenated 
blood without reliance on the heart and is thus used when cardiac function is 
impaired. In VV ECMO, deoxygenated blood is removed from the body via one 
venous cannula, cycled through an oxygenator, and returned via a second venous 
cannula (or a second port in a dual lumen venous cannula). Given dependence on 
cardiac function for forward flow, VV ECMO is used in patients with preserved 
cardiac function. In short, ECMO oxygenates and ventilates patients without 
reliance on cardiopulmonary function, thus allowing patients the physiologic 
support necessary to recover from or undergo treatment for insults that would 
otherwise be fatal. In this sense, ECMO can be considered a bridge to recovery, 
transplant, or corrective surgery [3, 4]. It may also be considered a bridge to deci-
sion making in clinical settings that require time to gather more information 
about the patients’ clinical trajectory [3, 4]. When used appropriately, ECMO is 
associated with improved patient outcomes, however, use of ECMO in clinical 
settings in which it is less well indicated may result in increased morbidity, 
increased cost, and increased moral distress for families and providers without an 
associated increase in survival [4]. EMCO utilization in such settings exposes 
ethical challenges such as assuring adequate informed consent in emergent set-
tings and equitable distribution of this relatively scarce and resource intensive 
technology. In this chapter, we discuss the benefits and burdens of pediatric 
ECMO to highlight the importance of balancing beneficence and non- maleficence 
in pediatric ECMO.

30.2  Search Strategies

We searched databases including PubMed, Google Scholar, Medline, and 
OVID. MeSH search terms included: pediatric; neonatal; ECMO; extracorporeal 
life support; ethical life support organization (ELSO); ethical dilemma; ethics; 
Futile Care; Fantasy Care; potentially inappropriate intervention; ethical consent; 
informed consent; longshot; last-ditch; bridge to transplant, decision, recovery, and 
surgery. Exclusion criteria included abstracts and patient’s > 18 years old.

30 A Careful Balance of the Benefits and Burdens of Pediatric ECMO
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30.3  Discussion

30.3.1  Benefits of ECMO in Pediatrics

ECMO has been increasingly relied upon to support pediatric patients as they 
recover from, or undergo treatment for, physiologic insults previously deemed 
lethal [1]. In this capacity, ECMO may be considered a bridge to recovery, a bridge 
to transplant, a bridge to curative surgery, or a bridge to a decision [3, 4]. Review of 
the successful implementation of ECMO each of these arenas illustrates the benefits 
of ECMO in pediatrics.

30.3.2  ECMO as a Bridge to Recovery

Utilization of ECMO as a Bridge to Recovery is more prominent in pediatrics than 
in adult medicine [1]. In these settings, ECMO is utilized to support patients while 
they recover from a given insult. For example, for patients with acquired pulmonary 
and cardiac pathologies, such as pneumonia, pertussis, drowning, and fulminant 
myocarditis, ECMO is utilized as Bridge to Recovery. ECMO is also utilized as a 
bridge to recovery in some congenital pulmonary conditions such as congenital 
diaphragmatic hernia.

The role of ECMO as a Bridge to Recovery has perhaps been most impressive in 
neonates with meconium aspiration syndrome (MAS). Inclusion of ECMO in the 
care of these babies has improved overall survival rates from 57% to 93% [5]. While 
ECMO is typically considered an “optional” adjunct to standard care, the impres-
sive survival rate of neonates that receive ECMO support while they recover from 
MAS and the relatively low rate of morbidity for these babies, has prompted some 
to question whether it should be considered standard care as opposed to an “optional” 
or “heroic” adjunct [5]. Specifically, some wonder if parents should be able to refuse 
ECMO cannulation for neonates with MAS given the high survival rates and low 
morbidity [5]. While the risks of hemorrhage, infection, and long-term neurologic 
impairment do exist, some suggest that the drastic improvement in survival offsets 
these risks [5].

ECMO has also been found to provide meaningful physiologic support for the 
significant number of pediatric patients with acquired infections, such as pneumo-
nia, influenza, and myocarditis [1, 6–8]. Reported overall survival for pediatric 
patients who undergo ECMO cannulation for acquired pulmonary infections is esti-
mated between 52% [7] and 62% [9]. Although used more frequently to support 
patients with pulmonary infections, the use of ECMO to support pediatric patients 
with infectious myocarditis has resulted in survival rates between 52% [7] and 70% 
[1, 8, 10, 11]. Notably, during the 2015–2016 influenza outbreak, 14% of pediatric 
patients in the United States with influenza underwent ECMO cannulation with a 
survival rate of 100% [12]. Recently, successful use of ECMO to support patients 
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with pertussis has been observed noting a 28% survival rate in these children [13]. 
While these survival rates are less striking than those for neonates who undergo 
ECMO cannulation for MAS [5], improved survival in otherwise dismal settings 
highlights the benefit of ECMO for children with acquired infections.

ECMO has also been used as a Bridge to Recovery for neonates with congenital 
diaphragmatic hernias (CDH). Due to the defect in their diaphragm, these babies 
suffer from impaired lung development resulting in varying degrees of pulmonary 
hypoplasia and pulmonary hypertension [14]. For some, the pulmonary hypoplasia 
and pulmonary hypertension are so severe, that survival without ECMO is not pos-
sible [15]. ECMO allows time for treatment of the pulmonary hypertension and 
lung development such that these infants may survive [14]. Timing of surgical repair 
of the diaphragm following initiation of ECMO is controversial. Early repair (< 
72  hours after ECMO initiation), late repair (> 72  hours), and post-cannulation 
repair have all been suggested [16–18]. Initial review of early surgical repair (< 
25 hrs) suggested survival rates as high as 75% [19, 20], however the increased rate 
of complications from bleeding following early repair tempered enthusiasm about 
this apparent success [21]. Subsequent studies identified a high risk of bleeding and 
relatively low survival rates for infants repaired while on ECMO [21–23], shifting 
focus to whether post-cannulation repair might improve survival. A large database 
review in 2009 identified 77% survival in post-cannulation repair as compared to 
48% survival if repaired while on ECMO [17]. These results were contrasted by a 
2014 single center, retrospective study that identified 100% survival in infants 
repaired post-cannulation and 44% survival for repair while on ECMO [14]. The 
recent introduction of anti-fibrinolytic therapy and anticoagulation protocols has 
resulted in an overall decrease in bleeding complications which may minimize some 
of the risk of repair while on ECMO [24]. This is supported by a 2015 systematic 
review that identified that early repair on ECMO therapy may be associated with 
improved survival [24]. The marked variation in survival rates across the literature 
highlights the complexity of caring for neonates with CDH. This complexity creates 
challenges in assessing an individual babies’ prognosis thereby impacting prenatal 
and postnatal counseling for families and inciting various ethical challenges.

30.3.3  Bridge to Corrective Surgery

ECMO is also used as a bridge to a temporary device or corrective surgery in chil-
dren with cardiac disease. For some children with heart failure, temporary ECMO 
support allows improvements in cardiac function that make these children candi-
dates for ventricle assist device (VAD) placement. VAD can then be used as a bridge 
to transplantation. Interestingly, for some children with primary myocardial disease, 
continued cardiac improvement with VAD alone has resulted in cardiac recovery 
with no further need for mechanical support or surgical intervention [6]. This inter-
vention strategy can be used across a wide breadth of cardiac pathologies including 
congenital abnormalities with single or double ventricle abnormalities, primary 
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myocardial disease, and primary pulmonary hypertension. Estimated survival in 
this patient population is between 38–55% [25–31] when ECMO is used alone, but 
with ECMO weaning protocols and VAD use after cardiac function has improved, 
survival rates as high as 73% have been observed [6]. This increase in survival may 
offset the burdens that ECMO cannulation may place on family, health care work-
ers, and patients.

ECMO can also be a bridge to corrective surgery for pediatric patients with con-
genital cardiac anomalies. ECMO cannulation may occur prior to or after surgical 
repair. Although, many different structural abnormalities exist in congenital heart 
disease, patients are generally grouped into one of two common categorical classi-
fications; single versus double ventricle pathologies or by Risk Adjustment in 
Congenital Heart Surgery (RACHS)-1 categories [32], a scoring system that groups 
patients according to mortality risk. Categorization of patients is important, as it 
allows calculation of overall survival rates in this population. Overall survival in 
patients with any form of congenital heart defect requiring ECMO support ranges 
from 48% [33] to 62% [34, 35], with ECMO support prior to or following repair 
being 73% [35] and 41% [36]-49% [35], respectively. This suggests that those 
patients who are able to be weaned from ECMO prior to repair have improved sur-
vival rates. One specific structural abnormality that has been well investigated is 
hypoplastic left heart syndrome (HLHS), which requires staged operative repair 
[37, 38]. Patients with HLHS have overall survival rates of about 16% [10] follow-
ing stage 1 repair and 31% [37]–36% [38] following stage 2 repair. Duration of 
ECMO support is negatively associated with survival rates for these children, with 
mortality rates of 45% [33] at 2–6 days, 69% [33] at greater than 7 days, and overall 
survival rates of 23% with ECMO runs greater than 14 days [33]. Although clearly 
not a panacea, ECMO support for these children provides a temporary bridge to the 
possibility of surgical repair [33].

30.3.4  Bridge to Transplant

ECMO is used as a bridge to pediatric cardiac transplant, in situations when con-
genital abnormalities are too severe for repair, surgical repair is unsuccessful or in 
severe cases of myocarditis or cardiomyopathy [10, 11, 35, 38–41]. Patients with 
high risk [4–6] RACHS-1 category abnormalities, such as transposition of the great 
vessel, truncus arteriosus, Tetralogy of Fallot, Ebstein’s abnormality, tricuspid atre-
sia, and hypoplastic left heart, may benefit from ECMO in such settings [32–33]. In 
a retrospective review of the Organ Procurement and Transplantation Network, 11% 
of pediatric cardiac transplant patients required preoperative ECMO support [42]. 
Reported overall survival for children supported with ECMO prior to transplant is 
between 33% [41] and 64% [39–40, 42, 43], and survival after transplant increases 
to 96% [42]. Without ECMO, these children may not survive while awaiting organ 
allocation or while their newly transplanted heart recovers [6, 41].
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30.3.5  Bridge to Decision Making

For many patients, ECMO offers a Bridge to Decision. In this capacity, ECMO is 
typically initiated urgently to allow initial stabilization of the patient with time for 
providers to gather the information needed to determine if the insult suffered is 
survivable. Utilization of ECMO for this purpose prompts consideration of numer-
ous ethical issues. For example, delay of impending death by ECMO cannulation 
may reveal that the patient has suffered a non-survivable insult. Surrogate decision 
makers and health care providers are then tasked with the potentially distressing 
decision to withdraw care. This highlights the need to make careful decisions about 
the clinical settings in which utilization of ECMO as a bridge to decision is appro-
priate. Further research time-limited trials are necessary to delineate the subgroups 
of patients that will be well served by ECMO cannulation with this intent.

Initial efforts have been made to evaluate the use of ECMO cannulation during 
active CPR. In children, the survival rates in this setting are surprisingly high, rang-
ing from 38% [28] overall to 46% [27] to 77% [6] for children with certain cardiac 
conditions. Such findings suggest that it may be reasonable to cannulate during 
active CPR. The importance of using well-defined guidelines, when ECMO is used 
as a Bridge to Decision, must be emphasized to minimize undue harm to the patient 
and assure upfront, transparent discussions with families and medical team mem-
bers about the limitations of ECMO support in these settings [3].

30.3.6  Burdens of ECMO in Pediatrics

The benefits and versatility of ECMO support has prompted its expansion in pediat-
rics. However, far from a simple rescue intervention, ECMO is a resource intensive 
technology that is associated with, multiple risks and significant short and long- 
term complications. Its use may thus be associated with multiple ethical issues for 
patients, families, and health care providers. Here, we highlight ethical challenges 
with withdrawing care, futility, equitable distribution of resource intensive care, and 
challenges with assuring informed consent in urgent settings.

30.3.7  Challenges with Withdrawing 
and Withholding Treatment

As we expand the patient populations and pathologies for which we deem ECMO 
an appropriate intervention, we will undoubtably encounter settings in which 
patients do not improve despite a trial of ECMO. It is thus critically important to 
assure frank discussion of the clinical markers of progress as well as a defined time 
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period in which progress should be demonstrated to help families and health care 
team members understand what constitutes a reasonable trial of ECMO. In prior 
sections, we discussed using ECMO as a bridge to recovery, a bridge to corrective 
surgery, a bridge to transplant, or a bridge to decision. When it becomes evident that 
a patient will not survive to recovery, surgery, or transplant, one may presume that 
the physiologic insult suffered by the patient is not survivable. In this setting, some 
suggest that ECMO has become a “bridge to nowhere” and withdrawal of support is 
indicated [44].

The precise timeframe for how long an individual patient should remain with 
ECMO support is ill-defined, however recent work suggests that ECMO trials lon-
ger than 21 days are not associated with favorable outcomes for children [9]. Some 
suggest that there should be no arbitrary cutoff point for duration of ECMO support. 
Rather, they suggest that ECMO should be continued in the absence of devastating 
complications or other clinical issues that preclude subsequent transplantation, sur-
gery, or recovery [45]. This argument highlights the extreme importance of clear, 
early communication regarding the clinical changes or complications that would 
render decannulation appropriate. Organized, transparent, and repeated communi-
cation regarding the risks and benefits of ECMO as well as the signs of clinical 
improvement/compromise must be had with families and other health care provid-
ers [3]. Constant analysis of the achievement or failure to reach the clinical goals 
may prevent misunderstandings and distress surrounding discussion of withdrawal 
of support [46].

Although there are no ethically relevant differences between the decision to 
withdrawal or withholding a given intervention, these actions tend to feel very dif-
ferent to health care providers [47]. Overall, withdrawal of support is typically per-
ceived as more distressing, as it is considered an active decision [48]. Conversely, 
withholding support is typically considered a passive omission that allows the 
patient to deteriorate in a way that is not related to a specific action [48]. This pas-
sive omission tends to garner less moral distress to providers and parents. This chal-
lenge highlights the importance of careful patient selection and clearly defined 
goals prior to initiation of ECMO.

Consideration of futility is inherent to discussions regarding decisions to with-
hold or withdraw care. Medical futility can be broadly defined as any intervention 
that will not provide any substantial benefit to the patient [47]. Arguably, a defini-
tion such as this can lead to ambiguity in what constitutes substantial benefit, and 
such decisions may thus invoke value judgments. This ambiguity and need for 
value-based decision making may result in conflicts between patients, families, and 
providers. Given the challenges that arise in discussions of futility, The American 
Thoracic Society ad hoc Committee on Futile and Potentially Inappropriate 
Treatment has put forth a statement endorsing a change in terminology from “futile” 
to “potentially inappropriate care.” [49] The group asserts that “potentially inap-
propriate” is a less polarizing term that may facilitate discussion rather than opposi-
tion when determining whether proposed interventions will benefit a given patient. 
Recognizing that conflict over potentially inappropriate interventions may ensue, 
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the committee outlines a systematic approach to conflict resolution that includes 
obtaining expert consultation, written notification to surrogates upon initiation of 
the conflict-resolution process, development of a timeline for expected decision 
making, obtaining a second medical opinion regarding the appropriateness of the 
proposed intervention, and case review by an interdisciplinary institutional commit-
tee [49].

Should conflict arise, engagement of the hospital ethics committee, social work-
ers, and lawyers may help facilitate resolution. Some have argued that any program 
that involves invasive, resource-intensive interventions and end-of-life discussions 
as part of patient care should require routine ethics consultation [50–51]. Focus on 
the best interest of the patient as well as acceptance of the limitations of our ability 
to accurately prognosticate for a given patient may help focus these discussions 
[52]. Interestingly, Courtwright et al. performed a retrospective chart review of all 
ECMO ethics consultations in the cardiothoracic surgery intensive care unit at the 
Massachusetts General Hospital from 2013–2017. The authors describe that 39% of 
the 113 patients who underwent ECMO cannulation were seen by the ethics consul-
tation service. Disagreement about continued use of ECMO was the most frequent 
ethical issue described. Within this, disagreement among health care providers, dis-
agreement among surrogates, and disagreement between providers and surrogates 
were all expressed. This investigation demonstrates that the majority of disagree-
ments centered upon whether enough time had elapsed to consider a reasonable trial 
of ECMO [53]. When two health care providers do not agree, moral distress can 
result. Moral distress is defined as distress regarding external factors that prevent 
one from behaving in a way that he/she deems ethically appropriate [47]. Frequent 
team communication and transparent time limited trials can help to minimize this 
burden [3, 47].

30.3.8  Equitable Distribution of Costly, Resource 
Intensive Care

Some argue that discussion of the cost of care ought not be considered at the bedside 
of an individual patient but rather at the community or society level. However, dis-
cussions regarding the potential cost of ECMO do seem to ensue when discussing 
the appropriateness of cannulation of individual patients. Evidence-based protocols 
regarding appropriate cost-effective cannulation may help alleviate some of this 
bedside based decision-making, however limited data currently exists to drive pro-
tocol development. Outcome analysis, cost analysis, and quality of life studies 
across diverse patient populations are required for thoughtful development of these 
guidelines. Most currently available discussions focus upon the cost of the ECMO 
run itself including intensive care days, staffing costs, etc. [54] However, equally 
important to a complete discussion about the ethical appropriateness of ECMO is a 
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discussion of post-cannulation quality of life as well as the cost of continued care 
for the patient should he or she survive the insult that resulted in needing ECMO. One 
may question whether it is an appropriate use of resources to initiate ECMO if the 
patient’s expected survival will encompass debilitating chronic illnesses requiring 
significant reliance on artificial support or aggressive medical technology for long- 
term survival (stroke, amputation secondary to ischemia, etc.) Data evaluating such 
costs is emerging, and refinement of these investigations may aid in determining the 
relative societal value of ECMO for certain medical indications.

Much of the work in this area queries two specific questions: (1) Do patients have 
improved outcomes with ECMO as compared to conventional care? (2) How does 
ECMO impact the cost of care? Identification of distinct subgroups of pediatric 
patients that could cost-effectively benefit from inclusion of ECMO in their care 
would help establish appropriate patient selection for ECMO, identify reasonable 
treatment courses, and offer guidance on appropriate indications for withdrawal of 
ECMO support [55]. For example, in 2013, Lowry et al. performed a retrospective 
analysis of the Health Care Cost and Use Project Kids’ Inpatient Database to evalu-
ate the use of ECMO as an adjunct to cardiopulmonary resuscitation after cardiac 
arrest compared with conventional cardiopulmonary resuscitation among hospital-
ized infants and children in the United States. Neither multivariable analysis or 
propensity-matched analysis identified a significant difference in survival between 
groups, and the median length of stay and charges were considerably greater for 
ECMO-CPR survivors [54]. However, other groups have demonstrated that ECMO 
can be a cost-effective technology. For example, Petrou et al. conducted a random-
ized controlled trial of newborn infants with severe respiratory failure who under-
went ECMO cannulation at centers throughout the United Kingdom. They concluded 
ECMO was cost-effective at four years after looking at cost per additional life-year 
and per disability-free life-year gained [56]. Other studies have demonstrated 
shorter hospitalization and lower morbidity rates without increased hospital costs 
after looking at outcomes in infants older than 24 weeks estimated gestational age 
(age 24–72 hours), that underwent ECMO cannulation early in the course of severe 
respiratory failure [57].

Further work must be dedicated to increasing our understanding of the long-term 
costs associated with pediatric ECMO. In initial efforts to examine post-discharge 
costs for pediatric patients who undergo ECMO, Fernando et  al. reviewed 
population- level data regarding the short and long-term outcomes and costs among 
critically ill pediatric patients receiving ECMO in Ontario, Canada [58]. Specifically, 
they evaluated the total direct healthcare costs in the year following hospital dis-
charge for these patients. The group found that while pediatric patients who receive 
ECMO support garner significant hospital-related costs, the majority of costs were 
incurred during the inpatient hospitalization, with few costs incurred following dis-
charge [58]. Further efforts to identify the care needed and costs incurred following 
ECMO will help frame the discussion around its appropriate integration into pedi-
atric medicine.
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30.3.9  Risk of Morbidity Associated with ECMO Support

In addition to being a costly, resource intensive intervention, ECMO is an invasive 
intervention that is associated with significant morbidity [9, 57, 58]. Cannulas must 
be surgically placed into critical arteries and veins, and the circuit involves a series 
of devices and tubing prone to clotting and typically dependent on full anticoagula-
tion of the patient to maintain patency. Common complications thus include bleed-
ing from the cannula site, surgical site, or brain, embolism, infection at the cannula 
insertion site, membrane lung failure, tubbing rupture, and pump malfunction [9, 
57–58]. Mechanical and catheter-related complications are commonly associated 
with cannula placement and are strongly associated with the cannulation approach 
utilized. Higher rates of cannula site bleeding, hemorrhage, hemolysis, mechanical 
cannula problems, and renal complications have been observed in dual-lumen VV 
ECMO compared to the more traditional multisite VV ECMO [59]. Additionally, 
imprecise placement (required to ensure the direction of the infusion jet) and insta-
bility of catheter after the placement are associated with mechanical complications 
such as cardiac injuries or perforation [59].

Discussion of these risks highlights the challenges with consideration of ECMO 
for certain pediatric patients. As providers strive to balance beneficence and non- 
maleficence in their decisions regarding utilization of ECMO for a given patient, 
they must consider whether the patient is particularly vulnerable to any of the previ-
ously described risks. For example, should children with intraventricular hemor-
rhages (IVH) undergo ECMO? Due to the need for anticoagulation, this has been a 
relative contraindication, however guidelines are becoming more inclusive and chil-
dren with Type 1 and 2 IVH may be considered for ECMO at some centers [60]. 
Additionally, the caliber of the blood vessels in pediatric patients may be too small 
to generate adequate ECMO flows [60]. Additionally, younger children have imma-
ture coagulation systems (lower concentrations of antithrombin) and fragile germi-
nal matrices which increases their risk for developing intracranial hemorrhage [61]. 
Such risks must be transparently discussed during the informed consent process 
with patients’ surrogate decision makers, and providers must recognize that for 
some patients, the risks may outweigh the benefits of a trial of ECMO.

30.3.10  Challenges with Informed Consent

The triangular relationship between patient, provider, and parent can render the 
informed consent process more challenging in pediatrics than it is in adult medicine. 
While debate exists about when it is appropriate to seek assent of children in the 
informed consent process [62], parents are generally tasked with making decisions 
for their children. Parents are expected to make decisions that are in the “best inter-
est” of their children. Engaging parents in the informed consent process requires 
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transparent and accurate communication of information to assure they understand 
the proposed treatment course, associated risks, and expected outcomes. Frank, 
honest discussion can help parents determine if ECMO is in their child’s best inter-
est [47].

Discussions surrounding ECMO, and the often-emergent setting in which such 
discussions occur, may make it difficult for parents to make truly informed deci-
sions regarding ECMO. Although shared decision making is typically considered 
the preferred approach to clinical counseling [47], a qualitative study in pediatric 
traumatic brain injury patients, found unanimously that parents felt that in life- 
threatening scenarios, decision for intervention should be made by the providers 
[63]. Such provider-led decision making may offset the potential decisional conflict 
and regret parents may face with when engaging in shared decision making, how-
ever this responsibility may place a significant burden on health care providers. 
Weiss et al. suggest regularly scheduled team discussions involving all care provid-
ers about risk, benefits, and prognosis of the patient may help prevent a single indi-
vidual from carrying the guilt associated with an unsuccessful outcome [47].

30.4  Case Resolution

The PICU team and family were both adamant about continuing with ECMO can-
nulation. The surgeons felt pressure to cannulate and eventually did cannulate the 
patient for VA ECMO. The patient suffered numerous complications—bleeding, leg 
ischemia, etc.—with limited physiologic improvement. After about 3 weeks, ECMO 
support was withdrawn, and the patient died.

This case highlights several of the ethical challenges that occur as we expand the 
pediatric pathologies for which we consider ECMO treatment appropriate. Previous 
studies have questioned the appropriateness of ECMO in pediatric oncology 
patients, due to poor survival rates [64]. Recent analysis of specific subsets of 
oncology patients have shown that ECMO support can benefit these patients, and 
ECMO is actually recommend for certain pediatric oncology patients in ARDS that 
is not responsive to medical treatment [65, 66]. This case also highlights the diffi-
culty of offering accurate prognosis as well as the difficulties that arise when mem-
bers of the healthcare team disagree about what constitutes potentially inappropriate 
care. Further, this case illustrates how providers may encounter moral distress, in 
that the PICU providers believed this patient required ECMO but were physically 
unable to provide it, and the surgeons believed ECMO would cause more harm to 
the patient with no increase in survival but felt pressured by the intensivists and 
family to provide it. The difficulty of the informed consent process is also notable 
in this case in that the immediacy of the patients decline and the urgency with 
which the patient needed ECMO likely prompted a rushed informed consent 
process.
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30.5  Conclusion

Expansion of the indications for ECMO support has allowed pediatric patients to 
survive physiologic insults previously deemed lethal. We have highlighted the 
improved survival for patients when ECMO is used as a Bridge to Recovery, 
Corrective Surgery, Transplant, or Decision Making. However, ECMO use in pedi-
atrics is fraught with multiple ethical challenges—withholding or withdrawing care, 
potentially inappropriate treatment, equitable distribution of a resource intensive 
intervention, relatively high risks of morbidity, and challenges with informed con-
sent. We suggest that preemptive, transparent discussions regarding ECMO cannu-
lation that include discussion of time limited trials and expectations for success as 
well as indications for decannulation be had by all providers. Engagement of hospi-
tal ethics committees is also advised as an adjunct resource to assure collegial inter-
actions among patients, families, and providers. Such efforts are imperative to 
minimize the emotional burden and moral distress that can result when disagree-
ment occurs. These efforts can help balance the benefits and burdens of pediat-
ric ECMO.
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Chapter 31
Ethics of Pediatric Bariatric Surgery
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Abstract Childhood obesity affects approximately 4.5  million children in the 
United States, increasing an individual’s morbidity and mortality. Several ethical 
dilemmas arise when considering metabolic and bariatric surgery (MBS) as a treat-
ment option for pediatric patients. The benefit-risk ratio must be determined for 
each individual patient. Though more research is needed to determine long-term 
consequences of MBS, obesity without surgical intervention poses a significant 
risk. A multi-disciplinary approach is needed to determine a patient’s candidacy. 
Assent and consent from a patient and their surrogate decision maker is necessary. 
In situations where assent is not possible, such as in syndromic obesity, careful 
consideration is necessary. Psychosocial problems, finances, or insurance status 
should not be barriers to surgery. MBS centers have a moral imperative for a just 
allocation of resources.
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31.1  Introduction

Childhood obesity rates have reached epidemic proportions and continue to increase, 
with approximately 4.5 million children meeting criteria for obesity (BMI > 95th 
percentile for age and sex) or severe obesity (BMI > 120% of 95th percentile or 
BMI > 35 kg/m2) in the United States [1]. Childhood obesity is associated with 
increased cardiovascular mortality of 3 to 5 times at age 50 compared to those chil-
dren without obesity, increased risk of type 2 diabetes and its sequelae, obstructive 
sleep apnea, nonalcoholic fatty liver disease, and gastroesophageal reflux, amongst 
other co-morbidities [2]. Unfortunately, lifestyle interventions such has diet and 
exercise have had trouble with short term efficacy and demonstrated minimal long- 
term benefit [3]. Metabolic and bariatric surgery (MBS) has been shown to be the 
only efficacious long-term treatment for obesity in adults, not only reducing weight 
but improving co-morbidities [2]. As MBS becomes a more popular choice for 
treating pediatric patients, several ethical aspects must be considered. We will 
attempt to frame the dilemmas presented using the framework presented by Jonsen 
et al.: medical indications, patient preferences, quality of life, and contextual fea-
tures (Table 31.1) [4].

31.2  Search Strategy

To search the literature, three topics were searched and reviewed. Databases used 
for all searches were PubMed and Embase. The search was limited to articles from 
2008 and newer. The first topic was the ethics of treating childhood obesity. Terms 
used were “pediatric, child, or adolescent”, “obesity”, and “ethics.” Results were 
narrowed down by searching for “treatment” or “intervention.” The second topic 

Case Presentation
Ms. JY is a 15-year-old female who presents to clinic for evaluation of bariat-
ric surgery. The patient has a BMI of 52 and multiple co-morbidities, includ-
ing type 2 diabetes, on metformin and insulin, obstructive sleep apnea, and 
severe depression, managed with sertraline. She has tried multiple structured 
weight loss programs, including two inpatient stays, without improvement in 
her weight or co-morbidities. She notes severe anxiety as she has been bullied 
for years due to her weight. Her mother has undergone Roux-en-Y gastric 
bypass for morbid obesity and her father has undergone sleeve gastrectomy. 
Both had uncomplicated courses and have been happy with their results. They 
both encourage their daughter to proceed with bariatric surgery, though they 
are worried about the financial burden. The patient is hesitant to proceed 
because of the necessary lifestyle changes.
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was pediatric bariatric surgery outcomes. Terms used were “pediatric, child or ado-
lescent”, “bariatric”, “surgery”, and “outcomes.” Articles were narrowed by elevat-
ing those relating to complications, long term clinical trials, and fertility/pregnancy. 
The third topic was ethics regarding management of if disorders or sex develop-
ment. Keywords were “ethics”, “disorders of sex development” or “gender- 
affirming”, “treatment” or “intervention.”

31.3  Discussion

31.3.1  Medical Indications

Ethical practitioners must balance the principles of beneficence and non- maleficence 
to determine the benefit-risk ratio for the patient (Table 31.2). Practitioners must 
define the ultimate goals of treating obesity and what interventions lead to those 
goals, the probability of their successes, and the risks associated with such interven-
tions. The medical problem of childhood obesity is well-defined, and it is well 
understood that childhood obesity increases an individual’s morbidity and mortality 
[5]. There are many specific goals of treatment, but all must improve quality of life 
and reduce the risk of death and complications. However, an individual’s goals take 
utmost precedence, and all treatments must be tailored to their specific goals. As 
bariatric surgery has emerged as a treatment for childhood obesity, several dilem-
mas have arisen when considering the benefit-risk ratio. Do we have enough data to 
ensure minimization of risks and long-term complications for MBS, especially 

Table 31.1 Ethical framework regarding adolescent bariatric surgery

Ethical 
components Questions to ask

Medical 
indications

1. What is this patient’s benefit-risk ratio?
2. What is the likely outcome with surgery? Without surgery?
3.  How can ethics research be conducted to improve our knowledge base of 

medical indications?
Patient 
preferences

1. What does the parent/guardian want? What does the child want?
2. Are there any barriers to assent?
3.  Are all aspects of informed consent met by the patient, physician and 

surrogate decision maker?
4. Do any special circumstances exist?

Quality of life 1. What does the patient value regarding their lifestyle?
2.  Are there any psychosocial barriers that must be optimized prior to surgery?
3. Do any biases need to be addressed regarding obesity?

Contextual 
features

1.  Is there any provider or health care system issues that might influence 
treatment decision?

2.  How can we optimize justice for regarding MBS for all obese adolescent 
patients?

Adapted from Jonsen et al. [4]
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given the longevity of most pediatric patients? Given the lack of long-term efficacy 
of lifestyle changes and the possible mal effects of subjecting a pediatric patient to 
a therapy unlikely to succeed, is it ethical to offer stand-alone lifestyle changes as a 
sustainable and efficacious therapy for severe obesity [6]?

31.3.2  Treating Childhood and Adolescent Obesity

Structured weight loss programs are the current “gold standard” of treatment for 
obesity [7]. They consist of diet changes, increased activity, behavioral modifica-
tion, and parental involvement [7]. Parental involvement has been shown to be cru-
cial in addressing environmental factors when dealing with weight loss in pediatric 
patients. While they are the current mainstay of treatment, they have been shown to 
have limited sustained improvement in BMI and comorbidities in severely obese 
populations and older adolescents [6, 8]. The main argument for their use is that 
they are safe, non-invasive, with limited risk to the patient. The implementation of 
structured weight loss is varied and there is no consensus on “best” practices [9]. 
Benefits are minimal with an expected ~1–3 kg/m2 reduction in BMI and with high 
rates of non-completion [9]. In a large meta-analysis of all structured weight loss 
programs, the effectiveness of these interventions was found to be small, with only 
a 0.25 BMI point reduction [10]. Additionally, these interventions are less likely to 
be effective in children with severe obesity and in older children [6]. This “gold 
standard” therapy is considered such because of its minimal direct negative conse-
quences rather than its efficacy.

The American Society for Metabolic and Bariatric Surgery (ASMBS) has recom-
mended that prior weight loss attempts should no longer be a barrier to the surgery 
[2]. Further, the minimal direct negative consequences are short sighted, as multiple 
studies have demonstrated the long-term sequelae of pediatric obesity. With the 
view that this is an “otherwise healthy population,” the practitioner may choose less 
invasive interventions, which may be to the ultimate detriment of the patient.

Table 31.2 Principles of ethics in pediatric bariatric surgery

Autonomy • Both patient assent and parental/surrogate decision-maker consent is required
• Surrogate decisions must act in the best interest of the patient
•  Patient preference must take precedence, and a multi-disciplinary approach is 

necessary for evaluating a patient’s readiness
• Goals of treatment should be tailored to a patient’s goals

Beneficence • MBS improves outcomes related to co-morbidities and quality of life
•  MBS centers must evaluate a patient’s preferences and values, medical 

indications, and likelihood of obtaining desirable medical outcomes
Non- 
maleficence

• Obesity, without intervention, could impose harm to an individual
• More research is needed to further elicit the long-term consequences of MBS

Justice •  MBS centers have a moral imperative to offer bariatric service to all 
individuals

• Distributive justice must be applied to all aspects of MBS care
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31.3.3  Risks and Long-Term Complications of Metabolic 
Bariatric Surgery

MBS in pediatric patients has been shown to significantly improve cardiovascular 
disease (CVD) risk factors, insulin resistance, nonalcoholic fatty liver disease, and 
quality of life [2]. In studies with long term follow up, patients had a ~27% reduc-
tion of weight at 3 years [11]. There is a scarcity of studies analyzing the longer- 
term outcomes in pediatric patients. There are only 10 studies with follow up longer 
than five years, and only one at ~13 years [12]. However, there is promising data 
that adolescents, compared to adults, have similar weight loss with greater improve-
ment of comorbidities [13]. Long term studies in adolescent patients, however, are 
still pending.

Consideration of the risks of MBS in pediatric patients is important, especially 
when comparing to lifestyle changes, where physiologic risk is minimal. A multi- 
center prospective study in this patient population shows that 8% of all pediatric 
MBS patients experience major perioperative complications, ~15% have minor 
complications, and ~5% suffer major morbidity in 3 years [14]. The major periop-
erative complications are reoperation (primarily for bleeding), anastomotic leak, 
and obstruction. Minor complications include readmission for dehydration, abdom-
inal pain, and UTIs [14]. In the long term, 50% of adolescent bariatric patients 
experience anemia secondary to low levels of micronutrients (iron, folate, B6, or 
B12) and vitamin D deficiency [2, 15]. Following surgery, patients must be diligent 
with their medications, which includes vitamin and mineral supplementation, urso-
diol, and acid reducing medications, and protein and fluid intake. Poor compliance 
to medical therapy in the pediatric population consistently leads to anemia.

Additional considerations must be given to the risk of fertility and pregnancy 
following MBS. Obesity increases infertility and pregnancy-related morbidity and 
mortality [2]. Following MBS and weight loss, fertility increase and health out-
comes of both mother and child improve [16]. However, pregnancy during the rapid 
weight loss period following surgery (up to two years post-operatively) in adult 
patients has been shown to have increased complications including small for gesta-
tional age and nutritional deficiency [2, 16]. Most adolescent patients undergo sex-
ual debut during their post-operative period and are thus at increased risk of 
pregnancy in the aforementioned period [17]. MBS centers must be able to provide 
ongoing education and counseling regarding these risks and benefits and post- 
operative contraception.

When evaluating the benefit-risk ratio for a patient, providers and caregivers 
might be reluctant to offer a drastic, permanent change to an otherwise healthy 
child. When the benefits are immediate, it is easier to conceptualize the benefit-risk 
ratio. For example, if a young child is doubled over in pain secondary to appendici-
tis, a parent will more readily agree to surgery for their unwell child. However, a 
patient with the disease of obesity may have risks and complications of their disease 
that are initially less debilitating but are nevertheless considerably harmful.

31 Ethics of Pediatric Bariatric Surgery
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31.3.4  MBS Candidate Requirements

The ASMBS offers a comprehensive review of patient eligibility for MBS [2]. One 
of the requirements is that the potential patients and their support system undergo 
comprehensive psychologic evaluation. This evaluation is intensive and required 
regardless of pre-existing mental health issues. During this evaluation, a behavioral 
specialist evaluates the patient’s ability to cope with surgery and adapt to the perma-
nent lifestyle changes necessary for success. Not everyone who desires MBS and 
meets the medical indications for surgery will become a candidate following this 
evaluation. The impact of a patient’s psychosocial support and its ethical implica-
tions are discussed in the next section.

The ideal age of surgery has also been debated. The terms “pediatric” and “ado-
lescent” are both used when referring to metabolic and bariatric surgery programs 
related to children. The recent American Association of Pediatrics (AAP) statement 
defines “pediatric” as any person less than 18 years old and “adolescent” as any 
person from age 13 to 18 [18, 19]. The ASMBS has no age guidelines [2]. The mini-
mum age for bariatric surgery is a matter of debate but, according to the AAP policy 
statement, there is no evidence to support age-based eligibility requirements [18, 
19]. Further, evidence in the field shows that metabolic and bariatric surgery does 
not lead to any stunting of growth [15, 20]. Additional studies have shown contin-
ued growth after metabolic and bariatric surgery on patients younger than 14 years 
old, though long term studies are required [21]. Removing the age requirement 
increases the number of patients eligible for surgery but raises ethical concerns 
about the ability of a pediatric patient to express their desire for surgery. These are 
discussed in the next section.

31.3.5  Patient Preferences

In the case of pediatric bariatric surgery, one must consider the preferences of the 
patient and of the parent(s)/guardian(s). This is especially true given the behavioral 
consequences of these surgeries, such as altered eating habits and the need for life- 
long vitamin and mineral supplementation. The majority of pediatric bariatric sur-
gery patients are adolescents, who should provide assent to surgery to maximize 
outcomes.

31.3.6  Consent and Assent

Consent is the legal contract that a patient agrees to undergo a medical intervention 
following an in-depth discussion with the physician regarding details of the treat-
ment options, benefits, risks, and alternatives. Practically it is the agreement that a 
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physician and a patient enter, respecting a patient’s autonomy to choose or express 
their preferences [4]. As pediatric patients are legally (in most cases) unable to pro-
vide consent, the AAP recommends obtaining assent from patients prior to interven-
tions [22]. Assent is an expression of agreement to proceed, rather than a contractual 
consent [22]. Regarding MBS and pediatric patients, dilemmas arise when parents 
and patients are not in agreement regarding preferences. This may be magnified by 
the “elective” nature of MBS procedures. Further, lifestyle habits change dramati-
cally after MBS and the changes are life-long. Though pediatric patients can only 
assent to the procedure, their preferences should be an essential component of the 
decision-making process as their motivation often determines success of the 
operation.

According to ASMBS, when a pediatric patient is capable of assenting, proceed-
ing with surgery requires both positive patient assent and parental consent [2]. 
Assent requires decision-making capacity and understanding of risks and benefits of 
the procedure and long-term sequela. Similar frameworks for consent and assent 
occur in surgery for gender confirmation surgery and Disorders of Sexual 
Development (DSD).

Transgender and gender nonconforming adolescents often desire gender affirm-
ing care, which can include irreversible surgical care. Multiple organizations, 
including the World Professional Association for Transgender Health (WPATH), 
have recommended that irreversible procedures be delayed until the patient can 
legally consent at the age of 18 [23]. However, harm can result in delaying these 
operations. Guidelines suggest that gender dysphoria itself does not preclude a 
patient’s decision-making capacity. Rather, an understanding of the risks, benefits, 
and long-term complications matter more than a patient’s age alone [24]. Further, 
minors can legally consent to other treatments in certain conditions including treat-
ment for drug abuse, contraception, and abortion.

Disorders of Sexual Development comprise a spectrum of disorders where exter-
nal and internal genital are ambiguous or atypical. Surgery can be considered to 
optimize urogenital function, reduce cancer risk, and alter the appearance of exter-
nal genitalia. These surgeries were formerly considered in an infant’s development. 
However, as studies have illustrated harm resulting from parental decisions during 
infancy leading to external genitalia that may not match the patient’s gender iden-
tity, new ethical guidelines were proposed. While these issues have not been defini-
tively solved, six guiding principles have been proposed: (1) minimizing physical 
risk to child, (2) minimizing psycho-social risk to child, (3) preserving potential for 
fertility, (4) preserving or promoting capacity to have satisfying sexual relations, (5) 
leaving options open for the future, and (6) respecting the parents’ wishes and 
beliefs [25].

Despite the obvious differences between DSD operations and MBS, a number of 
these basic principles overlap. The upmost importance is reducing risk, both current 
and future, to a child. Minimizing psycho-social risk continues to be a concern. The 
decision to intervene early via surgery can have positive and negative consequences 
and must be properly weighed against non-intervention.
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31.3.7  Cognitive Disabilities

Pediatric obesity is higher in certain subpopulations, including youth with cognitive 
impairment or developmental disabilities [24]. Additionally, ~25 obesity syndromes 
exist in conjunction with cognitive impairment/developmental delay (CI/DD), most 
notably Prader-Willi Syndrome [26]. Children with CI/DD are 2–3  times more 
likely to suffer from obesity with less treatment options [27]. There is limited data 
that MBS does offer a hope of reducing their overall mortality and morbidity [27]. 
With a wide spectrum of cognitive abilities, undergoing psychologic testing during 
the pre-operative evaluation is challenging. It is likely that these patients will be 
unable to assent to the procedure. It is imperative that a multidisciplinary team, 
including psychologist, child life specialist, and social worker have an in-depth 
knowledge of the patient’s cognitive abilities, their guardians’ understanding of the 
procedure, and the patient’s psychosocial support system [27]. There is concern that 
these patients will have limited ability to follow post-operative diet modifications 
predisposing them to greater complications. There is an imperative to continue to 
study the long-term effects of MBS on these patients.

The optimal age for MBS in the population of patients with CI/DD is as yet 
undetermined. As adolescents, these patients typically have a higher level of support 
system, compared to adult patients with CI/DD. These improved resources, in the-
ory, could lead to improved outcomes.

31.3.8  Quality of Life and Psychosocial Barriers

The goal of MBS is to improve a patient’s quality of life. Multiple studies have 
noted that physicians are notoriously poor at judging a patient’s quality of life [28]. 
With pediatric patients, a common legal practice evoked is the best interest stan-
dard: clinicians and surrogate decision makers must act in the best interest of the 
child, maximizing benefits and minimizing harms [22]. Competent adults have the 
ability to express preferences about the future, while drawing on previous experi-
ences to judge future values. Children have a diminished history of preferences and 
a long future in which to live with the results of these decisions. It is therefore 
imperative that an MBS committee understand the patient’s current preferences, 
while accounting for the family’s values and preferences.

31.3.9  Cultural Norms

Eating has a strong cultural significance. MBS threatens to alter a support system 
that is based on those cultural norms. Beyond food, obesity is related with high 
amount of bias and prejudice in society as well as in the medical field [29]. Patients 
with obesity can be perceived as lazy, having weak will power, and having poor 
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adherence to treatments. Obesity can be seen as an individual’s failure and lack of 
personal control with surgery offering a “short cut” that those with better self- 
control would not necessitate [30]. Although MBS offers an improvement in mea-
surable outcomes, such as reduced cardiovascular incidence and improved glucose 
control, it can also be seen perpetuating the societal ideals of beauty rather than true 
health [30]. Ethical physicians must critically evaluate the end points of treatment 
and their biases. This is best done by evaluating a patient’s preferences and values, 
medical indications, and likelihood of obtaining desirable medical outcomes.

31.3.10  Social Support Structure

Strong support has positive influence on an adult patient’s success following bariat-
ric surgery [31]. Pediatric treatment requires more intimately involved caregivers: 
encouragement for proper eating, purchasing of appropriate food choices and vita-
min supplementation, post-operative visits and appointments. Ultimately, bariatric 
surgery can be a burden on the patient and the family as their lifestyle is perma-
nently changed. This change is often more expensive and cumbersome, as the pedi-
atric patient is dependent on others for success. This dependence, in addition, 
provides multiple avenues for potential failure and potential harm. The ASMBS 
recognizes the importance of social support, but also the increased higher likelihood 
of dysfunction if denied MBS. Thus, the lack of family support is no longer a barrier 
to surgery. The ethical question is, is it fair to jeopardize a patient’s future wellbe-
ing, due to their current socioeconomic circumstance?

The best interest principal mandates that clinicians proceed in a manner that 
maximizes benefits and minimizes harm, while keeping the entirety of a patient’s 
interest in mind. In adult patients, lower socioeconomic status can be associated 
with a lesser weight loss [32]. Adult patients who are married also have better rates 
of success compared to single patients [33]. With studies like these and more, one 
could extrapolate that having a strong social and economic support system is imper-
ative for success. However, MBS in an adolescent has the potential to significantly 
change the patient’s trajectory from one of co-morbidities that alter quality of life 
early in adulthood to one of better health. The potential wellbeing of a child and 
future adult is in the best interest of the patient. As noted in the October 2019 AAP 
statement, despite socioeconomic status, race, or other factors, all pediatric patients 
should have access to MBS [18].

31.3.11  Contextual Features: Justice of Allocation 
of Resources

The decision to proceed with bariatric surgery for a patient exists in the context of a 
larger health care system with limited resources and a growing epidemic of obesity 
across the world. The principle of justice requires that each participant in a system 
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receives an equal distribution of the benefits and burdens [4]. Regarding obesity, 
there exists an unequitable share of the burdens. There are significant health dispari-
ties, with higher rates of obesity in African American, Native American, and 
Hispanic adolescents. Disproportionately, these populations undergo a lower rate of 
MBS in their adults [2]. Pediatric obesity disproportionally affects the socially dis-
advantaged as well [34]. Pediatric obesity is more likely to represent a failure of the 
social structure, rather than the failure of an individual.

MBS surgery centers have a moral imperative to offer bariatric services to all 
individuals, regardless of their financial resources [18]. Pediatric hospitals and MBS 
centers must value distributive justice and work tiresomely to ensure distributive 
justice to all patients [5]. This extends to every aspect of the MBS program: preop-
erative weight loss programs, post-operative care and access to post-operative nutri-
tion and medicines.

31.4  Conclusion

There are several ethical issues in pediatric bariatric surgery to consider. The 
patient’s benefit-risk ratio must be optimized. Ultimately more research is needed to 
further elicit the long-term consequences of MBS on adolescent patients. As it now 
stands, delaying bariatric surgery could provide more harm to a child compared to 
the risk of an operation. Patient preferences are of utmost concern and a multi- 
disciplinary approach is needed. Assent must be obtained from an adolescent, and 
surrogate decision maker must act in the best interest of the patient. Populations, 
such as syndromic obesity, exist that warrant careful consideration regarding sur-
gery. Patients, family members, and healthcare providers need to recognize their 
own biases towards obesity and preferences of quality of life. Difficult psychosocial 
situations must be optimized prior to surgery but are not barriers that should prevent 
surgery. Lastly, MBS centers have a moral imperative to provide just allocation of 
resources to patients, regardless of financial or insurance status.

Case Conclusion
Ms. JY undergoes evaluation by a multi-disciplinary team. After thorough 
discussions with the surgeon, dietician, physiologist, and previous patients, 
JY feels like she understands what her life will entail should she proceed with 
surgery. She understands the risks of surgery and well as the risks of her cur-
rent obesity should she not undergo surgery. The committee decides that she 
meets criteria for MBS and surgery is offered. She ultimately gives her assent. 
In preparation for surgery, her parents meet with a financial counselor and 
discuss options. The hospital has offered her parents help with both the costs 
of surgery and with prescriptions following.
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31.5  Selected References

• Pratt JSA, Browne A, Browne NT, et al. ASMBS pediatric metabolic and bariat-
ric surgery guidelines, 2018. Surg Obes Relat Dis. 2018;14(7):882–901. https://
doi.org/10.1016/j.soard.2018.03.019.

 – The ASMBS peformed a comprehensive literature search regarding pediatric 
bariatric surgery and updated their evidence-based guidelines in 2018. This 
reviews obesity related co-morbidities, including risks and outcomes follow-
ing MBS, decision making and patient selection, and treatment options. It 
serves as the current standard of care regarding MBS in pediatric patients.

• Caniano DA. Ethical issues in pediatric bariatric surgery. Semin Pediatr Surg. 
2009;18(3):186–92. https://doi.org/10.1053/j.sempedsurg.2009.04.009.

 – A concise review of current ethical issues in pediatric bariatric surgery. 
Addressed are the necessity of a favorable benefit/risk profile, extensive pre-
operative counseling to obtain informed consent and justice regarding alloca-
tion of resources. Importantly, the author addresses the need to conduct 
clinical research given that pediatric bariatric surgery is an innovative treat-
ment. Although written prior to much of the literature surrounding pediatric 
MBS and its outcomes, it serves as the ethical framework upon which to 
develop the arguments presented in this chapter.
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Abstract The diagnosis of death by neurologic criteria, sometimes referred to as 
“brain death,” in pediatric patients is made when there is the absence of neurologic 
function with a known irreversible cause of coma. The process of declaring death by 
neurologic criteria in pediatric patients is complex and requires a multidisciplinary 
approach between members of the clinical team and family members. Navigating 
numerous factors that contribute to the diagnosis of death by neurologic criteria, 
including the parent’s role in decision making, diverse cultural and ethnic family 
practices, variability in the diagnosis between societies and institutions, and unique 
ethical challenges ensures the medical team can effectively provide the guidance 
and support needed during this difficult process. More training is required for pedi-
atric facilities and providers to effectively provide the care necessary during diffi-
cult end-of-life decisions.
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32.1  Introduction

Determination of death by neurologic criteria in pediatric patients is not an infre-
quent process in neonatal and pediatric intensive care units (ICU). Also known as 
brain death, death by neurologic criteria is declared after physical examination and 
neurologic testing determine there is an absence of neurologic function in the set-
ting of a known irreversible cause of coma. Though difficult, it is important for 
health care providers to understand and guide the patient’s family and care team 
through the process of death by neurologic criteria determination. This process is 
inherently complex, which is reflected by the fact there are no universally accepted 
guidelines for making this determination.

The improvement in resuscitation and transplant technology has facilitated the 
expansion of historical “cardiorespiratory criteria” of death to also include neuro-
logic criteria. Knowing the definitions and prerequisite conditions that pediatric 
patients must meet prior to determination of death by neurologic criteria is impor-
tant for pediatric surgeons for several reasons. First, the declaration of death by 
neurologic criteria is common in intensive care units, as a study of five U.S. teach-
ing hospitals found 16% of all deaths in the PICU were attributed to death by neu-
rologic criteria [1]. Second, the fair allocation of extensive resources required to 
maintain cardiorespiratory function in the setting of severe neurological injury 
should be considered and appropriately administered to patients with potential for 

Case
An eight-year-old female presented to the hospital after being hit by a car. On 
arrival, her Glasgow Coma Scale (GCS) score was 3 and mechanical ventila-
tion was instituted. She was found with numerous intra-abdominal solid organ 
injuries, all managed non-operatively, as well as a devastating traumatic brain 
injury. After resuscitation and correction of her metabolic disturbances in the 
pediatric ICU, the patient remained unresponsive with absent gag, cough, cor-
neal, oculocephalic, and oculovestibular reflexes. Acknowledging the patient’s 
poor neurologic status in the setting of a severe neurologic injury, the trauma 
surgery team consulted the pediatric ICU (PICU) team regarding the timing of 
death by neurologic criteria examination and testing. The PICU attending 
communicated to the trauma team that she does not believe in the diagnosis of 
“brain death” and therefore would not initiate further examination and testing. 
The child remained on ventilatory support for three more days, during which 
the PICU and trauma teams attempted to communicate to the grieving family 
the severity of the child’s injuries and poor prognosis. The family expressed 
frustration and sadness regarding their child’s poor clinical status without 
signs of improvement or changes in the medical treatment plan.
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recovery. Third, patients who have been declared dead by neurologic criteria may 
provide the gift of organ donation, especially given the chronic shortage of trans-
plantable organs. Finally, prolonging the process of death by neurologic criteria 
determination adds stress to the families of patients in the ICU [2].

This chapter details a brief history of the determination of death by neurologic 
criteria, outlines specific guidelines and criteria for “brain death” in pediatric 
patients, and explores the ethical dimensions that this entity brings about in clinical 
settings (see Table 32.1).

32.2  Search Strategy

A literature search of English language publications was performed to identify 
cases and studies of death by neurologic criteria in neonatal and pediatric patients. 
The following databases were searched: PubMed, Embase, and Cochrane Evidence 
Based Medicine. The search terms used were the following: [“death by neurologic 
criteria” OR “brain death” OR “coma” OR “donation after cardiac death”] AND 
[“pediatric ICU” OR “neonatal ICU” OR “pediatric”].

32.3  History of the Determination of Death by 
Neurologic Criteria

The concept of death by neurologic criteria first emerged in 1959 after French 
neurophysiologists Mollaret and Goulon recognized a state beyond coma charac-
terized by loss of consciousness, motor activity, sensation, and vegetative functions 
[3]. In the subsequent decade, it became more feasible to maintain respiratory 
function in patients without brainstem function with the advent of a mechanical 
ventilator. In 1968, the Report of the Ad Hoc Committee of the Harvard Medical 
School to Examine the Definition of Brain Death was published in JAMA and was 

Table 32.1 Principles of medical ethics as applied to declaration of death

Autonomy Patient families and clinicians play a significant role in ensuring that medical 
decisions made in the determination of death by neurologic criteria are in the 
patient’s best interest.

Beneficence Short-term extension of care following declaration of death by neurologic 
criteria may support grieving families or facilitate cultural/religious needs.

Non- 
maleficence

Principle of non-maleficence may limit the practice of donation after cardiac 
death, especially in pediatric patients.

Justice Efficient diagnosis of death by neurologic criteria contributes to rationing 
critical hospital resources to those who will benefit the most.

32 Death by Neurologic Criteria in Neonatal and Pediatric Intensive Care Units
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the first definition of death using neurologic criteria [3]. It described certain clini-
cal findings of a patient with a neurologically devastated brain to include absent 
corneal/pupillary reflexes, no movements or breathing, and no response to external 
stimuli.

Since then, numerous expert groups have published guidelines for the declara-
tion of death by neurologic criteria and/or brain death, though it is important to note 
there are no universally accepted guidelines at this time. One of the first in the 
United States was the drafting of the Uniform Determination of Death Act in 1981 
by the National Conference of Commissioners on Uniform State Laws and the 
American Medical and Bar Associations, which provided legal support for neuro-
logical determination of death [4]. The Act stated individuals who sustained irre-
versible cessation of circulatory and respiratory function or irreversible cessation of 
all functions of the entire brain (including brainstem) were dead. However, these 
guidelines were only applied to children older than five years-old due to perceived 
increased resilience and improved recovery of a child’s brain after injury compared 
to adults.

Years later the American Academy of Pediatrics (AAP) published guidelines to 
assist physicians in diagnosing death by neurologic criteria in infants and children. 
These guidelines were subsequently updated and supported in 2011 by multiple 
societies, including the Child Neurology Society and Society of Critical Care 
Medicine [5]. The updates to the initial guidelines included details regarding the 
initial waiting period before first conducting the examination of death by neurologic 
criteria; the number of apnea tests; the number of examinations and inter-examina-
tion intervals; and the use of ancillary tests. To date, these guidelines are the most 
widely accepted throughout the pediatric medical community.

32.4  Determination of Death by Neurologic Criteria 
in Pediatrics

32.4.1  Epidemiology

The incidence of death by neurologic criteria in children has been relatively stable 
over the past few decades and its prevalence is approximately 15–20% of deaths in 
large academic US pediatric ICUs, as shown in a prospective case series including 
five geographically diverse, U.S. teaching hospitals [1]. As expected, the patients in 
the study were young and healthy prior to a new-onset illness or injury and the pre-
dominant mode of death was withholding or withdrawal of life-sustaining therapies. 
A more recent retrospective multicenter study found 21% of patient deaths in pedi-
atric ICUs were declared dead by neurologic criteria, with 44% of patients between 
the ages of 2 and 12 years [6]. The most common causative mechanisms of death by 
neurologic criteria included hypoxic-ischemic injury (53%), traumatic brain injury, 
(20%), and shock and/or respiratory arrest without cardiac arrest (13%).
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32.4.2  Prerequisites for Death by Neurologic 
Criteria Declaration

Prior to initiating a death by neurologic criteria evaluation, clinicians should per-
form a careful history, physical examination, and initial diagnostic studies to rule 
out reversible causes of coma in a child or infant. Per guidelines, the patient must 
have sustained a neurological injury capable of causing neurological death. 
Conditions that may mimic death by neurologic criteria must be treated, which 
include hypotension, hypothermia, and electrolyte and metabolic disturbances. 
Patients who are found hypothermic should be rewarmed to at least 35  °C and 
observed for a period of time prior to neurologic examination [5]. Analgesic and 
sedation medications should be discontinued prior to examination for death by neu-
rologic criteria and use of a nerve stimulator can determine the necessity of neuro-
muscular blockade clearance. Examinations should also be delayed following 
cardiopulmonary resuscitation or severe acute brain injury for at least 24–48 hours 
or longer if there is variability in exams [5].

32.4.3  Clinical Exam

The clinical exam is used to elucidate brain and brainstem function. The first clini-
cal exam in the determination of death by neurologic criteria may occur once the 
cause of the coma is identified, confounding factors have been corrected and the 
patient’s condition is deemed irreversible. Two examinations must be performed by 
two separate physicians. The first examination establishes that the patient has met 
criteria for death by neurologic criteria and the second confirms the diagnosis. Each 
examination must include an apnea test. The examinations must be separated by an 
observation period of at least 12 hours for infants greater than 30 days old to chil-
dren 18 years of age [5].

Neurologic examination includes testing of high neurologic function, presence 
of brain stem reflexes, and cranial nerve function. Complete loss of consciousness 
(GCS score of 3) is found when the patient is unresponsive to all stimulation medi-
ated above the spinal cord, no spontaneous eye movement, and no motor response 
to noxious stimuli. Importantly, clinicians should be informed and educate the 
patient’s family regarding spinal reflexes that may be present despite a diagnosis of 
death by neurologic criteria. These include myoclonus, plantar response, triple flex-
ion reflex, and undulating toe reflex. Cranial nerve function is assessed for the pres-
ence of brain stem reflexes including gag, cough, pupillary light, corneal, 
oculocephalic, and oculovestibular reflexes. The pupils in death by neurologic crite-
ria should be 4 to 9 mm and non-reactive to light and no blinking or eye movement 
should be seen after lightly touching the cornea of each eye [5]. Suction devices can 
assess gag reflex by stimulating the posterior pharynx or the cough reflex by advanc-
ing a catheter down the endotracheal tube to the carina.
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32.4.4  Apnea Test

Once a neurological examination has been performed and is consistent with death 
by neurologic criteria, an apnea test should subsequently be completed to confirm 
loss of spontaneous respirations and neurologic drive to breathe. The patient must 
be normothermic, normotensive, and not have any contraindications to apnea test-
ing including a high cervical spine injury and severe hypoxemia due to acute lung 
injury. Apnea testing is started when the patient has normal PaCO2 and pH on arte-
rial blood gas sample. The patient is preoxygenated for approximately 5 minutes, 
after which the patient is disconnected from the ventilator or placed in a mode 
without mechanical intermittent mandatory ventilation. During the 8 to 10-minute 
exam, the patient’s chest and abdomen should be directly observed and heart rate, 
blood pressure, and oxygenation levels should be monitored. If no movement is 
witnessed, a second arterial blood gas is obtained. Death by neurologic criteria is 
diagnosed if the PaCO2 rises 20 mmHg above baseline and is greater than 60 mmHg 
without any respiratory effort during the course of the apnea test [5]. If the patient 
becomes hemodynamically unstable or the oxygen saturations fall below 85%, the 
apnea test must be terminated.

32.4.5  Ancillary Testing

Ancillary testing is not required to make a diagnosis of death by neurologic criteria 
and is never a substitute for the neurological exam. Examples of ancillary testing 
include electroencephalogram (EEG), radionucleotide cerebral blood flow (CBF), 
and four-vessel cerebral angiography. These modalities are used in instances when 
the neurological exam or apnea test cannot be completed safely due to the patients 
underlying medical condition or if there is uncertainty with the validity of the test-
ing [5]. Death by neurologic criteria cannot be declared if the ancillary study is 
equivocal or there is concern regarding the validity of the study. Children should be 
observed for at least 12 hours prior to repeat neurological exam and apnea testing or 
an additional ancillary study.

32.4.6  Determination of Death by Neurologic Criteria 
in the Neonatal ICU

Determination of death by neurologic criteria in neonates is complex. The accepted 
medical standards for diagnosis of death by neurologic criteria for adults and chil-
dren are not always applicable to neonatal patients. In fact, preterm and term neo-
nates younger than 7 days of life were excluded from the 1987 Task Force Guidelines. 
The incidence of death by neurologic criteria in newborns remains largely unknown, 
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though prior reports estimate approximately 3% of total newborn deaths are due to 
death by neurologic criteria [7]. The most common cause of death by neurologic 
criteria in neonates is due to hypoxic ischemic encephalopathy. Other causes in this 
age group include intracranial hemorrhage due to trauma, congenital malformation, 
central nervous system vascular injury, meningitis, sudden infant death syndrome, 
and meningitis [7]. The diagnosis of death by neurologic criteria cannot be made in 
preterm infants less than 37 weeks gestational age.

The neurological examination in neonates may be difficult due to the fact some 
brain stem reflexes may not be completely developed. The oculocephalic, oculoves-
tibular, and gag reflexes are usually reliable. Other reflexes may not be as reliable in 
a compromised infant on ventilatory support and in infants with ancephaly due to 
physical abnormalities (including ocular and otic congenital defects). Apnea testing 
is the most critical test in the determination of death by neurologic criteria in the 
neonate, and can be performed in all infants greater than 32 weeks gestational age. 
Of note, ancillary tests such as EEG and cerebral blood flow measurements are not 
reliable in newborns because of the open fontanel and lack of increase in intracra-
nial pressures as seen in adults.

There is a paucity of literature published regarding the diagnosis of death by 
neurologic criteria in the neonate. This can be attributed to the difficulty in obtain-
ing a reliable neurological exam combined with lack of utility of certain ancillary 
studies in this patient population. Diagnosing death by neurologic criteria in neo-
nates requires repeated neurological examinations in conjunction with apnea testing 
and an observational period of 24 hours between exams [5]. Though the 2011 AAP 
updates provided a framework for the diagnosis of death by neurologic criteria in 
neonates, it remains a challenge due to inherent clinical complexities as well as 
social, religious, and ethical factors.

32.4.7  Parental Role in Decision Making

The American Academy of Neurology argues that physicians have the “moral 
authority and professional responsibility” to perform evaluations to determine 
whether a patient is brain dead even if the family does not consent [8]. In fact, most 
pediatric neurologists and intensivists do not feel consent is necessary before testing 
for death by neurologic criteria, though laws vary from state to state. Further, dis-
agreement exists between experts regarding how to proceed when parents refuse to 
allow testing to confirm death by neurologic criteria. This is important as parents 
have no legal right to demand therapies after a patient is declared dead. However, 
until the patient undergoes a formal death by neurologic criteria examination, they 
remain legally alive and the parents as legal guardians are allowed to make medical 
decisions [8].

Obtaining legal consent is based on the ethical principle of respect for persons, 
though in situations such as emergent care, consent may be assumed due to the 
principle of beneficence [9]. In this emergency setting, it is also reasonable to argue 
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testing for death by neurologic criteria is premature and not in the patient’s best 
interest. Therefore the ethical justification for overruling the parent’s refusal for 
determination of death by neurologic criteria is unclear. Those who support that 
parental consent is unnecessary claim continued mechanical support for futile clini-
cal status is inappropriate; providing appropriate medical care requires an accurate 
diagnosis; and limited intensive care resources should be allocated fairly. Those 
who oppose believe physicians should respect the parent’s refusal and attempt to 
understand the reasoning for refusal instead of unilaterally performing testing for 
the determination of death by neurologic criteria [9].

The concept of brain death as death by neurologic criteria can be difficult to fully 
comprehend for both medical professionals and patient families [10]. Interestingly, 
in a survey of accredited pediatric training programs across the U.S., only 36% of 
residents and 39% of faculty members correctly defined the concept of brain death 
[11]. It should be no surprise that as the family works to accept the death of their 
child, understanding death by neurologic criteria may be particularly difficult. 
Modern medical technology can maintain vital signs that may insinuate a more 
optimistic picture than the true critical clinical condition. Further, it may prevent 
families from being able to shift their focus to making end-of-life decisions (i.e. 
organ donation, autopsy). A recent randomized-controlled study examined the 
impact of family presence during evaluation of adult patients for determination of 
death by neurologic criteria and found the family had an understanding of death by 
neurologic criteria without adversely impacting their psychological [12]. There are 
no such studies in pediatric patients and their families as of yet.

32.4.8  Societal Differences in Determination of Death by 
Neurologic Criteria

The complexity of the process in determining death by neurologic criteria is 
reflected in the fact that there are no universally accepted guidelines for making this 
determination. Cultural, religious, societal, and spiritual differences in patients and 
their families across the world make it challenging to provide a universal framework 
to define and accept death by neurologic criteria. Further, medical societies from 
countries around the world do not always agree on the criteria used to determine 
death by neurologic criteria.

The first successful organ transplantation performed in Japan was in 1999, years 
after an unfortunate outcome with the first heart transplant surgery in 1968 that 
resulted in decades of distrust with the medical community. As a consequence, a 
social consensus in Japan as to whether death by neurologic criteria should be 
accepted as a determination of death has yet to be reached. The Takeuchi criteria, 
were published in 2000, and provided the first framework for medically declaring 
death by neurologic criteria in children in Japan, but excluded infants under 
12 weeks of age [13]. This was updated in 2009 and included guidelines such as 
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24-hour observation period between examinations in patients less than 6 years of 
age, use of magnetic resonance imaging to establish “definitive diagnosis of under-
lying disease,” mandatory use of EEG to show isoelectric activity, and exclusion of 
abused children from organ donation. [13] The lack of acceptance of death by neu-
rologic criteria determination by citizens of Japan has been attributed in part due to 
the overall perception that a death by neurologic criteria diagnosis is only performed 
for the purposes for organ donation, not what is best for the patient and family [13].

The 2006 recommendations from a Canadian forum outlined more specific 
guidelines for the determination of death by neurologic criteria in children [14]. 
Based on their guidelines, full-term newborns between 48 hours of life and less than 
30 days old must have serial neurologic examinations separated by 24 hours, and 
include absent oculocephalic and suck reflexes. For infants and children 30 days and 
older, there are no specific regulations for interval duration between examinations. 
Ancillary tests are required if clinicians are unable to establish clinical criteria or if 
there is presence of confounders.

In addition to societal differences in the diagnosis of death by neurologic criteria 
around the world, faith-based differences also exist. The family’s decision and even-
tual acceptance of examinations to determine death by neurologic criteria may be 
based on personal beliefs or interpretation of religious scripture, both which should 
be viewed as valid [10]. Open communication should be continued between the 
medical team and family to ensure the proper members of their religious community 
are available to assist in the discussion, should they so choose. For instance, mem-
bers of the Jewish and Muslim faith typically inter the body within 24 hours of 
death. Those practicing Hinduism believe in reincarnation and the proper treatment 
of the body after demise [10]. For these reasons, it is important to ensure a family’s 
faith traditions are considered to keep an effective relationship with family members.

32.4.9  Donation After Cardiac Death in Pediatrics

The availability of organs from brain-dead donors has not met the demand of 
patients across the U.S. who are in need of organ transplants. This has led to a resur-
gence of interest in the use of donation after cardiac death (DCD), with some suc-
cess in increasing the number of organs available for donation. Numerous societies, 
including the Society of Critical Care Medicine, American Medical Association, 
and Institute of Medicine have all evaluated and supported DCD and the ethical 
treatment of patients at the end of life [15]. However, the implementation of DCD 
policies in children’s hospitals have lagged behind those in adult hospitals. Initiating 
DCD policy requires collaboration between an organ procurement organization, 
physician liaison, and the hospital ethics committee.

Donation after cardiac death typically occurs in a patient with catastrophic brain 
injury who has not worsened to death by neurologic criteria. It is only after the fam-
ily has made a decision to withdraw support that physicians may discuss the option 
of DCD. Donation after cardiac death is usually considered in instances where the 
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patient’s death is expected to occur rapidly, usually within one hour of withdrawal 
of support. It can be difficult to predict which patients will die within this hour. It is 
important to consider the emotional impact that it would have on the family to 
undergo a failed attempt at DCD. This may occur if the patient does not proceed to 
cardiac death within the defined period, which renders the organs not amenable to 
transplantation secondary to prolonged hypoxemia/ischemia. In addition, clear 
expectations must be communicated to the family, as the patient must be moved to 
be prepared for organ recovery within five to ten minutes of cardiac death [15]. This 
often causes further burden as the family is not allowed extensive time to grieve 
with their child at the time of death. Monitoring after terminal extubation should 
occur for 5 minutes to minimize the risk of autoresuscitation in younger and health-
ier children, after which organ recovery begins [15].

The total reported experience of DCD from children’s hospitals remains sparse. 
Given the need for transplanted organs and the desire of some families to be able to 
provide the gift of organ donation, pediatric centers should continue to carefully 
explore donation after cardiac death. Pediatric providers may need greater familiar-
ity with the concepts surrounding DCD in order to implement policies appropri-
ately. Most importantly, the care of the patient and his or her family should 
remain the focus during this donation process.

32.4.10  “Accepting” Death by Neurologic Criteria

The diagnosis of death by neurologic criteria is a challenging process for both the 
patient family and medical team and can be filled with emotion, fear, frustration, 
and conflict. This stems from the compassion felt for the patient and the unfortunate 
reality of the clinical situation. Difficulty in accepting death by neurologic criteria 
is normal. Parents may wish to delay death by neurologic criteria testing in a desire 
to have more time with their child. In addition, cultural, religious, or spiritual beliefs 
provide optimism and hope the child will recover [16]. Family members see a beat-
ing heart and chest wall rising and falling with the ventilator and have difficulty 
accepting the death of their child. Frustration and conflict may ensue due to mistrust 
or a breakdown in communication with the clinical team regarding the child’s prog-
nosis. This often manifests through feelings that the medical team is “giving up” on 
the child [16].

Physicians have an obligation to help families navigate the complex process of 
determining and accepting death by neurologic criteria. Some techniques that may 
be useful are offering a “finite-goal accommodation” to allow additional family and 
friends to visit or establishing a “time-limited trial” to monitor for signs of neuro-
logic recovery [16]. These practices are a compromise and can help the medical 
team build compassion for the patient and family, while at the same time allowing 
the parents more time to recognize their child will not recover neurologic function. 
Throughout the process, consistent, clear, and considerate communication is vital 
across all members of the medical team. Setting well-defined expectations early in 
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the hospital course regarding neurologic recovery and explaining differences 
between purposeful neurologic function and spinal reflexes are important. Allowing 
family presence during consistent clinical testing practices can help to improve 
understanding of the severity of injury [12]. Finally, the medical and legal accep-
tance by the medical community that irreversible loss of brain function is death 
provides more certainty for family members as they grieve the loss of a child who is 
beyond recovery [17]. Pediatric facilities and pediatric providers may need greater 
training in these concepts, as the familiarity with definitions and processes sur-
rounding death by neurologic criteria may be less familiar.

The need for further training and standardization of this process is reflected in 
the fact that there remains variability in the actual practices used to define death by 
neurologic criteria in NICUs and PICUs across the country [18]. Critically ill chil-
dren are cared for at a variety of hospital settings across the country, including adult 
hospitals, academic centers, and community or county hospitals, by a variety of 
specialists. In addition, declaring death on the basis of cessation of brain function is 
controversial, and the AAP guidelines previously established have not been updated 
to include the wide variety of testing modalities currently available. These factors 
contribute to the potential for variability and confusion in determining death in chil-
dren through neurologic criteria [19].

A multidisciplinary approach to assist family and friend acceptance of death by 
neurologic criteria is useful. Consulting services such as bioethics and palliative 
care teams can provide additional support and expertise for the medical team. 
Families needing religious or spiritual guidance should receive support from both 
the hospital Chaplain and community spiritual leaders. Social workers may assist in 
providing access to support services, counseling, and coordination based on the 
needs of the family. Giving families appropriate time, continuity of relationships, 
and a multidisciplinary approach can increase trust and provide support during the 
grieving process.

32.5  Case Conclusion

A goal-of-care meeting was held after three days, during which the family decided 
to redirect care and not pursue further life-support measures. The patient passed 
away peacefully that evening.

32.6  Conclusion

The diagnosis of death by neurologic criteria requires a conscientious and empa-
thetic approach from all members of the medical team. Physicians and other team 
members have an obligation to ensure open communication with family members as 
they face difficult end-of-life decisions and attempt to comprehend their child’s 
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illness. Considerations for the pediatric patient include clear and concise communi-
cation regarding findings of physical examination and apnea testing, inclusion of 
the family in each step of the process, and facilitation of discussion with parents 
prior to the final declaration of death by neurologic criteria. Consideration of differ-
ences in societal, cultural, and religious practices improve the relationship and trust 
a family holds with the pediatric medical team. Finally, keeping the needs of the 
pediatric patient and the family at the center of the process of declaring death by 
neurologic criteria helps to navigate its complex ethical and emotional challenges.
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Chapter 33
Ethical Issues Raised by Fetal 
Interventions for Lethal Anomalies

Vijaya Vemulakonda and Margret Bock

Abstract The evaluation and treatment of prenatally diagnosed complex genitouri-
nary anomalies continues to evolve. The availability of novel fetal interventions has 
allowed for increased survivability of previously “lethal” fetal anomalies. However, 
the lack of clear evidence on the longer-term efficacy of these interventions has led 
to controversy about who should be eligible for treatment and how these treatments 
should be evaluated. We present a case of an infant with prenatally diagnosed bilat-
eral renal agenesis treated with fetal amnioinfusion. We provide a discussion of the 
ethical issues surrounding use of novel treatments outside of the research setting as 
well as the secondary effects of intervention on longer-term survival and care.
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Case
MOC is a 35-year-old G3 P0 female who presented during her singleton preg-
nancy at 21 weeks and 6 days gestation. Fetal imaging revealed normal fetal 
growth, but also anhydramnios, bilateral renal agenesis with absence of a uri-
nary bladder, cardiac hypertrophy with a pericardial effusion, and a single 
umbilical artery. Multidisciplinary care meetings with maternal fetal medi-
cine, neonatology, pediatric surgery, transplant surgery, pediatric nephrology, 
pediatric urology, social work and psychology were held with MOC and her 
partner. The confirmed diagnosis of bilateral renal agenesis (a lethal outcome 
for a fetus without experimental treatment) was presented and possibilities for 
intervention and non-intervention were described, including potential risks, 
benefits and uncertainties associated with treatments for both MOC and the 
fetus. Detailed discussion with MOC and her partner about the option of fetal 
treatment intervention (amnioinfusions to restore the absence of amniotic 
fluid, allowing pulmonary development) focused on the high risk for signifi-
cant morbidity and mortality at each step of the way. Beginning at fetal inter-
vention and continuing through the neonatal period, the anticipated 
requirements for pulmonary survival, infant and chronic dialysis, and even-
tual possible kidney transplant surgery and bladder reconstruction, were dis-
cussed in great detail. They decided to proceed with serial amnioinfusions, of 
which the first of 7 weekly infusions of normal saline was completed at 23 
weeks and 2 days gestation. The family elected to proceed with peritoneal 
dialysis if pulmonary survival was achieved.

At 35 weeks’ gestation a female infant weighing 1.90  kg was born via 
cesarean section. The child was intubated shortly after delivery due to hypox-
emia and respiratory distress. An echocardiogram (ECHO) revealed pulmo-
nary valve stenosis and moderate bilateral ventricular hypertrophy. A 
peritoneal dialysis catheter was placed on day-of-life (DOL) 2 and allowed to 
rest for 72 hours prior to initiation of low volume manual PD. During the next 
14 days she returned twice to the operating room due to PD catheter exit site 
leaks and catheter malfunction. Due to continuous leaks despite rest and inter-
vention, after consultation with the multi-disciplinary team, the family elected 
to proceed with placement of a central venous catheter on DOL 20 for con-
tinuous renal replacement therapy (CRRT). Within 12 hours of CRRT initia-
tion (citrate anticoagulation) a large gastrointestinal bleed resulted in 
significant blood product resuscitation. Over the following nine days the 
CRRT circuit clotted and was restarted a total of six times, and the CVC was 
replaced twice. Cardiopulmonary arrest occurred on DOL 25 in the setting of 
massive blood loss from the catheter site, requiring chest compression, mul-
tiple doses of epinephrine, as well as multiple blood products. After 14 days 
of PD catheter rest and nine days of CRRT with aggressive nutritional 
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33.1  Introduction

Evolution of sophisticated prenatal imaging and genetic screening has aided in 
diagnosis of complex fetal conditions, often times weeks to months before birth. In 
turn, progress in fetal and pediatric surgery have introduced potential for prenatal 
intervention, adding potential benefits as well as risks to fetal health. The possibility 
of invasive fetal therapy introduces complicated ethical issues including: (1) con-
cerns around definitions of fetal autonomy in the decision making and consent pro-
cess; (2) uncertainty of potential benefit to the fetus of planned intervention; (3) 
introduction of potential risk to the pregnant mother, without possibility of true 
personal benefit; and (4) definitions of surgical innovation (see Chap. 50) versus 
medical research in fetal procedures. Within the framework of core ethical princi-
ples (specifically including autonomy, beneficence, non-maleficence, and justice) 
we evaluate key related issues brought forward by fetal intervention for lethal 
anomalies (see Table 33.1).

33.2  Search Strategy

A search was conducted in PubMed using the following terms, singularly and in 
various combinations: renal anhydramnios, amnioinfusion, renal agenesis, fetal 
bladder outlet obstruction, neonatal dialysis, neonatal renal replacement therapy, 
living donor advocate, ethics of neonatal dialysis, autonomy, periviability, maternal 
informed consent, fetal research, surgical innovation, moral distress. Research work 
was divided between the authors to capture as many relevant articles as possible.

rehabilitation, options were presented to the family of pursuing comfort care 
or re-initiating low volume PD. Manual PD was re-initiated at very low vol-
umes with an immediate leak at the tunnel exit site. The infant remained on 
high ventilator settings and a follow-up echocardiogram on DOL 33 revealed 
a dysplastic severely stenosed pulmonary valve with a new subvalvular 
obstruction and severe RV hypertrophy. Without viable dialysis options, in the 
setting of new ECHO findings, the option of comfort care discussed with the 
family and agreed to on DOL 35. Two days later the family changed their 
mind and sought second opinions at multiple large pediatric centers. Transfer 
of care was approved by only one center and initiated on DOL 40.
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33.3  Discussion

While there is no question of the mother’s status as a patient with autonomy under 
this rubric, the ethical status of the fetus as a patient is less clear. Clinically, the fetus 
is considered a patient when making decisions about fetal intervention. However, 
this does not translate to consideration of the fetus as a person independent of the 
mother and consideration of the fetus in ethical decisions is dependent on the likeli-
hood of the fetus becoming a child and a person [1, 2]. The fetus’s moral status is 
dependent upon viability based on ability to survive ex  vivo. Once viability is 
achieved, it is then considered a patient [2]. While in general, 24 weeks gestation is 
considered to be the threshold for viability, this may not hold true in the setting of 
bilateral renal agenesis, where lung development is often significantly impaired in 
the absence of intervention. As a result, viability and consideration of the fetus as a 
separate patient should be tailored to each individual case, with recognition of the 
mother’s ability to withdraw the status of patient from her fetus prior to the estab-
lishment of viability. Once the fetus is considered a patient, the physician is required 
by the principle of beneficence to not only protect the life and well-being of the fetus 
but must also balance this within the framework of beneficence and non- maleficence 
to the mother. As a result, any potential benefit to the fetus must be weighed against 
the potential harm to the mother when considering the appropriateness of any fetal 
intervention. Additionally, short-term benefits to the fetus must also be weighed 
against the potential long-term benefits and harms, including consideration of the 
potential for neonatal survival without therapeutic options to sustain life beyond the 

Table 33.1 Ethical principles in intervention for lethal fetal anomalies

Core ethical 
principles Application to intervention for lethal fetal anomalies

Autonomy Maternal and fetal autonomy are closely linked but need to be addressed 
individually. As a patient, the mother’s autonomy is well-defined. Fetal 
autonomy, however, is dependent on viability and ability to survive ex-vivo. 
While this typically occurs at about 24 weeks gestation, the definition and 
timing of viability is complicated in fetuses with lethal diagnoses, such as BRA.

Beneficence Once a fetus with BRA is considered a patient, its life and well-being should be 
protected. Protecting fetal well-being in this case may well complicate the very 
same efforts directed toward the mother as a patient.

Non- 
maleficence

Any interventions considered or carried out on behalf of the fetus, must be 
weighed against potential harm to the mother.
Potential for long-term harm to the fetus and infant/child from short-term 
benefits of fetal intervention (such as loss of dialysis access, non-eligibility for 
kidney transplantation) also need to be considered carefully.

Justice Fetal intervention and its long-term sequalae are limited, costly healthcare 
resources for a very small population. Equity in access to these interventions, as 
well as financial effects on the patient, family, healthcare system and society 
long-term play into the ethical decision-making framework.

BRA = bilateral renal agenesis
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neonatal period. Finally, justice in this setting must be considered on multiple lev-
els: First, is the use of limited health care resources warranted when the beneficence 
of intervention is not well-established? Second, is the intervention available to all 
patients with the diagnosis of bilateral renal agenesis? And finally, is the potential 
benefit of intervention worth the long-term costs to the patient, the family, the health 
care system, and society?

33.4  Additional Ethical Considerations for Fetal 
Intervention in Cases of Bilateral Renal Agenesis

33.4.1  Uncertainty of Risks and Benefits of Intervention

There are only three reported cases of fetuses treated in utero with serial amnioinfu-
sion that have survived to dialysis and kidney transplantation. The first case, reported 
in 2014, was initially diagnosed at 23 weeks with delivery at 28 weeks’ gestation 
[3]. The second and third cases, reported from a single institution in 2019, under-
went amnioinfusion from 24 to 28 weeks with delivery at 28 weeks, and from 26 to 
32 weeks with delivery at 34 weeks, respectively [4]. All three cases survived to 
transplantation and suggest that bilateral renal agenesis may not be uniformly lethal. 
Data is lacking on the natural history of renal agenesis due to the inclusion of these 
cases with other underlying genetic anomalies in historical data and the lack of data 
on the prevalence of elective abortion in this setting [5]. Furthermore, there are no 
data on potential complications of amnioinfusion, limiting understanding of its risks 
to the fetus and mother prenatally. There are also no data on the risk of pulmonary, 
cardiovascular, dialysis complications, and those of prematurity in cases of amnio-
infusion successfully leading to live birth [6]. Furthermore, data is lacking on devel-
opmental delay associated with early end stage renal disease, vascular implications 
of early hemodialysis, impact on family members, and long-term implications of 
early dialysis and transplantation on graft survival and overall prognosis in these 
patients. Current literature does not provide adequate data about the risks and ben-
efits of fetal intervention to support offering serial amnioinfusion or other fetal 
intervention for bilateral renal agenesis as part of routine clinical practice.

33.4.2  Surgical Innovation Versus Medical Research

As surgical techniques continue to evolve in the field of fetal intervention, the line 
between surgical innovation and research has become less clear. Traditionally, the 
goal of surgical innovation is to offer a potential therapy to an individual patient 
whereas surgical research is intended to establish the effectiveness and generaliz-
ability of a new technique. (See Chaps. 49 and 50) For example, surgeons may tailor 
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components of a well-established procedure such as surgical approach, instruments 
used, and incision size, for an individual patient without significantly deviating 
from the overall approach to surgical treatment [7]. However, in the setting of novel 
therapeutics, including fetal intervention, surgical innovation is often not based on 
previously accepted techniques and as a result, the efficacy of the treatment approach 
may not be well established [7]. Consequently, the treatment may be considered 
“experimental” even if the intent is to provide individual therapy.

This distinction between surgical innovation and research is an important one, as 
surgical research in a vulnerable population such as pregnant women has much 
stricter requirements for adequate informed consent than innovation [8]. 
Additionally, patients being offered novel techniques are at risk of therapeutic mis-
conception or imputing clinical benefit to a therapy that is not yet proven [9]. 
Furthermore, the use of innovative procedures outside of the research setting may 
inhibit future formal research efforts [6]. Finally, surgeons should be transparent 
about their goals for treatment to ensure their obligation to the patient is fulfilled; in 
the setting of novel therapies, there is a greater risk for the surgeon to be motivated 
not only by the individual patient’s wellbeing but also by the potential benefit to 
future patients offered by developing more effective techniques [7].

Due to these concerns about surgical innovation, we believe that the most ethical 
approach is to offer fetal interventions within a research setting, with clear delinea-
tion of the uncertainty of outcomes and clear standards to assess the effectiveness of 
a novel therapy. Chervenak and McCullough have offered an ethical framework to 
develop fetal interventions. In this framework, innovation is considered an initial 
step towards establishing the need for a controlled research study, with case reports 
or small case series identifying potential new therapies and providing the basis for 
hypothesis development. Prior to determining that the fetal intervention is ethically 
warranted in a research setting, Chervenak and McCullough outlined three ques-
tions to consider:

 1. Based on prior animal studies or case series, is the proposed intervention 
expected to be lifesaving or prevent serious and irreversible harm to the fetus?

 2. Compared to other potential study designs, is the intervention designed to 
involve the least risk for mortality and morbidity to the fetal patient?

 3. Based on prior studies and theoretical risks for the current and future pregnan-
cies, is the mortality risk and risk for injury or disability to the pregnant mother 
reliably expected to be low? [2, 9]

Clinical trials should also have clearly defined, predetermined endpoints to ensure 
adequate assessment of novel therapies prior to dissemination and implementation 
into clinical practice [7]. Use of this framework, which mirrors the IDEAL frame-
work for the development and evaluation of surgical innovation [10, 11], offers an 
ethical approach to fetal intervention that respects the autonomy of the pregnant 
mother to make altruistic choices for her fetus. It also may identify gaps in current 
knowledge about the efficacy of these treatments.
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33.4.3  Informed Consent

A comprehensive informed consent consists of four basic elements: (1) description 
of the clinical problem, the proposed treatment, and alternatives including no treat-
ment; (2) discussion of risks and benefits of proposed treatment with comparisons 
to risks and benefits of alternatives and discussion of medical/clinical uncertainties 
regarding proposed treatment; (3) assessment of the patient’s understanding of the 
information provided by the medical provider; and (4) solicitation of the patient’s 
preference and consent for treatment [12]. (see Chap. 6) The extent of information 
provided is based on the physician’s assessment of how it may impact diagnosis and 
treatment planning. Information should be provided in a way that is understandable 
to the average layperson and facilitates their meaningful participation in treatment 
planning.

To ensure adequate information for consent, patients must understand the “mate-
rial risks” and expected benefits of treatment. However, there is no clear consensus 
on what constitutes a material risk. Patients often use short cuts to simplify the 
decision-making process, often leading to misunderstanding of the risks posed by a 
treatment [13]. Patients may also underestimate their own risks compared to other 
people [14]. These issues may be exacerbated in the setting of novel therapies, 
where patients may assume the treatment is more effective because it is new [9]. 
Additionally, knowledge about potential risks and benefits of the intervention are 
limited, with data about long term outcomes currently lacking [5]. As a result, coun-
seling should be guided by “deliberative beneficence-based clinical judgment.” [5].

An additional concern raised by the informed consent process in the setting of 
surgical intervention is that patients often idealize surgeons and accept surgical rec-
ommendations without meaningfully participating in the decision-making process 
[15]. As a result, the surgeon has a heightened responsibility to solicit patient feed-
back during the consent process. The physician must ensure that the patient under-
stands the goals of intervention as research or innovation not as treatment. Germaine 
to the discussion is the general nature of the procedure to be performed and the 
expected outcomes; what to expect in the prenatal and neonatal periods; and the 
potential outcomes if the fetus survives to dialysis and transplant. Physicians should 
counsel families on current data about both the outcomes of observation (almost 
uniform neonatal mortality) and intervention (unknown despite rare case reports of 
successful survival to dialysis and transplant) [4, 5]. This discussion should include 
potential mortality risks in the prenatal and neonatal periods, as well as physical, 
developmental, psychosocial, and potential financial outcomes in cases of survival 
to neonatal dialysis and to transplantation, with acknowledgment of the uncertainty 
of outcomes given current data. Physicians should also provide counseling about 
maternal risks of fetal intervention, including preterm labor, infection, and potential 
risk to future pregnancies. Given the lack of generalizable data about the effective-
ness of intervention, consent should be considered under the rubric of research with 
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emphasis that the intervention is not yet proven to be clinically effective. As a result, 
words that infer efficacy (“treatment”) or misattribute values to the treatment 
(“heroic” or “innovative”) should be avoided [16]. Alternatives should also be dis-
cussed, including interruption of the pregnancy or comfort care if the mother 
declines enrollment in a research study. Finally, we recommend multidisciplinary 
counseling to aid in discussion with emphasis that intervention is an ongoing pro-
cess and multiple decisions will need to be made after the initial decision for amnio-
infusion or other fetal intervention.

33.5  Access to Care and Medical Justice: What Is Fair?

The principle of medical justice is founded on the idea that there is an element of 
fairness and equitable resource allocation with regard to medical decisions and 
treatments, including both resultant benefit and burden. Furthermore, in situations 
when services or resources are scarce, or treatments are novel and rare, a fair means 
of allocation should be determined. Decisions surrounding justice for fetuses with 
lethal anomalies undergoing intra-uterine interventions should be assessed beyond 
the fetal and immediate neonatal period. The ultimate goal resulting from this high 
risk innovative (often research-based) therapy is not just for immediate survival 
after delivery, but long-term well-being and quality of life. Given its complexity, 
fetal intervention may only be offered at a handful of large medical centers, each 
covering a vast geographic area. Offering fetal interventions within the confines of 
research allows those families without financial and medical reimbursement 
resources access to those pre-natal care options. This is one possibility for overcom-
ing inequity of access to resources and safeguarding justice [16, 17]. Fetuses who 
have undergone intra-uterine intervention for lethal anomalies and survive as neo-
nates will be closely enmeshed with a complicated, multidisciplinary medical team 
for weeks, months, years, and decades to follow. This is amplified, in particular, for 
families who live long distances from large fetal centers, often times requiring them 
to relocate to urban areas in order to best access care involved in fetal interventions, 
as well as potentially complicated long term ongoing care needs. Financial impact 
not only on families, but also on hospitals, healthcare systems and insurance provid-
ers must be taken into consideration, both short as well as long term. Surviving 
infants will chronically draw from medical systems that may already be strained.

In the case of children with adequate lung development born after amnioinfusion 
for renal agenesis, almost immediate initiation of neonatal dialysis is a necessary 
next step for a chance at survival. Infant and pediatric dialysis is known to represent 
a substantial burden for families and support systems and is even more pronounced 
in children of a very young age and those with comorbidities [18, 19]. Although 
limited to date, studies of the impact of pediatric dialysis on families show it is pro-
found. They demonstrate that pediatric dialysis has the potential to disrupt family 
life and marriages [20, 21], results in more frequent academic setbacks in siblings 
and less time spent by parents with unaffected siblings. Parents may report 

V. Vemulakonda and M. Bock



469

experiencing a worse quality of life [22, 23] and that having a child with kidney 
disease requiring dialysis “is a pervasive and profoundly negative experience” [24]. 
Guidelines developed for decision making around initiation of renal replacement 
therapy in neonates and infants generally draw from multiple elements including 
presence of comorbidities; predictions for quality of life for the child and the fam-
ily; availability of resources; and prognosis and potential for future organ transplan-
tation [25]. Costs of neonatal and potential resultant lifetime renal replacement 
therapy are immense. Data from the International Pediatric Peritoneal Dialysis 
Network have demonstrated that the number of children under the age of three years 
taken on to renal replacement programs decreases significantly as the gross national 
income per capita falls [26]. The argument that cost should not be prohibitive in 
offering fetal therapy options to potential candidates is fair [17], however short- 
sighted. Downstream decisions, including short- and long-term decisions about 
renal replacement therapy interventions, are influenced by financial context.

Kidney transplantation is generally accepted as the best option for longer term 
renal replacement therapy, with dialysis to be used as a bridge to the ultimate goal. 
The decision to embark on amnioinfusion therapy prenatally to promote lung devel-
opment in fetuses with renal agenesis, should be framed by the end-goal of renal 
transplantation and its impact on potentially amplifying the already unmatched sup-
ply and demand in potential donor organs versus recipients in need. Framed in the 
reality of scarce donor organ resources, the ethical considerations of proceeding 
with a fetal intervention that, in the best-case scenario, will result in drawing from 
a pool known to not have enough supply, is complex. A child listed on the deceased 
donor kidney transplant wait list, by nature of its age, is afforded a “pediatric advan-
tage.” This plays a part in donor allocation, resulting in shorter wait times for and 
younger organs allocated to children as compared to adults. Fairness in resource 
allocation pits a working middle-aged adult awaiting a deceased donor kidney 
against a fetus/neonate with a lethal anomaly who underwent a high-risk prenatal 
intervention and eventually listed as a pediatric recipient on the same deceased 
donor list. The role of justice is clearly complicated, and its equity is difficult to 
assess well.

33.6  Is There a Role for a Parent Advocate?

Decision making around surgical intervention for lethal fetal anomalies is complex. 
Based on existing models for solid organ living donor programs, we believe that an 
advocate for the expectant mother is necessary. An advocate could help identify 
possible stresses and disagreements related to benefits and risks to both the fetus 
and the mother as well as keep the focus on the best interests of the mother and 
fetus. The clinical/research team offering the potential innovative intervention to the 
expecting parent is committed to conveying accurate and detailed information in 
regards not only to the intervention, but also subsequent broader clinical, financial, 
psychological and social implications. It is impossible, however, for this team to be 
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completely objective and thus conflict of interest is an obvious concern. Similarly, 
parents or families who have experienced surgical intervention for complex fetal 
diagnoses are also likely to be biased, given their potential direct, intense medical 
and psychosocial experiences. The concept of a designated “independent parent 
advocate” (IPA), is modeled after living donor liver programs (as need for surgical 
intervention here may mirror the urgency found in cases where prenatal intervention 
is being considered). In that setting, Organ Transplantation and Procurement 
Network policies have incorporated the requirement for “an independent donor 
advocate to ensure informed consent standards and ethical principles are applied to 
practice” should be developed [27, 28]. Similar to the case of living donor organ 
donation, pregnant mothers undergoing potential fetal intervention are a unique 
population—one that experiences no direct individual medical benefit. Thus, as suc-
cessfully trialed in the solid organ living donor sphere, the role, job responsibilities 
and related boundaries of an IPA need to be carefully defined [29]. Ideally the IPA 
will provide an alliance to the pregnant mother, that is independent of needs of the 
fetus and provider team and understand enough of the fetal diagnosis and proposed 
intervention to be able to convey risks and benefits to both the pregnant mother and 
fetus. An individual who fits each of these criteria and possesses these crucial skill 
sets may be difficult to identify but is surely all the more important for this very 
unique circumstance.

33.7  Beyond Fetal Intervention: Recognizing and Addressing 
Conflict and Moral Distress of Providers and Parents

Moral distress is an emotional state of stress that arises when a healthcare provider 
feels a conflict between what he or she feels is ethically correct and what is possible 
to do within the constraints of the health care environment. It is increasingly recog-
nized as an issue influencing the treatment of periviable neonates [30]. This may be 
especially true in cases where there is no standard of care and consequently uncer-
tainty about the outcome of an intervention. In the setting of fetal intervention for 
bilateral renal agenesis, the outcome of early neonatal pulmonary support, dialysis, 
and other early interventions is unknown [16]. In our experience, providers may 
differ on what is appropriate to offer families or may disagree with decisions made 
by the family for ongoing care. Additionally, parental decisions may conflict with 
provider values and judgments, increasing moral distress for both the provider team 
and the family [31].

To address this uncertainty, some institutions have established guidelines for 
intervention to avoid futile care. However, how to define futile treatment is unclear 
[32, 33]. Is intervention futile if it has a 1% or 10% or 90% chance of survival? How 
do we gauge the risk of futility in the absence of data about outcomes? What if 
chances of success differ by institution [34]? One option to overcome the limita-
tions of strict guidelines in this setting is to consider a prognosis-based gray zone, 
where the provider defers to parental judgment in cases where the outcome of 
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intervention is not clear [33]. In our practice, we have utilized a hybrid approach. 
We start with general guidelines about when intervention, such as dialysis, has a 
reasonable chance of success as based on data from the neonatal dialysis experience 
in other conditions. We then make specific decisions about treatment with the par-
ents on an individualized basis. We believe the use of general guidelines allows for 
transparency in our outcomes and helps to provide context to families making deci-
sions in the setting of clinical uncertainty. We also maintain ongoing multidisci-
plinary team meetings with the family to reinforce the ongoing decision-making 
process surrounding any individual patient’s care as well as the experimental nature 
of many of the interventions being considered. We believe that this approach allows 
for deference to parental values and judgment without creating an obligation on the 
medical team to provide treatment that we judge to be non-beneficial based on exist-
ing data. Finally, we recommend solicitation of second opinions from other centers 
with experience with fetal intervention and post-natal management in situations 
where the treatment team unanimously believe that further intervention will not be 
beneficial, recognizing that our ability to predict outcomes in these cases is limited 
by the lack of evidence to guide our decision-making and, as a result, our recom-
mendations may be based on our own values and opinions rather than evidence-
based judgment.

33.8  Case Resolution

The child underwent once-twice daily hemodialysis treatments for six months and 
was eventually transitioned to peritoneal dialysis. Access was obtained and rewired 
multiple times in both upper and lower extremities, as well as centrally. The patient 
was transferred to her home center at 9 months of age. She developed gradually 
worsening hydrocephalus due to superior vena cava syndrome. Venous drainage 
from the head occurred entirely via collateral vessels, requiring ballooning and 
stenting of vasculature every 2–3 months. She also had an absence of the inferior 
vena cava from the level of the liver to past the level of the bifurcation, with venous 
drainage occurring entirely via collaterals. Given these findings, the child was no 
longer a candidate for kidney transplantation. Second opinions were sought from 
multiple other pediatric transplant centers yielding similar responses. The child 
remains on peritoneal dialysis at 2 years of age.

33.9  Conclusion

The decision to proceed with surgical intervention for a lethal fetal anomaly is a 
very complex one and involves a thorough evaluation of the best interests of all par-
ties involved, including the fetus, its family, the medical and psychosocial provider 
team, and society at large. A one-size-fits-all formula cannot be applied to any 
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patient population. A nuanced, personalized approach to intervention and care needs 
to be a pillar for teams approaching these difficult clinical and ethical scenarios. 
Based on our experience and the literature, we advocate for a research-based 
approach to providing prenatal treatment in these cases to ensure adequate oversight 
of the intervention and its implications both in the prenatal period and in the lon-
ger term.
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Abstract Severe brain injured patients pose nuanced ethical dilemmas. The sever-
ity of the injury removes the patient’s ability to consent, and results in family mem-
bers having to take on the role of as decision maker. This chapter raises key issues 
around the injured patient, family discussions to guide treatment, and provides a 
framework to aid in the communication of difficult end-of-life topics.
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Case
Patient GR is an 18-year-old man unbelted passenger involved in an 80-mph 
motor vehicle crash with two of his friends one Friday evening at 1:00 AM. The 
car hit a stationary object, GR was ejected and landed headfirst 60 ft away. He 
was unresponsive at the scene. Upon arrival, paramedics intubated him and 
rushed to the closest Level I trauma center where he was rapidly evaluated. 
With no clinical evidence of internal bleeding in the abdominal cavity, he was 
promptly taken for CT whole body imaging to assess his injuries. Findings 
included significant traumatic brain injury with diffuse cerebral edema and a 
subarachnoid hemorrhage. He remained unresponsive with an initial Glascow 
Coma Score (GCS) of 3T [1]. The patient’s mother and father arrived and 
spoke with the treating neurosurgeon who explained the severity of the head 
injury as well as the grave prognosis. Given the mechanism of the injury, the 
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34.1  Introduction

Surgical ethics is a field which strives to address the challenges faced by interven-
tionalists when dealing with complex pathologies. Concepts such as informed con-
sent are especially germane to surgeons as communicating the risks and expectations 
associated with a procedure guide much of what is ultimately performed. When a 
family is confronted by an unexpected event, such as trauma, the principles and 
foundation underlying communications with decision-makers become all the 
more sacred.

The scenario above is not uncommon for those who work in healthcare and care 
for trauma patients. Traumatic events are sudden and highly disruptive to families 
and communities. Families are often paralyzed by shock when informed that their 
loved one has suffered a devastating injury. Surgeons must be understanding and 
compassionate while remaining practical and honest in their descriptions of the 
patient’s injury, severity and prognosis. Navigating this acute, devastating situation 
for families can pose several ethical challenges to the practitioner. In this chapter we 
will discuss in depth several of these challenges.

34.2  Search Strategy

A literature search was performed in the PubMed database using the search terms: 
brain injury AND informed consent; brain death; empathy AND trauma; organ 
donation AND brain death. Literature was limited to the English language and the 
years 2000–2020.

34.3  Discussion

34.3.1  Ethics of Head Trauma

There are multiple issues surrounding the ethics of treating a patient with head 
trauma. Head injury is divided into three categories: mild, moderate, and severe (see 
Table 34.1). A mild head injury is a Glasgow Coma Score (GCS) of 13–15. A score 

findings on imaging, the neurologic exam, and the available data, the neuro-
surgeon told the parents that the likelihood was 85–90% that the patient would 
persist in a minimally conscious state. The family was adamant that they 
wanted to pursue every possible medical treatment to keep their son alive, no 
matter the outcome.
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between 9 and 13 is considered a moderate head injury while a score 8 or below is 
considered severe. Patients who have a moderate or severe brain injury are often 
unable to make decisions for themselves. These patients rely on a family member, 
guardian or surrogate to make decisions on their behalf. That decision maker 
becomes the primary conduit for communication with the healthcare providers.

Given their moribund state, several issues emerge in terms of how we care for 
and manage patients with severe brain injury. Firstly, we rely on the designated sur-
rogate to make decisions on behalf of the patient. If the patient is young, this defaults 
to a parent or close relative. An older person may have a legally designated decision- 
maker. Communicating with this individual, who may or may not share the views 
held by the remaining family and friends, may pose a challenge, especially in situ-
ations in which withdrawal of care is considered. Legally and ethically, we strive to 
honor the patient’s wishes for himself or herself. When there is strife among family 
members, it may take multiple conversations and even the assistance of the hospi-
tal’s Ethics Committee to help identify and overcome the barriers towards 
consensus-building.

Secondly, the decision-maker is often overwhelmed with grief and shock at news 
of an unexpected traumatic event. Our recommendations for imaging studies or 
procedural intervention require consent, which may be delivered in a dire situation 
[2]. Ensuring that we as caregivers communicate the goals of an intervention, the 
risk and the alternatives helps maintain the value and intent of informed consent.

Thirdly, we rely heavily on the family’s understanding of the patient’s wishes 
(autonomy) and their comfort for making decisions on the patient’s behalf. There 
may be unclear relationships or conflicts that the caregiving team may not be privy 
to. For instance, one patient I cared for had designated his ex-wife as his decision- 
maker. It was unclear to us if she had a financial conflict of interest (such as a life 
insurance policy) which might influence her decision-making regarding withdrawal 
of care. These are awkward, uncomfortable discussions but in withdrawal of support 
discussions, attempting to ascertain such information helps the care team work syn-
ergistically with the family towards what is best for the patient. Finally, there can be 
tension between the caregiver team and the family when the expectations for recov-
ery are seemingly unrealistic. Families may want to continue with aggressive care 
while caregivers may feel that to be futile. Maintenance of a poor quality of life 

Table 34.1 The Glascow Coma Score (GCS) [1]

Eye opening Verbal response Motor response

Spontaneously 4 Oriented 5 Obeys commands 6
To speech 3 Confused 4 Localizes to pain 5
To pain 2 Inappropriate 3 Withdraws from pain 4
None 1 Incomprehensible 2 Flexion to pain 3

None 1 Extension to pain 2
None 1

MILD head injury: 13–15
MODERATE head injury: 9–13
SEVERE head injury: < 8

34 Dealing with Families of Patients with Severe Brain Injury: How Long to Treat…
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carries with it risks related to immobility, hygiene, and infection. The caregiving 
team can communicate this information with care, depth and precision, but the fam-
ily may still choose a decision that does not align with the caregivers’ recommenda-
tions. The duty of the caregiving team is to provide as much information as possible.

When clinical research is involved, clinician researchers are obligated to have the 
welfare of the research participant (beneficence) in their realm of awareness and 
concern. Especially in a moribund state, it is incumbent upon the clinical team to 
serve as advocates for the patient in dealing with researchers.

Considering interventions that are meant to sustain or lengthen life, we need to 
be mindful of nonmaleficience and inflicting as little harm as possible to reach a 
favorable outcome.

When patients in a moribund state are treated, the treating team must exercise 
concern for justice, equity and fairness. Keeping in mind the patient’s injury, treat-
ment should be approached with concern for the welfare of the patient.

34.3.2  Family Communication

We communicate often and with as much transparency as possible with the patient’s 
family or decision-maker. We provide information in the plainest possible language. 
We ask our families what their understanding is of the patient’s injury and whether 
the patient had communicated his or her wishes for long-term care prior to the 
injury. Families are usually overwhelmed by news of the traumatic injury. Repeated 
family communication helps answer evolving questions and also conveys to fami-
lies the importance the caregiving team places in the care of their loved one.

34.3.3  Informed Consent

Informed consent poses its own challenges. We speak to a patient’s family or guard-
ian and provide as much information as we can as to prognosis and possible out-
comes of procedures. There is debate in the literature as to how thorough an 
informed consent should be [3–5].

We convey to the family the procedures involved, the alternatives, the risks, the 
benefits, and the goals. We explain potential complications. No matter how long we 
communicate or the level of the language we use to convey this information, we 
don’t necessarily have an assessment of the family’s understanding prior to their 
acceptance of informed consent. We assume basic literacy and if the family appears 
confused, we ask for the assistance of additional family members or an interpreter 
when indicated. Despite these precautions, we cannot guarantee that the patient’s 
family has complete understanding of the scope of the intervention described [6–9]. 
We utilize multiple caregivers to convey this information in the hopes that different 
word choice and different styles will convey the gravity of the situation to families. 
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Ultimately, we do have to make some assumptions as to literacy and basic compe-
tence when providing an informed consent. It is unrealistic, maybe impossible, for 
a surgeon, with an emergent situation to address, to have a detailed cognitive assess-
ment or score by which to assess the understanding of a family prior to obtaining 
consent. We often have to act quickly and adeptly in order to have a favorable out-
come. This is an area that has been debated in the ethics literature and is one that can 
be overcome with repeated family communication and use of plain-spoken lan-
guage [6–8]. Legally, informed consent can have important ramifications. For 
instance, one study found that when informed consent is obtained in an office, mal-
practice risk can be decreased [10]. The area of research of obtaining informed 
consent in the context of devastating injuries can become murky. Researchers can 
blur the boundaries between clinical care and research in describing interventions 
for patients. It is vitally important that if research occurs in situations of trauma, that 
a third party obtain the research consent so that the family can delineate between the 
standard clinical care rendered and the care proposed by the research study.

34.3.4  Prognostication

It is difficult to provide accurate prognostication for a traumatized family. We do not 
have a crystal ball with which to predict how long a patient may survive or the level 
of devastation he or she may experience in the long term. What we can offer is a 
range of possible outcomes based upon our experience and the literature. We often 
paint for families the best-worst case scenarios [11]. When using this tool, the best- 
case scenario draws a picture of what the patient’s life would be if recovery went as 
smoothly as possible and if the result did not offer the level of recovery that the 
patient would have desired, the family may allow support to be withdrawn. And, if 
the worst-case scenario would leave the patient and family in an unpalatable place, 
the family may be able to release their own wish for the patient’s survival and make 
a decision in keeping with the patient’s wishes to not remain on life support. The 
surrogate (family) must always act in a manner that abides by the wishes of the 
patient, or what one thinks the patient would have wanted.

Our goal is to provide the family with a realistic, probabilistic forecast. This 
consists of providing weights and percentages as to the likely outcome of certain 
scenarios. If a patient has a truly devastating head injury, then the likelihood of a 
miraculous recovery is vanishingly small. We do our best to use existing data such 
as the CRASH and IMPACT scores (see Table 34.2) to help families understand that 
it is not necessarily the initial injury which devastates the patient in the long term, 
but the related impairments which result from the initial injury which caused mor-
tality [12]. These two frameworks input data from the field, such as presenting 
blood pressure or lab values, and help provide prognostic information in terms of 
chances of six month or beyond survival. Data from multiple patients was pooled to 
arrive at these diagnostic tools. Novel imaging modalities, such as functional MRI, 
may provide conflicting and inconclusive information for families as to whether 
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their loved one is “awake.” Helping to digest the meaning of such studies using 
simple language and without creating false hope is the aim of caregivers in com-
municating with families. It is important to acknowledge the family’s hope for the 
best possible outcome and allow them to conclude that what they may hope for may 
not be the actual result [13].

34.3.5  Support

The duration we support a patient is impossible to predict a priori. Multiple factors 
are involved. The severity and circumstances of the injury, the characteristics of the 
patient such as age and co-existing morbidities, and the wishes of the family, are all 
important considerations when determining the duration for which support is pro-
vided. It takes time, sometime several weeks, until the patient’s overall trajectory 
can be determined, and prognostication given. It also takes time for the family to 
adjust to the sudden change in their loved one and to be able to come to consensus 
for the next steps. There is no definitive timeline. Daily care, observations and 
reconsiderations of the patient’s progress guides the decision-making.

34.3.6  Organ Donation

Organ donation may occur after declaration of brain death. It is challenging from 
the standpoint of the family. The subject of organ donation is delicate in the context 
of an acute traumatic injury. It is difficult for families to consider withdrawal of 

Table 34.2 Variables in the 
models predicting 
unfavorable outcome and 
mortality at six months

CRASH score IMPACT score

Age Age
Glasgow Coma Score GCS motor score
Pupils reach to light Pupil reactivity
Major extra-cranial injury Hypoxia
CT scan available: Hypotension
     CT classification CT classification
     tSAH tSAH on CT

Epidural mass on CT
Hb
Glucose

CRASH: Corticosteroid Randomization After Significant 
Head injury
IMPACT: International Mission on Prognosis and Analysis 
of Clinical Trials in TBI
TBI: traumatic brain injury
tSAH: traumatic subarachnoid hemorrhage
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support and organ harvesting in a young person who has suddenly experienced dev-
astating trauma.

With repeated communication and discussion with the family to convey an 
understanding of the gravity and severity of the injury, the subject of organ donation 
may be broached. We typically frame the discussion around that the person, or their 
soul is no longer with us. Their thinking, personality and aspirations are no longer 
present. Occasionally, families may challenge this notion, stating that only cardiac 
death represents “true death.”

We focus on the knowledge of the wishes of the patient. The patient may have 
stated at some point that he or she would like to be an organ donor and provide an 
“opportunity for life” to another person. Is the family aware of any of these stated 
wishes? Families often appreciate the opportunity to have a portion of their loved 
one live on in another human being. It may be soothing to know that a family mem-
ber did not die in vain and was able to help others live and that their soul may live 
on. We rely on multi-disciplinary teams, composed of spiritual services, social 
workers, practitioners who may be from their culture or tradition, to help explain the 
situation to the family in more familiar terms.

Experiencing a devastating loss triggers a flood of reactive emotions, and the 
anger, frustration or rage directed towards the care team should be approached with 
empathy and sympathy, although it can be difficult to do this at times. Allowing time 
for family to gather may help re-direct the conversation and allow them time to 
reflect. The participation of members of organ procurement agencies, apart from the 
critical care team, to discuss organ donation, will provide the family additional 
information with which to make a decision.

Another form of organ donation is donation after circulatory death (DCD). This 
is challenging to predict. Withdrawal of life-sustaining measures may occur without 
immediate “cardiac death”. If the heart does not stop quickly enough and too much 
time passes without adequate perfusion of the organs, organ donation may no longer 
be possible. This can be an emotional rollercoaster for the family who has devel-
oped an expectation that their loved one will go on to help another. Expectation 
setting for families can be challenging but can occur. The act of pledging organ 
donation is an act of heroism for families. That the process is met with difficulty is 
not the ultimate end of their sacrifice or decision.

34.3.7  Framework for Communication with Families  
(see Table 34.3)

There are many possible methods with which to communicate with families during 
the difficult time following a devastating brain injury. We recommend the following 
elements as a guide and a reminder of the principles that help facilitate an ethically 
supported discussion with families.
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We recommend honesty. When families ask us about prognostication, whether 
an intervention will be successful, or whether their loved one suffers, honesty is 
truly the best policy. We often don’t know. Conveying to a family that we do not 
know may seem incomplete but is often viewed as sincere. We do not want to give 
false information or false hope. Saying that we do not know is perfectly acceptable. 
Occasionally, a family may voice concern; “Well how could you not know?” In 
those situations, we should feel comfort in reassuring the family that we are here to 
provide honest information, and should we not have the answer, we will communi-
cate as such.

We recommend empathy. It is impossible for us to live in the shoes of the family 
who is receiving devastating news. However, we all know what it is like to experi-
ence a set-back. Reminding ourselves of that vulnerability, the sadness, the hope-
lessness, and the devastation goes a long way in helping to empathize and connect 
with our families. It is important to convey that feeling as we are communicating 
devastating news with the family. There are no perfect words. Sincerity should come 
from the heart.

We recommend repetition. Repeating ourselves with clear simple language is 
acceptable. When we receive devastating news, we are not able to process every 
word. We are overwhelmed by emotion. Certain words or phrases dominate. Our 
own thoughts or questions cloud our thinking. “Did I say I love you to my son/my 
daughter today?” “Did I argue with him/her this morning?” “Could I have prevented 
this?” Family members are not necessarily listening to what you are communicat-
ing. We recognize this and recommend repeating key concepts to help the family 
understand the severity and consequences of the situation.

We recommend providing enough time. Oftentimes, a family needs an initial 
discussion of the severity of the situation followed with time to allow other family 
members to be communicated with and for reflection to occur. Another conversation 
in a day or two may be necessary to help solidify or reinforce the previous commu-
nication. Important discussions such as withdrawal of support should not be rushed 
into. It may take several days or even a week or two before a family has comfort 
with an important decision such as withdrawal of life-sustaining support.

We recommend listening. As physicians, we feel that we need to have all the 
answers. We feel that we need to lead and guide the discussion. We do not. Our most 
powerful communication can be sitting back and listening. I often ask the family 
before I speak to tell me about the patient. I ask what the patient likes to do in his or 

Table 34.3 Framework for 
communication

Honesty: Sincerity, Transparency
Empathy: Caring, Compassion
Repetition: Multiple communications 

methods, Amplification
Time: A period to absorb and reflect
Listen: Understanding, Recognizing
Speak simply: Easily accessible language, 

Avoidance of jargon
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her spare time. I ask what his or her favorite color is. I ask what sports he or she likes 
to watch. These may seem like simple questions, but it helps us together to remem-
ber the patient. I want to know who we are talking about before we talk about that 
patient and what has happened to them. It is perfectly fine to listen.

We recommend that one speak simply. After years of schooling, understanding 
the complex language of medicine, being able to communicate this complex lan-
guage in journal articles read by our colleagues, now is our opportunity to step back 
and to speak as simply as we know how. We communicate as if we are talking to a 
person who has no medical knowledge and is overwhelmed. We use simple words 
and try to explain ideas in several ways. Many a time, I have shared information 
with families thinking that I have conveyed the concept simply only to see a baffled 
look. I try again and I say to the family “I have not been clear, let me try again.” I 
recognize that communication, despite our best efforts, may be incomplete. This 
helps put the family at ease as they understand that our goal is to help educate and 
inform them. Do not feel uncomfortable with your role as a listener and the need to 
revise your comments so that understanding can occur.

34.4  Case Conclusion

GR remained in a persistent vegetative state. The family opted to proceed to a long- 
term facility. After several months, he developed a pneumonia and sepsis secondary 
to a pressure ulcer. After several frank discussions with the patient’s parents and 
sister, they opted to transition him to hospice, and he passed 10  days later. The 
patient’s sister, who initially was vocal to have everything done, expressed a change 
of heart after she saw him suffer with illnesses and also saw her parents emotionally 
devastated by his clinical state. She expressed guilt for continuing to intervene 
which she now realized only prolonged his suffering.

34.5  Conclusion

We always wish that we have perfect information. Unfortunately, prognostication is 
a complicated dance. We rely on the best information we have available, not only 
related to the patient and his or her circumstance, but also to the latest data available 
[14]. Combining what we understand of the patient, his or her imaging and labora-
tory findings, the mechanism of injury, what the patient would want, as well as the 
available data of survival or outcome for the patient’s injury, we make our best 
recommendation to the family. We have no crystal ball to predict the future. Being 
honest and upfront with our families when we have information to share is the best 
course of action. Ultimately, a family’s decision relies on their comfort and under-
standing of their loved one’s desired course of action. Where there is overall dis-
comfort and anxiety there will be discomfort with decision-making. Our goal is to 
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treat the family in addition to the patient with a severe brain injury because he/she 
is not in a position to make decisions for themselves. Our role is as a sherpa, guiding 
a family through the difficult decision-making process. We cannot and should not 
fault ourselves for not being able to provide precise estimates. Instead, providing a 
range of possibilities and a recognition that our data and our science in this area is 
imperfect is an appropriate, honest way to approach a family during this terri-
ble time.

34.6  Selected References

• Weijer C, Peterson A, Webster F, et al. Ethics of neuroimaging after serious brain 
injury. BMC Med Ethics. 2014;15:41. https://doi.org/10.1186/1472- 6939- 15- 41

 – This article offers insight as to the use of neuroimaging and how it can shape 
the ethics of discussing brain injury.

• Lloyd A, Hayes P, Bell PRF, Naylor AR. The role of risk and benefit perception 
in informed consent for surgery. Med Decis Making. 2001;21(2):141–9. https://
doi.org/10.1177/0272989x0102100207

 – This article discusses how informed consent is framed for patients as the lan-
guage used to discuss consent influences patient decision making.

• Chan Y, Irish JC, Wood SJ, et al. Patient education and informed consent in head 
and neck surgery. Arch Otolaryngol Head Neck Surg. 2002;128:1269–74. https://
doi.org/10.1001/archotol.128.11.1269
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Abstract Several ethical issues arise in the care of acutely burned patients. These 
include medical decision-making, patient autonomy, informed consent, decisional 
capacity, and the patient-provider relationship. In the of case of severe or cata-
strophic burn injury, additional ethical concerns often develop that require consid-
eration, such as surrogate decision-making, medical futility, withholding and 
withdrawing of treatment, and end of life care. Various approaches have been advo-
cated as a strategy to manage the ethical challenges of burn care including moral 
principlism, which highlights the moral principles of beneficence, nonmaleficence, 
respect for patient autonomy, and distributive justice. An alternative strategy with 
clinical applicability is the “four-quadrant” approach, in which medical indications, 
patient preferences, quality-of-life, and contextual features are used to guide care. 
Regardless of the system employed, providers would benefit from a rational under-
standing of the ethical issues that frequently arise during the management of burn 
patients. Indeed, attentive application of clinical ethics in such cases often serves to 
facilitate the provision of optimal medical care while simultaneously ensuring the 
utmost respect for patient autonomy. This chapter will highlight ethical issues that 
arise in care of burn patients. Additionally, moral foundations, clinical consider-
ations, and special cases will be discussed. Finally, an overview of various frame-
works for addressing ethical challenges in burn care will be provided.
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Case
John Smith (a fictionalized composite patient) is a 66-year-old male who was 
injured during an explosion while working in his shed. He was brought to the 
emergency room with extensive deep partial- and full-thickness burns to the 
face, trunk, arms, and legs totaling 80% total body surface area (TBSA). He 
initially presented alert and oriented, and was conversant with the medical 
team. He indicated a desire for palliation, repeatedly saying he did not want to 
be kept alive “by machines.” Although no formal advance directive had been 
written, John indicated that his wife, Claudia, is who should be contacted to 
make medical decisions on his behalf if he became unable to. Soon after 
admission, the patient’s pulmonary status worsened, and he lost conscious-
ness. Without family present, the treating physician proceeded to intubate the 
patient. He was stabilized and transferred to burn intensive care unit (ICU) for 
ongoing management.

The patient’s wife later arrived at the hospital and met with the clinical 
team. It was discovered by the fire department that the blast was intentional 
and was an attempt by John to injure himself. Claudia reported that he had a 
history of psychiatric illness (depression with rare psychotic features) but had 
not previously indicated a desire to harm himself. John had previously under-
gone pharmacologic treatment for his depression, but recently decided to stop 
taking his prescribed medications because he felt they were unhelpful. The 
medical team informed Claudia of the severity of John’s condition, suggesting 
that his risk of mortality was at least 80% given the extent of his burn injuries, 
the presence of an inhalational component, and his comorbidities including 
coronary artery disease, chronic obstructive pulmonary disease, and smoking 
history. Recently, John had been experiencing significant functional disability 
due to is heart and lung disease. They further explained that should he survive 
the acute resuscitative period, John would require frequent trips to the operat-
ing room for debridement and grafting, long-term surgical reconstruction, and 
significant rehabilitation. As John’s surrogate, Claudia was considered to be 
appropriate and rational in her thought process and demonstrated capacity. 
After two days of minimal clinical improvement, Claudia reported that John 
would “hate to live like this.” She requested that no further life-sustaining 
interventions be provided, and that the patient receive only palliative care 
going forward. Surgical debridement was deferred per Claudia’s request, 
which resulted in deterioration of the patient’s condition due to burn sepsis. 
John remained unresponsive but occasionally groaned loudly, presumably 
from pain. A meeting between the care team, Claudia, and other members of 
the patient’s family occurred, which featured discussion of medical futility as 
well as withdrawal of life-sustaining treatment including the ventilator. The 
patient’s wife indicated her wish for cessation (i.e., withdrawal) of life- 
preserving care.
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35.1  Introduction

Burn injuries constitute a significant public health crisis in the United States and 
across the world. In the United States in 2016, the American Burn Association 
reported nearly 500,000 burn injuries that received medical treatment, 40,000 of 
which required hospitalization [1]. The global incidence of injuries due to fire is 
approximately 1.1 per 100,000 population, disproportionately affecting low- and 
middle-income countries (LMIC) (incidence 1.3 per 100,000 population) compared 
to high-income countries (HIC) (incidence 0.14 per 100,000 population) [2]. In the 
United States and similar high-income countries, 40–50% of burn injuries occur in 
adults. Nevertheless, pediatric burns are a significant cause of morbidity in children, 
both in high-income and low-income regions. In the United States, burns constitute 
the fourth leading cause of accidental death [2].

The majority of global burn injuries are unintentional in nature. Less than 5% are 
the result of abuse, self-immolation, or other intentional cause. High-risk popula-
tions for burn injuries, both intentional and unintentional, consist of older adults, 
children, and women. In recent years, burn-related mortality in the United States 
has declined from 2.99 per 100,000 (1981) to 1.2 per 100,000 (2006). A similar 
trend has been observed around the world, with 5.3 deaths per 100,000 in 1990 and 
4.9 deaths per 100,000  in 2010 [2]. Significant discrepancies exist between the 
number of deaths due to burns in high-income countries relative to the rest of the 
world. Of all burn deaths, nearly 90% occur in low- and middle-income countries, 
compared to 3% in high-income countries [2]. The exact reasons for this are uncer-
tain, but factors that appear to increase the risk of burn injuries include nonwhite 
ethnicity, low household income and other socioeconomic factors, crowded living 
conditions, low education, and unemployment [2]. It is important to point out that 
while these socioeconomic factors play a role in individual risk and outcomes of 
burn, it is also imperative to recognize the associated system failure in many cases 
(i.e., none or inadequate burn units in LMIC).

In addition to an understanding of the incidence, prevalence, and risk factors 
associated with burn injuries, providers must be aware of the medical issues and 
complications that present in the setting of an acute burn injury. Severe burns are 
those in which >20% of the total body surface area (TBSA) is affected by 

The clinical team considers whether it is ethically permissible to follow the 
patient’s initial and the surrogate’s ongoing wishes to withdrawal life support. 
In particular, some team members are concerned because of the mechanism of 
injury. In contrast, other team members worry that the care currently being 
provided is futile. As a result, the team would like to know whether the with-
drawal of care is ethically forbidden or permissible. Further, the team ques-
tions whether there is in fact an ethical obligation to do so.
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non- superficial burns, or burns that are complicated by inhalation injury, chemical 
burns, high-voltage electrical burns, or major trauma [3]. Emergency management 
of severely burned patients is initially guided by Advanced Trauma Life Support 
(ATLS) and Advanced Burn Life Support (ABLS) protocols and includes assess-
ment of airway, breathing, circulation, disability, exposure, and control of the envi-
ronmental. Once the patient is stabilized, targeted therapy follows, which may 
include fluid resuscitation, prevention of hypothermia, escharotomy and/or fasciot-
omy, and potential transfer to the intensive care unit or a designated burn center. 
Severely burned patients that survive the acute period often experience long-term 
debilitating consequences of the injury, including functional deformity, significant 
pain, disability, and a protracted recovery. Numerous surgical procedures are gener-
ally required, acutely to excise nonviable skin and cover the resulting wounds, and 
in delayed fashion for reconstruction of scarring and contracture. Diminished qual-
ity-of-life (QOL) and psychological morbidity is also common after severe 
burn injury.

In addition to complicated and potentially fatal medical issues, severe burn inju-
ries raise several ethical concerns (Table 35.1). To aid in assessment of and response 
to ethical issues, various frameworks have been developed that allow for a consis-
tent approach to these problems [4]. The well-known framework of principlism 
described by Beauchamp and Childress analyzes issues in the context of four moral 
principles: respect for patient autonomy, beneficence, nonmaleficence, and justice 
(Table  35.2) [5]. Building upon this model, Jonsen et  al. developed the “four- 
quadrant” approach to ethical analysis, in which medical indications, patient prefer-
ences, QOL, and contextual features (e.g., social, financial) are considered [6]. 
Regardless of the method employed, an important step toward appropriate applica-
tion of ethically-sound principles in burn care management is an understanding of 
the common ethical issues that arise after severe burns. This chapter reviews the 
ethical considerations of burn care as reported in the literature. Additionally, an 
examination of the moral foundations, clinical considerations, and unique ethical 
cases that relate burn care management will be examined.

Table 35.1 Common ethical issues associated with severe burn injuries

  • Patient autonomy
  • Medical decision-making
  • Capacity and competence
  • Informed consent
 • Patient-provider relationship
 • Surrogate decision-making (i.e., substituted judgement, best interest standard)
• Refusal of treatment
  • Medical futility
  • Withholding and/or withdrawing of care/treatment
  • End-of-life/palliative care
  • Physician-assisted suicide and euthanasia
  • Self-injury/immolation
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35.2  Search Strategy

A literature review of all electronically available publications available as of 
November 22, 2020, was performed. An English-language search of three online 
databases (Medline, Scopus, and Web of Science) as well as manual inspection of 
citations in all identified articles from the online search was performed for publica-
tions from 2000 to 2020. The following keywords were used for the search: advanced 
directive, beneficence, burns, burn ethics, capacity, competence, consent, death and 
dying, decision making, end of life, euthanasia, futile care, informed consent, jus-
tice, medical ethics, nonmaleficence, patient autonomy, quality-of-life, palliative 
care, physician-assisted suicide, surrogacy, withholding and withdrawing of 
treatment.

All returned studies from the database queries utilizing the aforementioned key 
words and search strategy were reviewed for applicability. An initial title/abstract 
screen was performed to remove any results not pertaining to burn care and the eth-
ics thereof. Studies without English or full text access were excluded. The most 
pertinent papers were ultimately selected.

35.3  Discussion

The care of acute burn injuries poses unique clinical challenges for the provider. In 
severe cases, such injuries may result in significant physiologic derangement that 
require intensive medical management as well as numerous invasive procedures in 
an effort to prevent death and severe disability. Further complexity is seen when 
burns are so severe that they leave the patient incommunicative, whether due to the 
injury or the required treatment (e.g., need for intubation in cases of severe inhala-
tional injury). In such cases, patient autonomy is effectively lost, and decisions 
regarding a patient’s care fall onto others. Such situations may prove morally dis-
tressing for providers and surrogates alike. While the medical management of 
severely burned patients has been described in detail, management of the ethical 
issues that arise in the care of such patients is less well defined [7].

Table 35.2 The ethical framework of moral principlism

Principle Description

Respect for 
autonomy

Respect for the individual and his/her ability to make decisions with regard 
to one’s own health and future; right to self-determination

Beneficence To do and promote good; to prevent and remove evil or harm
Nonmaleficence To do no harm; to avoid harming
Justice Maximize benefit to patients and society while emphasizing equal worth, 

fairness, and impartiality

Adapted from Beauchamp and Childress [5]
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35.4  Respect for Autonomy

Patient autonomy denotes respect for one’s right to self-determination; that is, one’s 
ability to make decisions with regard to their own health and future. While respect 
of autonomy has become a cornerstone of ensuring the ethical delivery of care, it is 
a relatively recent revelation in the context of biomedical ethics. Historically, medi-
cine was practiced in a predominately paternalistic fashion, whereby providers were 
responsible for medical decision making. Although there remains a role for occa-
sional paternalistic interactions between doctor and patient (e.g., incapacitated 
patients without a suitable surrogate), the value of patient preferences in managing 
severely burned patients should not be underestimated.

35.5  Shared Decision Making

A more recent model of medical decision making based in large part on the concept 
of patient autonomy is shared decision making (SDM). With SDM, provider and 
patient/surrogate enlist in an active interchange with the aim of facilitating a treat-
ment plan that is understood and agreed to by all parties. Though SDM has limita-
tions in certain situations, its use has been advocated as the pinnacle of 
patient-centered care [8]. Its application in the care of burn patients is especially 
appropriate. Burn management often results in a protracted course, involving acute 
and long-term surgical procedures, extensive therapy, and significant support. 
Achieving optimal results requires the input of patients, surrogates, and a multidis-
ciplinary medical team comprised of physicians, surgeons, physiatrists, psychia-
trists/psychologists, nurses, therapists, social workers, dieticians, counselors, clergy, 
and care managers.

35.6  Patient Capacity and Consent for Treatment

In the management of critically burned patients, the first step in safeguarding the 
value of patient autonomy—once acute medical issues have been addressed and the 
patient is stabilized—is an assessment of decisional capacity. In general, patients 
with normal cognition are deemed to have capacity. Capacity is a pre-requisite for 
the provision of informed consent. If a patient lacks capacity, a surrogate should be 
sought. A unique challenge to severe burns is whether patients are able to possess 
capacity acutely after the injury. Providers and burn survivors have previously cau-
tioned that despite the patient’s apparent ability to understand the situation, normal 
comprehension and decision making are negatively impacted after a traumatic event 
[9]. Similarly, surrogates may be unable to fully comprehend the clinical scenario 
and make appropriately informed decisions. Therefore, the medical team may find 
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itself responsible for emergent decision-making in the acute setting. The medical 
team also has the responsibilities of educating patients/surrogates regarding the 
clinical situation and understanding their wishes and values [10]. This approach 
aims to increase autonomy and patient/surrogate decision-making once they feel 
comfortable. Finally, because capacity may be affected by several conditions that 
are difficult to detect acutely (e.g., burn shock, substance ingestion, pain, neuro-
logic/psychiatric illness), providers must be deliberate in their assessment and treat 
each patient individually. In complicated cases, validated cognitive assessment tools 
and consultation to appropriate providers may be helpful.

35.7  Surrogate Decision Making

When patients lack capacity, a proxy or surrogate decision maker is identified. 
Ideally, this is documented in advance (e.g., advanced directive). In the absence of 
a predetermined proxy, state statutes dictate surrogate priority. Commonly, a surro-
gate will be a partner or other immediate relative. Several models of surrogate 
decision- making exist, including use of stated wishes (i.e., previous written/oral 
statements by the patient), substituted judgment, and best interest. No approach has 
been demonstrated to be superior; however, a shortcoming of surrogate decision 
making is that decisions made by surrogates are frequently inconsistent with deci-
sions that would have been made by patients [11]. Efforts to mitigate such inconsis-
tencies have been proposed. Brewster and colleagues developed a management 
model in which burn care teams simultaneously make acute medical decisions and 
comprehensively educate patients/surrogates on the clinical scenario until they are 
comfortable joining in the decision-making process [10]. It is important that the 
medical team and the surrogate have frequent and open communication.

35.8  Futility of Medical Treatment

The concept of medical futility is a relatively recent addition to the study of medical 
ethics, but it has become an important topic in the context of severely burned 
patients. It denotes treatment that will fail to provide any intended benefit, and its 
importance with respect to burn care stems from the established relationship 
between burn injury severity and mortality. Use of various clinical indicators (e.g., 
depth, TBSA, inhalational injury, patient age, comorbidities) allows for a reason-
able prediction of survival estimate. Thus, authors have suggested that use of thera-
peutics in patients likely to die from their injury are futile and need not be provided. 
In contrast, authors including influential burn surgeon Bruce Zawacki believe that 
failure to initiate resuscitation due to medical futility is paternalistic and should be 
avoided [12].
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Recently, it has becoming increasingly difficult to accurately predict burn sur-
vival—and therefore whether treatment is futile—due in large part to advancements 
in burn care management. Further, despite the development of myriad prediction 
scores (e.g., Baux, Smith, FLAMES), these models are all limited by superior pre-
dictive capacity for groups rather than individual patients [13]. Nevertheless, the 
withholding of treatment deemed to be futile is generally regarded as ethically per-
missible. Indeed, physicians should not provide treatment (or a therapy) that is inef-
fective or detrimental (negative effects > benefits). In contrast, treatment (or a 
therapy) that has a reasonable chance at providing benefit should not be withheld. 
For reference regarding what constitutes a reasonable chance of benefit, 
Schneiderman suggested that any intervention that produced no measurable benefit 
to the last 100 patients who are in the same situation as the patient in question does 
not have a reasonable chance for benefit [14]. Finally, when considering whether 
treatment would be futile, providers should consider its effect on autonomy and 
quality-of-life.

35.9  Withholding and Withdrawing Treatment

Closely tied to medical futility is the concept of withholding of treatment. Assuming 
patient autonomy, beneficence, and nonmaleficence have been considered, with-
holding treatment is usually ethically justified in the appropriate setting. For exam-
ple, when patients formally express wishes to forego life-sustaining therapy (i.e., 
using an advanced directive) and also in cases in which the probability of benefit of 
an intervention (e.g., improve survival) is minimal. Withholding of treatment con-
sists of not initiating an intervention; conversely, treatment withdrawal constitutes 
its discontinuation after it has already been started. Withholding treatment is often 
considered less emotionally taxing than withdrawing it, but the two are ethically 
equivalent. Just as one may refuse life-sustaining therapy preemptively (i.e., Do Not 
Resuscitate directive), one may request that life-sustaining therapy is halted.

Withholding and withdrawal of treatment are frequently encountered in burn 
management, often resulting in ethical challenges to patients, surrogates, and pro-
viders. While providing improved end-of-life care has become increasingly impor-
tant of late, there is a paucity of research guiding appropriate implementation of 
effective palliation for end-of-life burn patients. Recently, Pham et al. used a step-
wise withdrawal protocol in severely burned patients with the aim of standardizing 
symptoms palliation at the end of life [15]. The study found that use of their with-
drawal protocol facilitated a more consistent provision of sedation and analgesia 
without accelerating death.

When a severe burn is likely to result in death, or a patient fails initial resuscita-
tion efforts, or ongoing treatment efforts are ineffective, then it may be appropriate 
to suggest or agree to the withdrawal of life support [16]. When performed appro-
priately, treatment withdrawal facilitates earlier implementation of palliative mea-
sures and symptom relief. Moving forward, the burn community ought to evaluate 
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developed palliative protocols effectively used in other settings (e.g., oncology) in 
order to identify novel strategies to improve end of life comfort in burn patients.

35.10  Special Consideration: Self-Immolation

Self-immolation is the act of committing suicide, generally by setting oneself on 
fire. It has frequently been used for political or religious purposes, often as an act of 
protest. In Western nations, the overall incidence of attempted suicide by burning is 
2–6% of burn center admission. However, attempted suicide by self-immolation is 
associated with increased mortality, mean affected TBSA, complications (e.g., inha-
lation injury), and longer hospital stays [17]. Also, a high rate of psychiatric illness 
(43–90%)—depression, schizophrenia, personality disorders, substance abuse—
has been associated with this patient population.

A clinical challenge in caring for burn patients that attempt suicide is determina-
tion of decisional capacity. Prior research regarding cognitive status in patients with 
psychiatric illness has been inclusive. Different psychiatric illnesses may affect 
decision-making differentially, with psychotic disorders (e.g., schizophrenia) likely 
to negatively impact cognition to a greater degree than mood disorders (e.g., depres-
sion) [18]. In the acute aftermath of severe burn injuries in attempted suicide, care-
ful scrutiny of decisional capacity and formal psychiatric assessment is crucial.

It is not uncommon that requests for withdrawal/withholding of treatment are 
made by the patient and/or surrogate after a suicide attempt. The granting of such 
requests may be appropriate in specific (but not all cases), and should only be con-
sidered after careful deliberation among the treatment team, consulting services 
(e.g., psychiatric, ethics), and with the patient/surrogate. Brown and colleagues pro-
posed an algorithm for withdrawal of life support after attempted suicide that rec-
ommends passage of time and gathering of evidence to permit greater probability of 
disability and improved clarity regarding a patient’s values and desires before treat-
ment is withdrawn [19]. Additionally, the algorithm holds that prior to granting the 
request, the treatment team should wait 72 hours (± depending on the clinical con-
text) to allow adequate time to clarify the prognosis, ascertain and confirm patient/
surrogate wishes, and obtain formal assistance from psychiatry, ethics, and other 
providers as needed.

A notable aspect of this model is that the proximate cause of the critical illness is 
not relevant to the decision of treatment withdrawal. Though the scrutiny required 
in such cases should be higher than if not after a suicide attempt, any justification 
that is sufficient to permit withdrawal of care in patients without psychiatric illness 
(e.g., significant therapeutic burden without expected benefit) is sufficient to justify 
withdrawal of care in psychiatric patients. Applied to severely burned patients, sig-
nificant injury that will result in permanent disability or death is often an appropri-
ate justification for a withdrawal of treatment request. The actions that led to the 
patient’s condition—whether accidental, intentional, or self-inflicted—are largely 
irrelevant to medical decision making. That is to say that although attempted suicide 
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is often (though not always) an irrational decision, the decision to request comfort 
measures by a severely burned patient after attempted suicide may be rational, 
acceptable, and appropriate [20].

35.11  Special Consideration: Pediatric Burn Injuries

In addition to the numerous clinical and ethical issues that arise during the care of 
severely burned adults, management of severe pediatric burns may present with 
additional unique challenges. In general, pediatric patients are considered incompe-
tent to make medical decisions. In contrast to capacity, which is a medical finding, 
competence is a legal state determined by statutory regulation or by a judge. 
Therefore, a guardian (usually a parent) is required to make decisions on the 
patient’s behalf. Ethical challenges arise when intentional injury or factitious disor-
der imposed on another (FDIA), previously known as Munchausen syndrome by 
proxy[Diagnostic and Statistical Manual of Mental Disorders (DSM 5) ICD-10 
20201 F68.A], is suspected. Engagement of other family, the ethics committee, and/
or child protective services may be helpful in such cases.

Discussion of medical futility and the withholding/withdrawal of treatment in 
children is also complicated. While rare instances exist in which withholding of 
treatment from children may be appropriate (i.e., treatment that would delay immi-
nent death without alleviating suffering), most authors contend that measures that 
optimize survival ought to be attempted initially [21]. Severe burn injuries may 
result disfigurement, deformity, disability, and reduced QOL. Because a child’s cog-
nition is not be fully developed, providers, therapists, developmental psychologists, 
and counselors with pediatric expertise should be enlisted to aid in the child’s 
rehabilitation.

Finally, ethical concerns may arise when parents and providers disagree on med-
ical management. In such cases, open communication between care team and par-
ents is paramount. Ultimately, parents’ wishes should be considered, but the best 
interests of the child take priority [9]. In times of disagreement, it may be beneficial 
to elicit support from consulting providers, the ethics committee, hospital adminis-
tration and/or federal and state governmental agencies as needed.

35.12  Case Analysis

The case presented at the start of the chapter raises several ethical issues that have 
been discussed herein. After presentation to the hospital, patient John Smith indi-
cated his desire for comfort measures, stating that he did not want to be kept alive 
“by machines.” Soon thereafter, he becomes unconsciousness, ostensibly losing 
decisional capacity. Initially, one must determine whether John has capacity when 
first presenting to the hospital. Normally, appropriate adults are determined to have 
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capacity in the absence of contradictory evidence. In the current case, the severe 
burn injury was the result of attempted suicide. Therefore, a standard capacity 
assessment would be insufficient. A more deliberate approach utilizing validated 
assessment tools and formal psychiatric evaluation is necessary to conclusively 
determine capacity. Thus, one cannot presume John demonstrates capacity on 
arrival despite his initial coherence.

Soon thereafter, John decompensates, erasing any remaining question of capac-
ity. In such cases, providers must identify a surrogate, ideally who has been desig-
nated prior to the injury and is knowledgeable of the patient’s values and desires. It 
is also important to substantiate the adequacy of a surrogate. Although an advanced 
directive was absent from the current case, John indicated that his wife Claudia 
would serve as his surrogate, a decision that was consistent with state guidelines 
regarding surrogacy order. Upon her arrival to the hospital to meet with the medical 
team, Claudia was found to demonstrate capacity, to possess a rational thought pro-
cess, and therefore to be an adequate surrogate. Moving forward, the medical team 
is responsible for fully educating Claudia regarding John’s condition, treatment 
strategy, and prognosis. Further, the team will turn to Claudia to make medical deci-
sions for John.

An additional complicated factor unique to the current case is the mechanism of 
injury (i.e., attempted suicide by self-immolation). Due to John’s suicide attempt, 
this information is important in determining how to provide the best care to John at 
the present time. Formal psychiatric assessment is helpful, especially if John were 
lucid, even while unconscious. Further, the mechanism of injury is relevant insofar 
as it may alter the course and strategy of management. Attempted suicide in of itself 
does not prevent withdrawal of treatment in this case once it is clear that John’s 
condition is worsening and will likely result in death. However, additional steps and 
added scrutiny are necessary to ensure that such a decision is rational and appropri-
ate. Indeed, a request to withdraw treatment is reasonable in the setting of a severe 
burn injury with a high probability of mortality. Therefore, treatment withdrawal is 
reasonable and ethically permissible. In fact, it facilitates patient autonomy by 
respecting his surrogate’s—and therefore his—wishes.

In contrast, it would be ethically dubious to withhold care on the grounds of 
medical futility. The provided information is inadequate to conclude that continued 
treatment is futile. While John’s clinical status is noted to be deteriorating, it is 
plausible that initiation or aggressive treatment may offer a survival benefit.

Finally, it would be ethically acceptable to honor Claudia’s wishes to provide 
palliative care in place of life-sustaining treatment to John.

As a final point, it is important to recognize that the case in question and whether 
various decisions are ethically sound are context dependent. For example, if John’s 
burns were <20% TBSA and he suffered from minimal inhalation injury, the prog-
nosis would be vastly different. Acute and long-term care would likely be different 
as well. The decision-making calculus thus must take into account this new infor-
mation. It would be reasonable, given a decreased need for urgent decision-making, 
to obtain formal assessment of John’s cognitive status (e.g., psychiatric consult for 
use of validated instrument). The goal in any case is respect for one’s autonomy. 
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Thus, if John was deemed to have capacity, his active input would be crucial to 
properly guiding medical decision-making in an ethical fashion.

35.13  Concluding Remarks

The care of patients with significant burns is associated with numerous clinical and 
ethical challenges. Patients are best served when care is provided in a multi-faceted 
fashion by a multidisciplinary team at a center that specializes severe burn manage-
ment. Upon initial assessment, providers are to provide care consistent with ATLS 
and ABLS protocols. Once the patient has been initially stabilized, a thorough his-
tory and physical examination should be performed to identify further injury as well 
as factors within the patient’s history that are relevant to current management (e.g., 
mechanism of injury, past medical history, current medications, substance use, etc.). 
The provider must determine whether the patient is cognitively appropriate and has 
decisional capacity. In pediatric patients or if there is any question regarding the 
patient’s ability to make appropriate decisions and provide informed consent, a 
guardian and/or surrogate decision maker should be sought. Ideally, the care team 
will have been in contact with the patient’s family. After initial resuscitation and 
management of acutely life-threatening injuries, a more detailed assessment is per-
formed, studies are obtained, and management plans are crafted. Patients and/or 
surrogates should be included in decision making to the level with which they are 
comfortable. Ongoing education regarding the clinical scenario provided by the 
provider and care team are important. The provider should approach both the medi-
cal and ethical issues that may arise in systematic fashion. Finally, an ethical frame-
work (e.g., four-quadrant approach) may be applied to facilitate the provision of 
ethical treatment. Management of severe burn injuries presents with unique clinical 
and ethical challenges; however, application of sound ethical principles will serve to 
optimize treatment for this patient population.

35.14  Selected References

• Beauchamp T, Childress J.  Principles of biomedical ethics. 8th ed. Oxford 
University Press; 2019.

 – Beauchamp and Childress’s groundbreaking work on moral principlism with 
elucidation of the principles of beneficence, nonmaleficence, respect for 
autonomy and justice.

• Jonsen AR, Siegler M, Winslade WJ. Clinical ethics: a practical approach to ethi-
cal decisions in clinical medicine. 8th ed. McGraw-Hill; 2015.
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 – The authors utilize their four box method as a clinically relevant approach to 
ethical case analysis. They are: medical indications, patient preferences, 
respect for autonomy and contextual (social, financial, etc.) features.

• Barry MJ, Edgman-Levitan S. Shared decision making—the pinnacle of patient- 
centered care. N Engl J Med. 2012;366:780–1

 – Perspective on shared decision making from president of the Informed 
Medical Decisions Foundation, a foundation that aims to advance evidence-
based shared decision making.

• Zawacki BE.  Ethically valid decision making. In: Herndon DN, editor. Total 
burn care. New York: Elsevier; 1996.

 – A recognized authority on surgical burn treatment discusses valid and ethical 
decision-making in the care of burn patients.

References

 1. American Burn Association. Burn incidence fact sheet. https://ameriburn.org/who- we- are/
media/burn- incidence- fact- sheet/. Accessed 16 Dec 2020.

 2. Peck MD.  Epidemiology of burn injuries globally. In: Jeschke MG, Collins KA, editors. 
UpToDate. 2019. https://www.uptodate.com/contents/epidemiology- of- burn- injuries- globally. 
Accessed 16 Dec 2020.

 3. Gauglitz GG, Williams FN.  Overview of the management of the severely burned patient. 
In: Jeschke MG, Collins KA, editors. UpToDate. 2020. https://www.uptodate.com/contents/
overview- of- the- management- of- the- severely- burned- patient. Accessed 16 Dec 2020.

 4. Teven CM, Gottlieb LJ. The four-quadrant approach to ethical issues in burn care. AMA J 
Ethics. 2018;20:595–601.

 5. Beauchamp T, Childress J.  Principles of biomedical ethics. 8th ed. Oxford University 
Press; 2019.

 6. Jonsen AR, Siegler M, Winslade WJ. Clinical ethics: a practical approach to ethical decisions 
in clinical medicine. 8th ed. McGraw-Hill; 2015.

 7. Lee RC, Teven CM.  Acute management of burn/electrical injuries. In: Song DH, editor. 
Lower extremity, trunk and burns. Elsevier; 2017. Neligan P, ed. Plastic surgery. 4th ed. vol 4. 
p. 392–423.

 8. Barry MJ, Edgman-Levitan S. Shared decision making—the pinnacle of patient-centered care. 
N Engl J Med. 2012;366:780–1.

 9. Cole P, Stal D, Hollier L.  Ethical considerations in burn management. J Craniofac Surg. 
2008;19:895–8.

 10. Brewster LP, Bennet BK, Gamelli RL. Application of rehabilitation ethics to a selected burn 
patient population’s perspective. J Am Coll Surg. 2006;203:766–71. https://doi.org/10.1916/j.
jamcollsurg.2006.06.024.

 11. Taye H, Magnus D. Suicide and the sufficiency of surrogate decision makers. Am J Bioeth. 
2013;13:1–2. https://doi.org/10.1080/15265161.2013.769827.

 12. Zawacki BE.  Ethically valid decision making. In: Herndon DN, editor. Total burn care. 
New York: Elsevier; 1996.

 13. Halgas B, Bay C, Foster K. A comparison of injury scoring systems in prediction burn mortal-
ity. Ann Burns Fire Disasters. 2018;31:89–93. PMID: 30374258

35 Burned Beyond Recognition: Ethics of Care

https://ameriburn.org/who-we-are/media/burn-incidence-fact-sheet/
https://ameriburn.org/who-we-are/media/burn-incidence-fact-sheet/
https://www.uptodate.com/contents/epidemiology-of-burn-injuries-globally
https://www.uptodate.com/contents/overview-of-the-management-of-the-severely-burned-patient
https://www.uptodate.com/contents/overview-of-the-management-of-the-severely-burned-patient
https://doi.org/10.1916/j.jamcollsurg.2006.06.024
https://doi.org/10.1916/j.jamcollsurg.2006.06.024
https://doi.org/10.1080/15265161.2013.769827
https://www.ncbi.nlm.nih.gov/pubmed/30374258


502

 14. Schneiderman LJ.  Defining medical futility and improving medical care. Bioeth Inq. 
2011;8:123–31. https://doi.org/10.1007/s11673- 011- 9293- 3.

 15. Pham TN, Otto A, Young SR, et al. Early withdrawal of life support in severe burn injury. J 
Burn Care Res. 2012;33:130–5. https://doi.org/10.1097/bcr.0b013e31823e598d.

 16. Atiyeh B. End-of-life (EOL) comfort care and withdrawal of life support (WLS) of severely 
burned patients: a review of the literature. Ann Burns Fire Disasters. 2020;33:154–61.

 17. Castana O, Kourakos P, Moutafidis M, et al. Outcomes of patients who commit suicide by 
burning. Ann Burn Fire Disasters. 2013;26:36–9.

 18. Karlawish J.  Assessment of decision-making capacity in adults. In: DeKosky ST, Mendez 
MF, editors. UpToDate. 2020. https://www.uptodate.com/contents/assessment- of- decision- 
making- capacity- in- adults. Accessed 17 Dec 2020.

 19. Brown SM, Elliott CG, Paine R. Withdrawal of nonfutile life support after attempted suicide. 
Am J Bioeth. 2013;13:3–12. https://doi.org/10.1080/15265161.2012.760673.

 20. Teven CM, Angelos P. Comfort care after self-immolation: is the physician complicit? Am J 
Bioeth. 2020;20:123–5. https://doi.org/10.1080/15265161.2020.1782514.

 21. Rode H, Millar AJW, Castle B, Lyle J. Ethical decision making in severe pediatric burn vic-
tims. S Afr Med J. 2001;101:17–9.

C. M. Teven

https://doi.org/10.1007/s11673-011-9293-3
https://doi.org/10.1097/bcr.0b013e31823e598d
https://www.uptodate.com/contents/assessment-of-decision-making-capacity-in-adults
https://www.uptodate.com/contents/assessment-of-decision-making-capacity-in-adults
https://doi.org/10.1080/15265161.2012.760673
https://doi.org/10.1080/15265161.2020.1782514


503© The Author(s), under exclusive license to Springer Nature 
Switzerland AG 2022
V. A. Lonchyna et al. (eds.), Difficult Decisions in Surgical Ethics, Difficult 
Decisions in Surgery: An Evidence-Based Approach, 
https://doi.org/10.1007/978-3-030-84625-1_36

Chapter 36
Rationing Ventilators

Samuel Reis-Dennis  and Megan K. Applewhite 

Abstract In times of overwhelming crisis, most recently experienced in the con-
text of the novel coronavirus disease 2019 (COVID-19), hospitals and medical 
facilities are likely to experience a shortage of valuable resources. When the number 
of ill patients exceeds the number of resources available, bioethicists may be asked 
to create structural frameworks to help institutions allocate resources fairly. When 
writing these guidelines, ethicists must attend to a range of considerations in order 
to create a functional document that will work to promote public health. Here, we 
highlight and discuss some of the most challenging questions that are likely to arise 
when crafting guidelines and implementing ventilator allocation frameworks. First, 
we discuss some foundational principles of ventilator distribution. Next, we exam-
ine the ethics of some specific ventilator allocation criteria. Finally, we consider the 
difficulties of operationalizing allocation guidelines.
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36.1  Introduction

In times of overwhelming crisis, the supply of certain resources may become inad-
equate for the number of individuals who medically require them. The Coronavirus 
disease 2019 (COVID-19) pandemic, has given rise to worries about such scarcity 
with respect to ventilators. Here, we review some of the pivotal questions those 
writing guidelines for allocating ventilators during times of scarcity must face. 
First, we discuss some foundational principles of ventilator distribution that will 
inform the selection of specific allocation criteria. Next, we survey various alloca-
tion criteria for ventilator distribution. Finally, we discuss the difficulties of opera-
tionalizing allocation guidelines. In the process, we consider beneficence-based 
ambitions such as maximizing the number of lives, life-years, and quality-adjusted 
life-years saved, as well as autonomy-based ideals such as respect, dignity, and 
deference to democratic institutions (see Table 36.1).

Case
In the midst of a pandemic, the intensive care units are full. The operating 
room ventilators are being used in the emergency department to provide respi-
ratory support to those in failure in order to optimize their likelihood of recov-
ery. There is one more ventilator available. Three patients were just seen in the 
ED, each hypoxic, each having been determined to require mechanical 
ventilation.

• Patient 1: 25 years old, known intravenous drug abuser, HIV-positive with 
high viral load, nonadherent with medications, multiple prior visits to the 
trauma bay for penetrating wounds associated with gang violence

• Patient 2: 55 years old, obese, hypertension, poorly controlled type 2 dia-
betes, pastor, volunteer at the local food bank, single father of three adopted 
children

• Patient 3: 75 years old, retired cardiologist, runs half-marathons, plays golf 
on weekends, still attends medical grand rounds every week at the hospital, 
very active with medical student and resident education.

All three patients are being maintained on high-flow oxygen but are wors-
ening. How should the ventilator be allocated? Should only one of these can-
didates get a ventilator, or should all currently ventilated patients be reassessed 
for their likelihood of successful extubation and evaluated alongside the three 
new patients?
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36.2  Search Strategy

The central points addressed in this chapter are ones that the authors personally 
encountered when writing ventilator allocation guidelines for their institution that 
were ultimately adopted by many regional hospitals for use during the COVID-19 
pandemic. In their research, the authors searched the keyword terms above in 
PubMed and JStor and queried North American hospital bioethics leadership via the 
Association of Bioethics Program Directors. No strict limits were placed on the 
searches, but rather, recent articles that had been widely read and cited were consid-
ered. The authors also consulted publicly available state allocation guidelines, 
focusing especially on New York’s guidelines, which were initially developed for 
H1N1 influenza. New York’s framework was widely discussed and used with varied 
modifications depending on institutional need.

36.3  Discussion

36.3.1  The Goals of Resource Allocation

Resource allocation schemes will differ insofar as they aim to realize varying ethical 
and practical goals. We survey some possible ambitions here:

36.3.2  Saving Lives

To some, it will seem obvious that ventilator allocation policies ought to aim to 
maximize the number of total lives saved. It is clear that saving lives is a central goal 
of allocation, and that guidelines that failed to promote this goal to some degree 

Table 36.1 Ethical principles of ventilator rationing

Principle Application to allocation of ventilators

Autonomy Allocation criteria should reflect a basic respect for all persons as autonomous 
reasoners with dignity. Such respect requires transparency and may, in some 
cases, require endorsing allocation frameworks developed by democratic 
institutions. Democratically developed guidelines can indirectly reflect the will of 
the people and promote accountability.

Beneficence Allocation criteria should endeavor to save lives, although this goal must be 
conditioned by other values, such as respect for persons

Non- 
maleficence

Removing patients with poor clinical outlooks from ventilators could be harmful 
to those patients. In conditions of scarcity, such measures may be justified by 
other values, such as justice and beneficence.

Justice Allocation criteria should be fair and transparent. They should not be based on 
morally irrelevant factors such as the ability to pay or personal relationships.
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would be failures. But saving lives cannot be the sole ambition of allocation policy. 
It would be obviously impermissible, for instance, to use slave labor to produce 
more ventilators, even if doing so would save the most lives. The example is extreme, 
of course, but it serves to starkly illustrate the point that there are some values we 
may not sacrifice even in the name of reducing mortality.

Potential re-allocation of ventilators away from patients living in long-term ven-
tilation facilities also forces us to confront the limits of our ambition to save lives. 
Every ventilator allocated to a long-term-use patient could, in theory, be re- 
distributed to save multiple lives during a crisis. States such as New  York have 
explicitly rejected the redistribution of ventilators from long-term-use facilities on 
the grounds that seizing ventilators from long-term-use patients would violate our 
duty to care for the vulnerable by unduly victimizing disabled people [1]. At the 
very least, it seems that such redistribution is not obviously required, and this, again, 
suggests that ventilator allocation must do more than merely maximize the number 
of lives saved.

36.3.3  Saving Life-years

The ambition of saving the most life-years suffers from the same over-simplicity as 
the goal of saving the most lives. Still, it does have specific virtues and pitfalls that 
are worth noting. For one, it reflects the widely held intuition that, all other things 
equal, the youngest patients, who have yet to live full lives, should be prioritized 
over the oldest patients, who already have [2]. On the other hand, the use of life-
years involves calculating patients’ future long-term life expectancies, a task that 
introduces practical and ethical complications. Such calculation is difficult and 
potentially impossible given crisis conditions and time constraints. Moreover, our 
best estimates of long-term life expectancy may be based on factors such a patient’s 
race, neighborhood, or income. And they would almost certainly involve consider-
ing comorbid conditions strongly linked with poverty, poor access to health care and 
healthy food, and other morally irrelevant social factors. As a result, the use of life- 
years raises the threat of discrimination and would serve to entrench racial and 
economic disparities in health [3].

36.3.4  Saving Quality-adjusted Life-years

The use of “quality-adjusted life-years” inherits the problems of schemes that aim 
to save the most lives or the most life-years. It also introduces the fraught task of 
judging quality of future life. This ambition, though perhaps philosophically inter-
esting, is both famously difficult and outside the traditional purview of state and 
hospital officials [4].
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36.3.5  Realizing or Upholding Shared Values

If lifesaving cannot be the only goal of resource allocation policy, what other values 
should allocation schemes strive to realize or uphold? One might attempt to answer 
this question generally, by appealing to “the values of the community,” “the values 
of the hospital,” or, even more abstractly, some conception of absolute moral truth. 
Each of these approaches raises difficulties. The values of the community may not 
be monolithic or conducive to a uniform framework. Indeed, it may be challenging 
to articulate them at all. Even if such articulation were successful, community val-
ues may not be ultimately defensible. Appeals to the values of the hospital face this 
latter problem as well. The aspiration to ground allocation policy in absolute moral 
truths quickly runs into familiar questions about what these truths are and how we 
come to know them.

Another alternative is to ground the guiding values of allocation policy in a pub-
lic and democratic process. This approach might involve reliance on local, state, or 
federal guidelines formulated by task forces convened by public officials whom 
voters can hold accountable in elections.

36.3.6  To What Extent Should Allocation Policy Adhere 
to Government Guidelines?

The extent to which ventilator allocation frameworks ought to deviate from avail-
able government guidelines will depend in part on the overarching goals of the 
allocation scheme, as discussed above. Insofar as allocation frameworks adhere to 
state guidelines, they maintain a connection to a democratic process. State frame-
works are publicly available, and, because they are the product of government, their 
use enables at least some level of accountability. Moreover, such guidelines can be 
consistently applied across a region, promoting fairness and reducing the chances 
that those with the means to do so will “shop” for the hospital whose idiosyncratic 
guidelines give them the best odds of receiving a ventilator at the expense of less 
fortunate patients who may be more clinically-appropriate candidates.

On the other hand, state guidelines may be insufficiently responsive to the par-
ticular needs of the communities and hospitals that require them. Physicians and 
patients face challenges specific to particular places—not all hospitals in an area 
may be struggling in exactly the same ways—and times—guidelines that made 
sense for influenza may not make sense for Covid-19, for example. State and federal 
guidelines may not have the flexibility to meet these needs.
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36.3.7  Who Should Make Allocation Decisions?

One might think that attending physicians are better positioned than independent 
committees to make allocation decisions, as critical care and emergency physicians 
have a wealth of experience with triage. They also have the best sense of their 
patients’ clinical outlooks, and deep understanding of their needs. These relation-
ships, however, although essential to good patient care, can bias allocation deci-
sions. Triage committee members who do not have access to identifying patient 
information must base their decisions solely on criteria that can be applied uni-
formly to all candidates.

Additionally, the use of triage committees (which could include critical care phy-
sicians, nurses, ethicists, social workers, chaplains, lawyers, hospital leadership, 
and community members) introduces a valuable oversight and accountability mech-
anism, ensuring that allocation decisions are always discussed by a group. Relatedly, 
the use of triage committees relieves attending physicians of the burden of alloca-
tion. Expecting doctors, who are already providing medical care during the crisis, to 
make all allocation decisions on their own would be both practically unrealistic and 
ethically unreasonable. Bedside providers should be allowed to focus on healing 
their patients; they should not have to assume ultimate responsibility for deciding to 
prioritize the needs of other patients at the expense of their own.

For these reasons, many state and hospital policies recommend that triage com-
mittees or triage officers (if the hospital has inadequate personnel for a full triage 
committee) should make allocation decisions [5, 6]. Still, communication between 
triage committees and medical teams is essential, and attending physicians have 
important roles to play in the implementation of any successful allocation framework.

36.4  Evaluation of Possible Allocation Criteria

36.4.1  First-come, First-serve

When used as a primary criterion, first-come, first-serve undermines the goal of sav-
ing lives. Such a policy would lead to preventable deaths when early-arriving 
patients, unlikely to survive even with ventilation, receive priority treatment over 
later-arriving patients more likely to survive with ventilation.

As a secondary (tie-breaking) criterion, first-come, first-serve advantages those 
with the means to travel to hospitals with the space to accommodate them. There is 
nothing morally wrong with traveling to a hospital with empty beds, but the people 
who arrive first should not necessarily maintain “highest priority” status if resources 
do become scarce.
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36.4.2  Lottery

As a primary criterion, a pure lottery system would give everyone an equal chance 
to receive access to scarce therapy. In this way, it facilitates a certain form of fair-
ness. It is worth noting, however, that this does not imply that non-lottery systems 
are unfair. Here, it is worth distinguishing between the “total” or even “metaphysi-
cal” fairness of a lottery system, and a more practical, everyday sense of fairness. 
This latter sense is expressed in our best examples of equitable hiring practices, for 
example, or in genuine meritocracies. For example, there may be some sense in 
which it is “unfair” that not everyone is tall and skillful enough play professional 
basketball, but this is not grounds for a genuine ethical complaint that the NBA’s 
draft process is unfair in the everyday sense of the concept.

A lottery process removes bias, but does so at the expense of precision. If used 
as a primary criterion, it would lead to unnecessary deaths when patients likely to 
survive with ventilator support lose lotteries to patients unlikely to survive even 
with therapy. As a final tiebreaker, however, lotteries retain the virtue of removing 
bias, and offer a sense of closure.

36.4.3  Age

Using age as an allocation criterion reflects the widely shared intuition that younger 
people who have not had the chance to experience life’s major stages should be 
given the chance to do so [2]. On the other hand, using age as a criterion discrimi-
nates against older patients.

Some might argue that using age as a primary criterion increases the chances that 
patients who are more likely to benefit from treatment actually receive it. But if this 
is one’s goal, then mortality risk would make more sense than age as a primary 
criterion. The reason is straightforward: some younger people are less healthy than 
some older people, and so age is at best a rough proxy for mortality risk. For exam-
ple, the prognosis of a healthy 60-year-old may be much better than that of an 
unhealthy 45-year-old.

36.4.4  Mortality Risk

The use of purely clinical factors, objective measures of a patient’s risk of death 
with and without treatment, as primary allocation criteria can provide a sense of 
fairness by eliminating explicit consideration of non-medical factors including age 
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and occupation. The use of defined clinical factors also reflects the understandable 
concern to save as many lives as possible, although, as we have seen, this goal 
requires ethical limits. The primary reason to use mortality risk to make allocation 
decisions is simple: inefficient use of scarce resources will result in needless death. 
It would be wasteful to use scarce ventilators on patients who would be likely to 
survive even without ventilation, or on patients who would not survive even with 
ventilator support. The use of mortality risk as a primary criterion guides triage 
officers to make decisions based on clinical data, helping them to make the most 
efficient use of scarce resources. It prevents doctors from having to pursue treat-
ments likely to be ineffective, or from letting patients die when a more effectual 
distribution of resources would have allowed them to live.

Those who opt to use mortality risk as a criterion must decide how to measure it. 
Here, we survey two options: short-term morality risk—the likelihood that a patient 
will survive his or her current hospitalization, and long-term mortality risk—the 
likelihood that a patient will survive for a year after receiving treatment.

36.4.5  Long-term Mortality Risk

A scheme that uses long-term mortality risk as a primary criterion would privilege 
those patients who would be likely to survive for at least one year if and only if they 
received access to a ventilator. The use of long-term mortality risk as a primary 
criterion helps to ease the intuitive pressure against allocating resources to those 
likely to die within a year of receiving treatment at the expense of those likely to 
survive beyond a year. However, the use of long-term mortality risk as a criterion 
raises various ethical issues. Perhaps most glaring is the fact that such a scheme 
could entrench unjustifiable disparities in health. Using such a framework, patients 
with comorbid conditions would be less likely than patients without comorbid con-
ditions to receive access to ventilators. The development of comorbid conditions is 
strongly linked with poverty, poor access to healthy food, poor access to health care, 
and other social factors [3]. An allocation policy that favored patients with low long- 
term mortality risk would widen the gulf between the well-served and the 
under-served.

This is a serious concern, and one that cannot be adequately addressed in ventila-
tor allocation policy alone. While we must be willing to admit that the use of long- 
term mortality risk will entrench health disparities, we need not conclude that this 
settles the question of whether long-term mortality risk is an ethically acceptable 
allocation criterion. Perhaps the wrong of allowing healthier patients to die in order 
to save the lives of patients likely to die within a year outweighs the wrong of deep-
ening disparities in health. On the other hand, we have seen that simply maximizing 
the number of life-years saved cannot be the only goal of allocation policy, and so 
appealing to longevity alone would also be insufficient to justify the use of mortality 
risk as a primary allocation criterion.
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36.4.6  Short-term Mortality Risk

The use of short-term mortality risk significantly mitigates the risk of deepening 
unjustifiable health disparities. The aspiration of a scheme that relied on short-term 
clinical outlook as a primary criterion would be to allocate resources to those 
patients who would be likely to survive their current hospitalizations if and only if 
they received therapy. A framework that accomplished this goal would not serve to 
entrench health disparities by disadvantaging a patient with comorbid conditions 
unless those conditions made it the case that the patient would be unlikely to survive 
his current hospitalization even if he received ventilator access. Indeed, if members 
of marginalized groups are more likely to become infected and seriously ill, they 
may be more likely to be members of the patient cohort that a such a framework 
would favor (patients who would survive their current hospitalization if and only if 
they received treatment).

On the other hand, a policy that only considered short-term mortality risk would 
allow for a form of inefficiency because it would fail to maximize the number of 
life-years saved. One might argue that a young person very likely to live a full life 
after a short time on a ventilator should receive a higher priority than an older, sicker 
person likely to die within a year of receiving ventilatory support.

36.4.7  Health Care Worker Status

Use of health care worker status as a primary allocation criterion would lead to 
unnecessary death if a health care worker received priority despite being likely to 
die even after receiving access to a ventilator. In such cases, both the health care 
worker and the patient the health care worker supplanted would be unlikely to sur-
vive their hospitalizations. This problem would not arise, however, if health care 
worker status served as a secondary criterion, used only to break ties between ven-
tilator candidates whose clinical pictures were on a par.

One argument in favor of using health care worker status as an allocation crite-
rion is that health care workers earn priority as a reward for, or as insurance against, 
the risk they undertake in the name of the public good during a crisis. Another is that 
health care workers have tremendous instrumental value to life-saving efforts. The 
first argument is backward-looking: it focuses on what we owe to health care work-
ers given contributions and sacrifices they have already made. The second argument 
is forward-looking. Because it is based on the instrumental value of health care 
workers in the future, it depends on the two assumptions: first, that health care 
workers are genuinely scarce, and, second, that health care workers who receive 
ventilation will regain the strength to return to work during the crisis.

Both arguments raise questions about the definition of “health care worker.” 
Should this category be understood to cover EMTs and physicians’ assistants, for 
example? What about medical students? What about custodians who sanitize 
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hospital rooms? The answer may depend on one’s justification for using health care 
worker status as a criterion in the first place. Students just beginning medical school, 
for example, may have high future instrumental value but not yet have “earned” 
priority by placing themselves in harm’s way. Hospital custodians have placed 
themselves in harm’s way but may be relatively easier to replace and therefore not 
as instrumentally valuable to future life-saving efforts.

The question of who counts as a health care worker leads naturally to a more 
general question: if priority is based on having placed oneself in harm’s way, or on 
future instrumental value, why limit it to health care workers? Firefighters, for 
example, endanger themselves and make sacrifices in the name of the public good 
every day; educators, scientists, and a wide range of essential employees may have 
high future instrumental value.

36.4.8  Other Patients Requiring Ventilation

Thousands of people require chronic ventilation either in private homes or nursing 
facilities. Earlier, we briefly discussed arguments for and against seizing chronic- use 
ventilators in the name of maximizing total lives saved, but the ethics of long- term 
ventilation during a crisis go beyond this vision of extreme utilitarianism. Indeed, 
one might argue that patients who rely on chronic ventilation should receive priority 
treatment when they leave their permanent residences and present to hospitals dur-
ing ventilator shortages. Such patients have come to rely on ventilation to such an 
extent that their ventilators may take on the status of body parts [7]. To deprive them 
of ventilation, according to such a view, could amount to a serious violation.

Opponents of affording priority to patients who require chronic ventilation might 
reject the thesis that a ventilator can take on the status of a body part, or might 
appeal to the fact that the hospital’s ventilator is a different ventilator from the long- 
term machine that may have acquired body-part status. Such opponents might argue 
that hospitals ought to treat all patients equally regardless of whether they require 
chronic ventilation or not. Moreover, they might note that giving patients who 
require chronic ventilation priority would lead to unnecessary death if chronic- 
ventilator status served as a primary criterion. If a ventilator were allotted to such a 
patient who was not likely to live even with treatment, a person likely to survive 
with ventilation would be at risk of preventable death. These arguments would also 
apply to the question of whether hospital patients who require ventilation acutely, 
but for reasons unrelated to the crisis, ought to be subject to triage guidelines along 
with newly-arriving patients.

36.4.9  Operationalizing Allocation Guidelines

Addressing the above points and determining what ethical principles are priorities 
as well as what criteria to use for allocation are critical in the structure of ventilator 
allocation guidelines. However, even after these considerations have been addressed, 
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health care institutions must face the equally significant challenge of operational-
izing the guidelines. Issues related to avoiding bias, assessing and communicating 
mortality risk, determining when, how, and where triage teams should meet, and 
minimizing triage team burnout must be addressed even after the creation of a 
defensible framework.

36.4.10  How/Where/When do Triage Teams Meet?

During a pandemic, working remotely can minimize disease propagation in the 
community. Meeting on a video-based internet platform is likely the safest way to 
meet, but the security of the platform must be considered.

Institutions must also decide how frequently the teams will meet. If there is only 
one clinical score collected daily on each patient, should the triage teams meet once 
a day at a structured time? Or does it make more sense to meet when needed, when 
a new patient is determined to require ventilation? We recommend the former (a 
structured once-daily meeting) in order to minimize the risk of burnout of the triage 
teams. Such difficult decisions will likely lead to moral injury of the triage team 
members even in the best scenario and minimizing repeated meetings and disrup-
tions to home life and sleep is ideal.

Additionally, in order to mitigate the possibility of burnout and depression from 
the anxiety of participating in such life-and-death decision-making, having a struc-
tured and regular debriefing for triage team members is advisable. Hospital thera-
pists, chaplains, and others should develop a plan to optimize wellness in this group 
as early as possible.

36.4.11  Calculating the Objective Mortality Risk Score

It is of critical importance that all demographic and other identifying information be 
separated from objective scoring for triage in order to eliminate bias. To this end, 
triage team members should not be the individuals collecting data for the scoring 
system, either at the bedside or in the electronic medical record. One such mortality 
risk score used is the Modified Sequential Organ Failure Assessment (MSOFA) (see 
Table 36.2) [8]. The MSOFA includes evaluating severity of end organ disease by 
measuring respiratory function (SpOx/FiO2), liver function (presence or absence of 
scleral icterus/jaundice), cardiovascular function (hypotension, requirement of 
vasoactive medications), central nervous system function (Glasgow Coma Score), 
and renal function (creatinine). There are also other such scales, and regardless of 
which assessment tool is utilized, it would stand to reason that the clinical bedside 
team would collect those data to calculate the MSOFA (or other tool) score of each 
patient and deliver them to the triage team, but with large volumes of patients being 
considered and a resulting large number of doctors and midlevel running teams to 
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take care of them, a very simple and straightforward mechanism must be in place to 
facilitate 100% compliance with routine score collection.

What is “routine score calculation”? Should each patient have one score calcu-
lated every day at the time of rounds, or should every ventilated patient’s score be 
calculated only when a new patient requires a ventilator? It is impractical to think 
that the medical teams can retrieve the data to calculate scores on demand. Although 
the MSOFA scores may be dynamic based on changes in clinical status, it is much 
more reasonable to have a once-daily calculation resulting in a once-daily triage 
team meeting. If new patients require ventilation after that meeting, then their scores 
should be calculated and compared to the scores that were calculated earlier that day 
in order to allocate as appropriate (see Fig. 36.1).

One challenge of having the medical rounding teams collect the scores is facili-
tating good communication between the medical and triage teams. Ideally, an app 
(none currently available) would allow the medical team to enter data on a specific 
patient, which is then anonymized and made available to the triage team. The goal 
would be for the triage team to have sequential scores on the same patients in order 

Blue

No ventilator provided.
Use alternative forms of medical intervention and/or

palliative care or discharge.

Reassess if ventilators become available.

Red

Highest

Yellow

Green No significant organ failure

No requirement for lifesaving resources

AND/ORUse alternative forms of medical intervention or
defer or discharge.

1If a patient develops a condition on the exclusion criteria list at any time from the initial assessment to the 48 hour
assessment, change color code to blue. Remove the patient from the ventilator and provide alternative forms of
medical intervention and/or palliative care.
2Intubation for control of the airway (without lung disease) is not considered lung failure.

Reassess as needed.

Intermediate

Use ventilators as available

Use ventilators as available

Single organ failure2

Exclusion criterion

SOFA > 11

SOFA < 7

SOFA 8 – 11

OR

OR

Step 2 – Mortality Risk Assessment Using SOFA1

Color Code and Level of Access Assessment of Mortality Risk/
Organ Failure

Fig. 36.1 Triage chart for Step 2 [1]. A triage officer/committee allocates ventilators according to 
the color code assigned. (Source: New York State Department of Health Task Force on Life and the 
Law. November 2015. {Public domain})
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to track their progress, and so the app would need to have patient identifiers on the 
rounding team’s side to allow them to enter data on the right patients that would 
then correspond only to a “subject number” that is anonymized on the triage 
team side.

36.4.12  Comorbid and Frailty Indexes

In the case of the New York State Ventilator Allocation Guidelines as well as other 
structured allocation policies, the SOFA (sequential organ failure assessment) score 
is utilized to initially evaluate all patients. Above we described a similar, but more 
readily calculable score, the MSOFA. With COVID-19, there are several other 
comorbidities not accounted for in the SOFA/MSOFA score that have been found to 
coincide with worse outcomes. Based on these findings, an institution may decide 
to employ a comorbidity index or a frailty index that incorporates poor prognostic 
comorbidities into short or long-term mortality assessments. One such example of a 
frailty index is the modified frailty index 5 (mFI-5) [9]. The comorbitidies included 
on mFI-5 are diabetes mellitus requiring medication, hypertension requiring medi-
cation, functional status (dependency), history of COPD or pneumonia, and history 
of congestive heart failure within 30 days. If a comorbidity index is used, it would 
need to be carefully selected to reflect comorbidities that are known to minimize the 
success of mechanical ventilation in a given patient population. Additionally, insti-
tutions would need to decide whether to use such an index as the primary triage 
criterion or as a tiebreaker. And, as we noted above, institutions should keep in mind 
that while the use of these indices can maximize preservation of life-years, it can 
also exacerbate pre-existing health disparities insofar as patients with comorbid 
conditions necessarily receive lower scores.

Cases
To review and revisit the case that started our discussion:

• Patient 1: 25 years old, known intravenous drug abuser, HIV-positive with 
high viral load, nonadherent with medications, multiple prior visits to the 
trauma bay for penetrating wounds associated with gang violence

• Patient 2: 55 years old, obese, hypertension, poorly controlled type 2 dia-
betes, pastor, volunteer at the local food bank, single father of three adopted 
children

• Patient 3: 75 years old, retired cardiologist, runs half-marathons, plays golf 
on weekends, still attends medical grand rounds every week at the hospital, 
very active with medical student and resident education.

All three patients are being maintained on high-flow oxygen but are wors-
ening. How should the ventilator be allocated? Should only one of these 
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36.5  Conclusion

In developing a justifiable plan for distributing scarce ventilators during overwhelm-
ing crisis, institutions must determine the goals of their resource allocation frame-
works, select specific allocation criteria, establish triage teams, and determine how 
to effectively implement their guidelines. The needs and capabilities of institutions 
will vary widely, but understanding the ethical principles, arguments, and ideals at 
issue is critical to responsible decision-making at the hospital, community, and 
state levels.
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candidates get a ventilator, or should all currently ventilated patients be reas-
sessed for their likelihood of successful extubation and evaluated alongside 
the three new patients?

A MSOFA or SOFA score should be calculated on each patient based on 
their end organ function, and a blinded triage team should triage the patients 
accordingly into the appropriate color-coded risk category. Following this, if 
there are any ties, we would advocate either going to a lottery system or to 
calculate a 5-item mFI and determine the patient most likely to benefit from 
the ventilator based on these criteria. As mentioned previously, utilizing a 
direct lottery following a tied MSOFA/SOFA is one way of minimizing the 
known disparities in healthcare leading up to the hospitalization that are 
known to disproportionately affect minority patients.
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Abstract Patients with pre-existing “Do Not Resuscitate (DNR)” orders are 
increasingly candidates for palliative surgical procedures. Many surgeons and anes-
thesiologists are uncomfortable operating on a patient with a DNR order in effect. 
Thus, there has been a long tradition of suspending DNR orders when patients 
undergo anesthesia for surgery, but this may not align with the patient’s goals of 
care. Respect for the patient’s autonomy requires a multidisciplinary exploration of 
the patient’s goals and values, and a discussion of how the circumstances of a car-
diac arrest in the operating room may differ. Following such a reconsideration of the 
DNR order, now required by all of the involved societies, the patient may choose to 
maintain, suspend, or modify their DNR order.
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37.1  Introduction

The case presented above has become a common clinical scenario on surgical ser-
vices posing recurrent ethical dilemmas as our population ages with increasing 
frailty, and may lead to confusion, frustration, moral distress, and conflict between 
surgeons, anesthesiologists, nurses, patients, and their families. In the United States, 
an estimated 15% of end-of-life patients with a DNR order may be scheduled for 
surgery or interventional procedures [1–4]. This occurrence may introduce tensions 
around honoring patient autonomy, providing beneficent care, avoiding non- 
maleficent care, and acting justly. Within the goals of palliative surgery these ethical 
principles should align with gaining time, improving quality of life, decreasing 
pain, or treating isolated problems such as fractures [5]. Patients presenting for sur-
gical care with a DNR order often create confusion for the surgical team [6] and 
anesthesiologists frequently face moral distress when they provide anesthesia care 
to patients with DNR orders [7]. The optimal start to this case is a multidisciplinary 
approach to the question, an understanding of the development and proper role of 
attempted resuscitation in the delivery of care, and an exploration of how such inter-
ventions may, or may not, comport with the patient’s goals of care. Ultimately, it is 
the surgeon’s responsibility to help patients work through a decision that will pro-
vide them with “their” best outcome.

Case
Mr. P was a 72-year-old man four years status post a colectomy for colorectal 
cancer who was recently diagnosed with recurrent nonresectable colorectal 
cancer metastasis. He suffered a new sub-trochanteric hip fracture after trip-
ping over his grandchild’s toy in the yard. There was no evidence that the hip 
fracture was pathological. Mr. P’s metastatic disease was otherwise stable on 
chemo and biologic therapy. The orthopedic surgeon recommended operative 
stabilization of the fracture to enable continued mobility and quality of life. 
Mr. P had an advance directive (AD) that included a “Do Not Resuscitate 
(DNR)” order, and a DNR order was entered into his electronic medical 
record (EMR) upon admission. Mr. P favored surgery to confer the best pos-
sible functional status for the future, recognizing that the recovery process 
would be difficult and that his postoperative function may not return to base-
line. However, he wished to maintain his DNR order should he have a cardio-
pulmonary arrest that was not considered to be rapidly reversible 
perioperatively. The patient’s family is concerned that adhering to his AD 
might deprive them of quality time with him.
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37.2  Search Strategy

PubMed was searched for English language publications using the key words: 
DNR, Suspension of DNR, Required Reconsideration, Resuscitation, Anesthesia, 
Perioperative Care, Goals of Care, Autonomy, Palliative Surgery, and Surgical 
Palliative Care. Manuscripts published in high impact journals representing surgery, 
anesthesiology, and nursing perspectives were sought out.

37.3  Discussion

While there are many ways to evaluate ethical issues, the four principles of auton-
omy, beneficence, nonmaleficence, and justice are a common lens through which to 
view an ethical dilemma (see Table 37.1). Most ethical dilemmas are not simply a 
matter of choosing “right” over “wrong” but have to do with recognizing and resolv-
ing conflicting principles or obligations. In the case above, how does the care team 
simultaneously respect a patient’s wishes (autonomy) while ensuring the best out-
come (beneficence) and avoiding harm (nonmaleficence) and the equitable 

Table 37.1 Ethical principles as applied to a DNR case

Ethical 
principle Peri-operative DNR case application

Autonomy As proposed by Cohen and Cohen*, the standard of care for shared-decision 
making for surgical patients with pre-existing DNR orders is a discussion called 
“required reconsideration”. A required reconsideration discussion is explicitly 
designed to honor a patient’s autonomy and right to maintain a DNR order 
perioperatively. By exploring a patient’s rationale for having their DNR order to 
begin with as well as their current treatment preferences, goals, and values, 
surgeons can gain critical information that informs whether to council a patient to 
maintain or suspend their DNR order perioperatively.
*Cohen CB, Cohen PJ. “Required Reconsideration of ‘Do-not-resuscitate” Orders 
in the Operating Room and Certain Other Treatments.” Law, Medicine, and Heath 
Care. 1992;20(4):354–363.

Beneficence Required reconsideration discussions provide a framework that seeks to align 
each patient’s preferences, goals, and values with the care delivered. Without 
dedicated discussions about the benefits and burdens of a perioperative DNR 
order, surgical care can deviate from the principle of beneficence and patient- 
centered care.

Non- 
maleficence

In order to avoid inflicting unnecessary harm on patients during the perioperative 
period, required reconsideration discussions should provide surgeons the 
necessary information that supports a patient’s preferences, goals, and values 
aligning perioperative care accordingly.

Justice All patients deserve receiving the standard of care and evidence based-practice 
options. Required reconsideration has become the professional ethical standard of 
care for establishing what is in the patient’s best interests regarding their 
pre-existing DNR order during the perioperative period.
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treatment of similar patients in need (justice)? We will explore options to resolve 
these conflicting obligations below.

37.3.1  History of Cardiopulmonary Resuscitation (CPR)

The ability to treat cardiac arrest caused by arrythmia became possible with the 
advent of external cardiac pacing and defibrillation in the 1950s [8–10]. While defi-
brillation could temporarily cause the return of spontaneous circulation (ROSC), 
survival to hospital discharge was rare [8]. Most importantly, defibrillation was only 
successful when initiated soon after the onset of the arrhythmia, making the operat-
ing room, with its constant monitoring of heart rhythm and vital signs, the environ-
ment where defibrillation could have the greatest efficacy.

37.3.2  Contemporary Experience 
with Cardiopulmonary Resuscitation

While ROSC is obtained in approximately 40% of patients, only one patient in 10 
will live long enough to be discharged from the hospital [9–12]. Sepsis within 
24 hours, cancer, metastatic cancer, dementia, African American race, serum creati-
nine ≥1.5 mg/dL, and coronary artery disease were factors associated with a failure 
to survive to hospital discharge [11]. American College of Surgeons (ACS)-National 
Surgical Quality Improvement Program data between 2005–2010 demonstrated that 
85.9% of cardiopulmonary events in surgical patients occurred postoperatively, 
varying by specialty (1 in 33 for cardiac surgery vs 1 in 258 for general surgery). 
70% of patients died within 30 days postoperatively [13]. Kalkman et al. similarly 
published that in the perioperative setting the survival rate after cardiopulmonary 
resuscitation is approximately 25% [14] with 45–66% of survivors experiencing a 
favorable neurologic outcome, defined as being able to live independent lives with 
or without mild neurologic impairments (quality survival) [15–17]. However, other 
reports have indicated that few of those survivors live longer than five years, many 
suffering from significant neurological disability, requiring chronic institutional 
care that fails to restore independent living. As expected, younger patients with 
fewer comorbidities who experience a witnessed ventricular fibrillation arrest that is 
promptly treated with defibrillation have higher survival rates [18].
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37.3.3  An Unintended Consequence 
of Cardiopulmonary Resuscitation

Through the 1960s and 70s, with the development of standardized techniques, CPR 
became routine therapy for any patient who died in the hospital, including those for 
whom cardiac arrest was the predicted terminal event of a dying process. In 1974, 
the American Medical Association recommended that decisions not to resuscitate 
be entered into the medical record, and communicated to all attending staff, to avoid 
confusion and moral distress on the part of hospital staff [19]. Then, in 1976, the 
first hospital policy concerning “orders not to resuscitate” was published by Rabkin 
et al. [20] Although the policy recognized the “growing concern that it may be inap-
propriate to apply technologic capabilities to the fullest extent in all cases and with-
out limitation,” it nonetheless erred on the side of intervention, stating, “it is the 
general policy of hospitals to act affirmatively to preserve the life of all patients, 
including patients who suffer from irreversible terminal illness.” The policy thus 
mandated attempts at resuscitation in all patients without a DNR order, creating the 
perverse outcome in which resuscitation became the only medical intervention 
requiring a medical order not to be performed. Increasingly, however, this default 
position is being questioned, even in the lay literature [21].

37.3.4  Popular Perception and the Medical Reality 
of CPR Outcomes

Unfortunately, the majority of the lay public obtain their understanding about CPR 
from popular media, e.g., television, where the outcome of attempted resuscitation 
is far better than in real life. For example, one study found that 75 percent of TV 
patients who receive CPR are alive immediately after, and 67 percent of patients 
survive in the long term [22]. Patients and families tend to have unrealistic expecta-
tions about the utility of CPR relative to their loved one’s goals and functional 
expectations, over-estimating its benefit, and under-estimating its associative mor-
bidity. A recent study of patients and their companions in the emergency department 
waiting area of a tertiary care hospital found the majority of those surveyed esti-
mated that the success rate of CPR was over 75% in all situations [23]. Patients may 
make decisions about their preference for CPR based on incorrect data, and not in 
accord with their goals and preferences [23].
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37.3.5  DNR Orders Should Be Discussed in the Context 
of Goals of Care

Much of the confusion concerning executing DNR orders results from considering 
this decision in isolation (i.e., “I don’t want to die”), rather than as a part of a holistic 
discussion of a patient’s overall goals of care in their particular health circumstances 
(i.e., “I have terminal disease and want to minimize my suffering”). The right that a 
patient has to direct their healthcare decisions stems from the ethical principle and 
legal precedents that honor patient autonomy and the right of persons for self- 
determination respectively.

37.3.6  Self Determination and the Right to Refuse 
Life-Prolonging Treatment

The legal basis for the patient’s right to refuse unwanted medical treatment, and the 
duty for clinicians to provide informed consent, derives, in the US, from an opinion 
by Benjamin Cardozo in 1914, Schloendorff v. Society of New York Hospital: “Every 
human being of adult years and sound mind has a right to determine what shall be 
done with his own body; and a surgeon who performs an operation without his 
patient’s consent commits an assault for which he is liable for damages. This is true 
except in cases of emergency where the patient is unconscious and where it is neces-
sary to operate before consent can be obtained” [24].

The right of patient self-determination in deciding to refuse medical treatment 
was extended in 1976 (the same year as the first hospital policy regarding DNR was 
published [21]) by the New Jersey Supreme Court in the case of Karen Ann Quinlan, 
a 21-year-old woman in a persistent vegetative state. Her father petitioned the court 
to be appointed her guardian so that he could remove her from the ventilator and 
withdraw unwanted life-sustaining medical treatment. In the Matter of Karen Ann 
Quinlan, the court recognized a legal right of privacy permitting a patient (or their 
legal agent) to refuse medical treatment, even if the patient should die as a result [25].

The ethical concept of patient autonomy became further elucidated in 1977 by 
the publication of Principles of Biomedical Ethics by Beauchamp and Childress and 
and The Belmont Report in 1979. The Belmont Report, written by the National 
Commission for the Protection of Human Subjects of Biomedical and Behavioral 
Research, established guidelines for basic ethical principles to protect human sub-
jects in biomedical and behavioral research conducted in the US.  The report 
described the ethical principles of “respect for persons (beneficence, and justice)” 
[26]. They defined “an autonomous person as an individual capable of deliberation 
about personal goals, and of acting under the direction of such deliberation.” They 
further noted that “to repudiate a person’s considered judgments, to deny an indi-
vidual the freedom to act on those considered judgments, or to withhold information 
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necessary to make a considered judgment” showed a lack of respect for a person’s 
autonomy [26].

Beachamp and Childress proposed four principles that guide ethical decision- 
making: autonomy, beneficence, non-maleficence and justice [27]. Although these 
principles are considered to be of equal value, patient autonomy has clearly become 
the predominant consideration. In fact, it has been suggested that the tyranny of 
physician beneficence has been replaced by the tyranny of patient autonomy [28]. It 
is clear that patient goals are critically important in making patient-concordant med-
ical decisions. The role of the patient in providing direction to their healthcare pro-
vider in the form of an advance directive was enshrined in law in the 1990 Patient 
Self-Determination Act [29].

Respect for patient autonomy requires more than solely providing patients (and 
families) with factual information and then leaving decision-making to them with-
out the benefit of expert guidance. As noted by Emanuel and Emanuel [30], this 
approach (which they call the “informative model”) “assumes the patient’s values 
are well-defined and known, and that the clinician’s values, or the clinician’s inter-
pretation of the patient’s values, have no place in medical decision-making”. 
Recognizing that many patients have not thought deeply about their values, or how 
those values might direct their medical decision-making, the Emanuel’s instead 
advocate for a “deliberative model,” where the physician’s role is to assist the patient 
in recognizing and defining goals and values appropriate to their clinical situation, 
and then using those goals and values to help patients reach an appropriate medical 
decision. The surgeon is thus guiding, not coercing, the patient in their development 
of goals and values relative to the information available facilitating healthcare deci-
sions that uphold their values.

37.3.7  When Is Maintaining a Perioperative 
DNR Appropriate?

Before exploring the question of DNR in the OR, it is necessary to understand why 
a patient might choose, or a physician recommend, a DNR order in general. This, of 
course, requires an understanding of the patient’s values and goals of care. It also 
requires acknowledgement that a DNR order does not mean “do not treat” or “do 
not care.” It does mean that, in the event of a cardiac or respiratory arrest, within the 
context of low likelihood of preserved acceptable quality of life there will be no 
attempt at resuscitation, thereby allowing a natural death to proceed. Respect for 
patient autonomy recognizes the patient’s right to refuse unwanted interventions 
that might interfere with a natural death and one that has the potential to be less 
painful, harmful, and more peaceful. Survey data informs us that most patients pre-
fer to die painless peaceful deaths, when possible, at home surrounded by loved 
ones. It is incumbent upon us as surgeons who care for seriously ill patients to pro-
vide guidance in clinical decision making that is best aligned with a patient’s 
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preferences, goals, and values. Cardiac arrest is the final common pathway of any 
dying process. A DNR order should not be interpreted as a patient desiring death or 
that the patient “is giving up”. A DNR order often represents a rational and well- 
reasoned decision based on the acceptance of death and the wish not to prolong the 
dying process. A DNR order is merely the manifestation of this understanding in the 
best of circumstances with a patient who has decision making capacity or their des-
ignated surrogate. It is imperative that when practicing within the ethical principles 
of care that autonomy, beneficence, non-maleficence, and justice be applied at the 
end of life. [31] Unfortunately, in our highly medicalized culture clinicians have not 
done the best job normalizing death as a natural occurrence of life. Our death defy-
ing and denying society makes it difficult for surgeons to engage in preparedness 
planning in a way that is transparent and supportive. With the knowledge that sur-
geons have—namely that an attempt at resuscitation merely prolongs the dying pro-
cess and increases suffering, rather than prolonging a meaningful life (from the 
patient’s perspective), surgeons have an ethical obligation to share their knowledge 
with patients in order to adjust their expectations and find a care plan that honors 
their dignity at the end of life. To avoid transparent discussions that often counter 
what is understood by popular media is inconsistent with the ethical principle of 
beneficence and might be viewed as maleficent. The vast majority of patients who 
die in the hospital do so with an existing DNR order, and review of these cases failed 
to find any ethical objections in those patients [32, 33]. Briefly, there are three situ-
ations in which a DNR decision is appropriate [34]:

• When a patient makes an informed decision to decline CPR
• In those situations where CPR is known to be nonbeneficial
• When the physician and patient (or designated surrogate decision maker) recog-

nize the burdens of CPR would outweigh the benefits.

In order for patients and surrogate decision makers to make patient-centered 
decisions, it is imperative to provide realistic information and paint a picture of the 
best and worst-case scenario so that they can picture themselves on the other end of 
an unsuccessful resuscitation. Breaking bad news is a skill to be developed because 
no one likes to deliver unfavorable information due to the risk of upsetting patients. 
Research tells us that patients prefer honesty and transparency and that honesty and 
transparency promote trust in the patient-physician relationship. Given that most 
patients prefer to be told directly what their prognosis is, surgeons need to learn how 
to articulate specifics about the natural history of a disease, the anticipated outcome 
of CPR, the probability of a successful resuscitative effort, survival to hospital dis-
charge, the morbidity associated with CPR (including anoxic brain injury and blunt 
physical trauma), and the reality of how attempted CPR will impact future quality 
of life. When patients are properly informed about the process of CPR and the 
expected outcomes, many opt out of receiving CPR [35].

A not so infrequent ethical dilemma that arises in surgical practice is the tension 
when surgeons articulate that CPR is likely to be nonbeneficial but the patient or 

M. Shapiro et al.



529

their designated surrogate decision maker disagrees and insists on being resusci-
tated. In this scenario it has been suggested that a sham attempt at resuscitation may 
actually be beneficial for the patient and family by providing “symbolic comfort”, 
even when likely to fail, or even cause harm to the patient [36]. One author has sug-
gested that it is appropriate to perform CPR on a patient who “might already be 
dead” for the psychological benefit of the grieving family [37], though this has been 
widely criticized [38].

37.4  Perioperative DNR Orders Still Elicit Tension Despite 
Clear Professional Guidelines

37.4.1  Society Guidelines and Position Statements

The issue of DNR orders during anesthesia for surgery was first raised by Truog in 
1991 [39]. He noted at that time that few, if any, hospitals had specific policies 
regarding DNR orders in the OR; those few that did required automatic suspension 
of the patient’s DNR order. There are several reasons why suspension of a DNR 
order might be appropriate during anesthesia; these include the inherent risk of 
induction of anesthesia, which often necessitates interventions associated with 
resuscitation (intubation, paralytics, inotropic medications). It then becomes impor-
tant to define the meaning of DNR—does it mean only no chest compressions or 
defibrillation? Herein lies the confusion implicit in where “maintaining homeosta-
sis” in a critically ill patient ends and “resuscitation” begins. Secondly, witnessed 
cardiac arrests occurring during an intervention are more easily reversed, with better 
survival than those occurring on the ward [40]. Finally, Truog noted that the pres-
ence of a DNR order might alter the anesthetic approach used, providing less than 
optimal anesthesia in an attempt to maintain stability. For all these reasons, Truog 
concluded that it may be appropriate to suspend a DNR order in the peri-operative 
period, but that rigid policies regarding the management of DNR orders would be 
contrary to the concept of patient autonomy.

From an ethical perspective, then, to honor patient autonomy would call into 
question automatic suspension of a pre-existing DNR order unless that decision was 
shared by the patient. For the patient who desires to proceed with surgery in which 
an alternative form of anesthesia is not possible, unilateral clinician suspension of a 
pre-existing DNR would be paternalistic, potentially coercive, and not necessarily 
aligned with patient centered care.

The first official professional society statement focused on the issue of periop-
erative DNR followed Truog’s sentinel paper. The American Society of 
Anesthesiologists (ASA) first issued in 1993 ethical guidelines for perioperative 
DNR orders. This statement was updated and revised in 2018 [41]. Similarly, pro-
fessional society statements on perioperative DNR were published by the American 
College of Surgeons (ACS) [42] and the Association of periOperative

37 Peri-Operative DNR: An Ethical Dilemma



530

Registered Nurses (AORN) [43]. These professional society statements collec-
tively represent a consensual guideline that mandatory suspension of a DNR order 
perioperatively is unethical. Furthermore, each statement reinforces the ethical 
requirement proposed by Cohen and Cohen for principal clinicians to have a 
required reconsideration discussion with the patient or their surrogate decision 
maker [44]. This ethical responsibility usually lies with the attending surgeon and 
anesthesiologist, preferably as a team at the same time to explain issues related to 
the administration of anesthesia and the proposed procedure, and to clarify the 
patient’s wishes regarding the DNR order perioperatively. The patient or their sur-
rogate decision maker would then have the opportunity to suspend the DNR order, 
maintain the DNR order, or provide details of their preferences regarding specific 
aspects of and reasons for resuscitation (e.g., if extubation is not possible withdraw 
life-sustaining medical treatment, or if cardiac arrest caused by an easily remediable 
problem, please attempt resuscitation; otherwise, please do not attempt resuscita-
tion). Integral to the preoperative DNR decision for suspension is the duration for 
which the suspension will last. The required reconsideration discussion must include 
the patient’s preferences for how long they would want to be subjected to resuscita-
tive efforts and life-sustaining medical therapy during the postoperative period. In 
most cases, the suspension would extend through the post-anesthesia care unit 
(PACU). However, for some patients who recover in the intensive care unit due to 
prolonged mechanical ventilation the duration of life support might last longer 
whether intended or unintended [45] which is why a discussion about expectations, 
goals, values and preferences is critical preoperatively. Understanding that said 
expectations, goals, values and preferences may change over time, this discussion or 
series of discussions must then be clearly documented in the patient’s electronic 
medical record, so that all members of the treatment team are informed of the 
parameters of patient centered care. Not all treatment team members will necessar-
ily feel comfortable with a perioperative DNR order, it is therefore important to 
recognize and plan for the potential that members of the treatment team might need 
to be replaced due to a moral, ethical, or conscientious objection. Such individuals 
must be permitted to withdraw from their involvement in the case without penalty 
and be replaced with an alternate equally qualified team member [41, 42, 43].

Despite uniform agreement among the key operative professional societies since 
the early 1990s, almost 30 years ago, adopting these professional society position 
statements encouraging a “required reconsideration” discussion has been slow to 
permeate clinical practice. Anesthesia residency programs surveyed between 1991 
and 1997, with subsequent follow-up, noted the percentage that had DNR policies, 
and mandated suspension, dropped from 81% to 26% [46]. A significant number of 
those still with mandated suspension had not revised their policies following the 
ASA 1993 Ethical Guidelines [41].

Unfortunately, even today it is not uncommon for surgeons to be approached by 
OR nursing or anesthesia staff about a DNR order with the expectation that it would 
be automatically suspended before the patient goes to the OR, even in hospitals that 
have perioperative DNR policies to the contrary. Further, many surgical trainees and 
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surgeons believe the required pre-operative conversation exists merely to inform the 
patient they need to suspend their DNR.

In a 2013 study of patient and doctor attitudes, the patient response rate was 84% 
and 92% of the patients believed a discussion about perioperative resuscitation 
plans should occur between the doctor and the patient [47]. Over half of the patients 
(57%) agreed that pre-existing DNR requests should be suspended while undergo-
ing a surgical procedure with anesthesia. The response rate for anesthesiologists and 
surgeons was 53% and 22% respectively. Thirty percent of respondents believed 
that DNR orders should be automatically suspended intraoperatively. Fifty-two per-
cent disagreed with that practice while 17% were unsure. Anesthesiologists (18%) 
were significantly less likely to unilaterally suspend DNR orders than surgeons 
(38%). In a scenario-based assessment, 54% of doctors were unlikely to follow the 
patient’s DNR request, while 28% were likely to comply and 18% were unsure. 
After completing a general question assessment regarding perioperative DNR, over 
half (55%) agreed that DNR requests were illogical during surgical procedures 
(anesthesiologists 54% surgeons 75%). Half of all doctor respondents agreed with 
the statement that intraoperative DNR orders should be respected because resuscita-
tive issues are based on a patient’s value system rather than doctor preferences. 
What survey data has revealed over time beginning before perioperative DNR 
guidelines until the present is that anesthesiologists have changed their attitudes and 
beliefs more dramatically in favor of patient autonomy than have surgeons despite 
very similar professional society guidelines [48].

As the frequency of perioperative DNR scenarios increases, we must integrate an 
ethical and palliative care approach to cases like Mr. P’s. An intentional exploration 
of how attempted resuscitation during perioperative care may, or may not, comport 
with the patient’s values and goals of care is essential [49]. By collaborating with all 
treatment team members, confusion, frustration and moral distress can be prevented. 
Similarly, from a clinical medical ethics perspective, surgeons should respect the 
dignity and autonomy of patients and honor the right of the patient with decision 
making capacity to choose among treatments, including those that may or may not 
prolong life [49].

37.4.2  Integrating Required Reconsideration into Ethical 
Surgical Practice

How then, does one ascertain the patient’s goals of care, and apply them to the ques-
tion of DNR in the operating room? Although patient autonomy may be the princi-
pal driver of this process, goals must be medically realistic, balancing beneficence, 
non-maleficence and justice. Further, while patients may refuse unwanted interven-
tions, they do not have the right to insist on medically unindicated procedures. 
Surgeons are not obligated to offer patients unindicated and nonbeneficial treatment 
and should refuse inappropriate requests [49].
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There is an extensive literature describing how to conduct a structured goals of 
care discussion [50–52], which is beyond the scope of this discussion.

As noted previously, helping patients define their values and express their goals 
of care requires an exploration [53], and often assistance in their recognition of their 
values and care preferences [30]. For some patients, this may be a preference to 
extend life, regardless of perceived quality or prolonged suffering. Other patients 
may value cognitive ability, or avoidance of suffering. For some patients, these are 
issues they may not have previously considered in depth, or even actively avoided. 
A nuanced understanding of the patient’s values will allow the surgeon and anesthe-
siologist to have a meaningful discussion of appropriate perioperative interventions 
and ultimately identify the primary goals of care from the patient’s perspective so 
that the surgeon’s care can achieve the patient’s objectives [49]. Ideally, these dis-
cussions should be held with the patient’s support system present, so they can also 
listen to the patient and understand the issues of importance, always taking into 
account cultural norms and preferences.

All too often, the approach to interventions in the ICU and operating room have 
been “procedure-directed,” using a checklist approach to which procedures (e.g., 
intubation, chest-compression, defibrillation) may be used [46]. Such an approach 
is simple, particularly with frequent hand-offs between clinicians, and does not 
require a real understanding of the patient’s values and goals. A “goal-directed” 
approach, on the other hand, while requiring a more detailed and thoughtful discus-
sion with the patient, permits the care team to tailor their response to the preferences 
of the patient in any particular situation [46, 54]. Thus, for a patient who values 
cognitive ability over all else, the OR team might treat a quickly reversible cause of 
cardiac arrest, while recognizing that extended resuscitation efforts are not compat-
ible with the patient’s wishes. Those treatment decisions would be different if the 
team understood the patient valued life over all other considerations, or, at the other 
extreme, considered their current life conditions intolerable.

37.5  Case Conclusion

How, then, might one structure an appropriate goals of care discussion for Mr. P? 
The discussion needs to occur with enough time to allow for reflection—in the OR 
holding area there is not enough time nor is the location appropriate. Ideally, one 
would like the principal members of the operative team, the attending surgeon and 
anesthesiologist responsible for the care of the patient, to be present together during 
this required reconsideration discussion. Other important contributors may include 
the patient’s primary nurse, and members of the palliative care team including pas-
toral care, if the patient desires that. Mr. P’s family, or at least his healthcare surro-
gate decision maker, should also be present. If all relevant members of the team 
cannot meet together, there must be a mechanism to communicate the discussion to 
those not present, but it is preferable for all team members to provide information, 
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and to hear the same thing from the patient together. The goal is to come to an 
understanding of the patient’s values, not to impose values on them.

When the meeting was held with Mr. P, he noted that his quality of life was cur-
rently acceptable, but he also came to recognize that he was going to die from his 
cancer and accepted that. He was concerned that later in his disease process he may 
have a great deal of discomfort, which he would like to avoid. Thus, should he suffer 
an intra-operative arrest, he does not want attempts at resuscitation to bring him 
back only to confront more suffering in the future. It was explained to him that car-
diopulmonary arrests in the OR are often more easily reversed than elsewhere, and 
the palliative care team explained options for pain control, should pain become a 
burdensome symptom in the future. After carefully considering all the information 
provided, Mr. P elected to maintain his DNR status throughout the perioperative 
period. His fracture was repaired without incident, and he was discharged to a reha-
bilitation facility in a timely manner.

37.6  Concluding Remarks

CPR is merely one intervention of many designed to help patients to achieve their 
goals of care. It is not appropriately viewed as a stand-alone, yes or no decision, but 
is more usefully discussed in the context of the patient’s overall values and goals of 
care. A DNR order in the perioperative period is a unique circumstance, given the 
effects of anesthetic agents, surgical interventions and continuous monitoring, and 
thus requires a separate discussion called Required Reconsideration [44, 55]. 
Important concepts include advocating for patient autonomy in making a well-
informed shared decision with the treatment team, maximizing beneficence, as 
viewed by both the patient and their caregivers, and minimizing the opportunity for 
confusion, misunderstanding and maleficent care improving patient satisfaction and 
reducing adverse outcomes. It is also important to recognize disabilities, language 
barriers, cultural preferences, and health equity in goals of care discussions again 
honoring the ethical principles of autonomy, beneficence, non-maleficence and 
justice.
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• Cohen CB, Cohen PJ. Required Reconsideration of ‘Do-not-resuscitate’ Orders 
in the Operating Room and Certain Other Treatments. Law Med Health Care. 
1992;20 [4]:354–363. doi:https://doi.org/10.1111/j.1748- 720x.1992.tb01216.x

 – The authors established “required reconsideration” as the optimal mechanism 
for respecting patient autonomy while enabling the provision of invasive or 
high-risk procedures.
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• American Society of Anesthesiologists. Committee on Ethics. Ethical Guide-
lines for the anesthesia care of patients with do-not-resuscitate (DNR) orders or 
other directives that limit treatment. Approved by the ASA House of Delegates, 
reaffirmed October 17, 2018. Accessed January 21, 2021. https://www.asahq.
org/standards- and- guidelines/ethical- guidelines- for- the- anesthesia- care- of- 
patients- with- do- not- resuscitate- orders- or- other- directives- that- limit- treatment

• American College of Surgeons. Committee on Ethics. Statement of the American 
College of Surgeons on advance directives by patients: ‘do not resuscitate’ in the 
operating room. 2014. Accessed January 21, 2021. https://www.facs.org/about- 
acs/statements/19- advance- directives

• Association of periOperative Registered Nurses. Perioperative care of patients 
with do-not-resuscitate (DNR) orders. 1994. Accessed April 26, 2021. https://
www.aorn.org/guidelines/clinical- resources/position- statements

 – These three references demonstrate important alignment between the profes-
sional societies representing surgeons, anesthesiologists, and perioperative 
nurses and their unanimity that the automatic suspension of DNR orders is 
unethical. Required reconsideration of advance directives should be consid-
ered the standard of care.
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Chapter 38
Goals of Care with Palliative Surgery

Shuddhadeb Ray , Douglas Brown, and Piroska Kopar 

Abstract Almost all surgical procedures have a palliative component to them in 
that they aim to relieve symptoms of some disease process or injury. Some patients 
who have life-threatening illnesses or are at the end of their lives may still benefit 
from surgical procedures, even if the goal of the therapy is not curative. In this chap-
ter, we explore the reasoning prerequisite to offering palliative surgical procedures. 
The surgeon, the patient, and/or the patient’s surrogate may be confused about the 
goals of care for palliative surgical therapy. The patient’s goals of care may change 
as the disease progresses and curative management may transition into palliative 
management. It is important to explore goals of care at pivotal decision points with 
the patient, family members, and friends in a multidisciplinary care setting that ide-
ally includes the patient’s primary care physician, relevant specialists, critical care 
team, and surgeon in order to fully explore all palliative options and set realistic 
goals and expectations in line with the patient’s wishes and values prior to offering 
palliative surgical therapy.
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Search Strategy
Medline, EMBASE, and Google Scholar were searched without filters or lan-
guage restrictions from inception to July 10th, 2020, using a combination of 
the terms: palliative care, palliative surgery, palliative goals of care, palliative 
surgery ethics. 10,369 articles were found in this manner and 40 were screened 
manually based on relevance to ethics and palliative surgery, and fourteen 
were chosen as references for this chapter due to relevance.

Case continued
The now 76-year-old patient, after his successful prior colon cancer resection, 
on surveillance imaging, is noted to have a recurrence of a mass at his prior 
colon resection site. Repeat colonoscopy and biopsy confirms recurrence of 
colon cancer. Further work-up and cancer staging show no signs of metastatic 
disease and he is prepared for another operation for possible resection of this 
local recurrence. At operation, however, small nodules are found throughout 
the peritoneal cavity without the presence of ascites. Biopsy confirms meta-
static disease. The operation is stopped, and the patient is referred for pallia-
tive chemotherapy.

Case
A 74-year-old male presents to his primary care doctor with abdominal dis-
comfort and unintentional weight loss. Further work-up reveals intermittent 
blood in his stools. He is referred to gastroenterology. Upper and lower endos-
copy is performed and reveals a 3-centimeter mass in his transverse colon that 
is biopsied and found to be adenocarcinoma. Imaging shows that the tumor 
has grown through the wall of the colon but staging shows that the patient 
does not have any evidence of metastatic disease or involved lymph nodes. 
The patient is referred to a colorectal surgeon who discusses surgical options 
with the patient. The patient undergoes a partial colectomy with accompany-
ing lymph node dissection and does well post-operatively without the need for 
adjuvant therapy.

S. Ray et al.
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Table 38.1 Statement of principle of palliative care, American College of Surgeons [5]

Statement of principles of palliative care
1. Respect the dignity and autonomy of patients, patients’ surrogates, and caregivers.
2.  Honor the right of the competent patient or surrogate to choose among treatments, including 

those that may or may not prolong life.
3. Communicate effectively and empathically with patients, their families, and caregivers.
4.  Identify the primary goals of care from the patient’s perspective, and address how the 

surgeon’s care can achieve the patient’s objectives.
5. Strive to alleviate pain and other burdensome physical and nonphysical symptoms.
6.  Recognize, assess, discuss, and offer access to services for psychological, social, and 

spiritual issues.
7.  Provide access to therapeutic support, encompassing the spectrum from life-prolonging 

treatments through hospice care, when they can realistically be expected to improve the 
quality of life as perceived by the patient.

8.  Recognize the physician’s responsibility to discourage treatments that are unlikely to achieve 
the patient’s goals, and encourage patients and families to consider hospice care when the 
prognosis for survival is likely to be less than a half-year.

9.  Arrange for continuity of care by the patient’s primary and/or specialist physician, alleviating 
the sense of abandonment patients may feel when “curative” therapies are no longer useful.

10.  Maintain a collegial and supportive attitude toward others entrusted with care of the 
patient.

38.1  Introduction

Medical and surgical care should strive to address issues beyond the physiologic 
state of the disease process being treated. Patients who have advanced illness, par-
ticularly cancer diagnoses, often suffer from poor symptom control and struggle 
with medical decision-making. Patients’ families may also suffer physically, men-
tally, and even economically [1]. Attention to palliative care in the United States has 
increased following the publishing of an Institute of Medicine Report in 1997 that 
evaluated challenges associated with end of life care [2]. Palliative care is described 
by the World Health Organization as “an approach that improves the quality of life 
of patients and their families facing the problems associated with life-threatening 
illness, through the prevention and relief of suffering by means of early identification 
and impeccable assessment and treatment of pain and other problems, physical, psy-
chosocial, and spiritual” [3]. By extension, palliative surgery focuses on using surgi-
cal procedures as a part of the management plan to reach palliative goals. The goal 
of palliative surgery is not to cure an ailment, but to ease suffering, including but not 
limited to when patients are at life’s end or are facing a life- threatening illness.

Recently, the role of the surgeon has become more prominent in the palliative 
care process. The American College of Surgeons (ACS) has defined palliative sur-
gery as “surgical procedures used with the primary intention of improving quality 
of life or relieving symptoms caused by an advanced disease” [4] and the ACS 
published a statement of principles of palliative care for its membership (see 
Table 38.1) [5].

38 Goals of Care with Palliative Surgery
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The case scenario presented above represents initially treating the patient surgi-
cally with a curative intent. It is important to remember that all surgical care has a 
palliative intent embedded within its care goals. Some part of all surgical care 
focuses on minimizing symptomatology and suffering. The patient in the scenario 
above may find relief from his abdominal discomfort, so his symptoms are palliated, 
and while he does face a possible life-threatening illness, the goal of his initial sur-
gical care is to cure him of his disease and restore him to his prior quality of life. For 
the purposes of this chapter, we will focus more on how to approach goals of care 
when the outcome of surgical interventions aim to palliate patient symptoms when 
there are no surgical options for curing them of a disease.

38.2  What Palliative Surgery Is and Is Not

The second surgery in the case scenario above illustrates a common misconception 
among surgeons regarding palliative surgery. Surgery with a curative intent in which 
a tumor is not fully resected, leaving behind residual tumor, is not palliative surgery. 
A majority of surgical oncologists responding to a 2002 Society of Surgical 
Oncology survey reflected this mistaken view of ‘palliative surgery’. The survey 
responses revealed that many surgeons equate palliative surgery with non-curative 
surgery [6].

The patient in the case scenario above had a surgical procedure that may be 
described as non-curative surgery in that his disease process, colon cancer, could 
not be cured with his planned surgery. However, he was not palliated of any specific 
symptoms. It is also important to distinguish palliative surgery from palliative care 
for surgical patients, which describes attaining the goals of palliative care for 
patients after they have had surgery but do not need another operation.

Many surgical procedures are considered palliative in that they aid in treating the 
symptoms of patients at the end of their lives or with life-threatening illnesses. The 
most common surgical palliation occurs in the care of patients with cancer. Palliative 
surgical procedures are now routinely included among the therapies offered at com-
prehensive cancer centers. At one tertiary cancer center, 12.5% of surgical cases 
could be classified as palliative procedures [7]. In cancer care, surgical procedures 
may be helpful for cancer-associated pain, bleeding from tumors, obstructions such 
as intestinal obstructions, and malignant fluid re-accumulations. Specific examples 
of palliative procedures for cancer patients include:

palliative tumor resection to address bleeding or obstruction such as an obstruct-
ing or bleeding gastric cancer

drainage of fluid accumulation as can be seen in metastatic disease to the pleural 
spaces from a number of cancers, which can also be treated with pleurodesis or 
placement of an indwelling pleural catheter that can be intermittently drained to aid 
respiration

intestinal bypass operations to aid obstructions from gastrointestinal malignan-
cies including colon caner
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cancers amenable to debulking procedures where tumor burden is relieved, 
which may help symptomatology but does not cure the cancer itself (e.g., therapy 
for unresectable malignant mesothelioma, multiorgan colorectal cancer metastases, 
and certain cases of peritoneal carcinomatosis)

38.3  Ethical Framework

Multiple care teams are seeing the patient in the above scenario who has a malignant 
bowel obstruction and is now admitted to the hospital for further management. How 
is the patient encouraged to trust the care team? The answer lies with each of the 

Case continued
Our 76-year-old patient with metastatic colon cancer, while undergoing pal-
liative chemotherapy, presents to the emergency room with nausea, vomiting, 
and increasing abdominal pain and distension. He notes he has not had a 
bowel movement in 3 days. Cross-sectional imaging shows distended loops of 
small bowel and mesenteric nodularity likely to be metastatic disease through-
out the peritoneal cavity. There is no ascites, and a single transition point is 
identified with distal small bowel decompression. He is diagnosed with a 
malignant bowel obstruction and admitted to the hospital. A nasogastric tube 
is placed for gastrointestinal decompression and combined with anti-emetics 
to relieve the patient’s nausea. The surgeon is consulted to evaluate the patient 
for possible surgery to relieve his small bowel obstruction. The patient wants 
to know what his quality of life will be after surgery.

The patient has now presented with a life-threatening complication, quite 
possibly near the end of his life, with a surgical problem that is difficult to 
manage. Malignant bowel obstruction represents a particularly problematic 
decision in that surgery may be able to relieve the patient’s obstruction, but 
then the patient may be confined to care in the hospital for his post-operative 
care and exhaust many of the few remaining weeks he has to survive. These 
patients are also often poor candidates for surgery due to malnutrition and 
deconditioning associated with their gastrointestinal malignancy [8]. This 
scenario illustrates a common ethical dilemma that must be addressed in a 
timely fashion by the care team. In current medicine, these patients may be 
admitted to an oncology service. Additionally, if they are particularly ill, they 
may be admitted to the intensive care unit with a team of critical care special-
ists managing their care. Due to advanced illness, a palliative care physician 
may be consulted to help manage the patient’s symptoms and goals of care. 
The surgeon is added to this multidisciplinary care team, a hallmark of mod-
ern medicine, in which physicians and healthcare professionals from multiple 
fields must coordinate and effectively communicate their care plans to pro-
vide the best possible care for the patient.
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pillars of clinical ethics (see Table 38.2), i.e., beneficence, non-maleficence, self- 
determination or autonomy, and fairness or justice. The medical team aims to make 
a positive valued difference in the patient’s wellbeing (beneficence) while being 
careful to avoid harming the patient (non-maleficence), honor the patient’s wishes 
in accordance with their values (autonomy), be free of bias, and good stewards of 
medical resources (justice or fairness). In addition, the medical and surgical teams 
must effectively and professionally communicate amongst themselves, and with the 
patient. The patient must have sufficient time to clarify his preferences, ask ques-
tions, and reconsider the focus of care as new information arises or management 
plans change.

This trust is difficult to establish and fragile. Most patients requiring evaluation 
for a palliative surgical procedure have a life-threatening condition or are at the end 
of their lives. They represent a vulnerable patient population, and their families are 
also vulnerable due to significant stresses on both the patient and family that may be 
physical, psychological, social, or even economic in nature. These stresses may 
significantly strain effective communication between the patient and his family, and 
also with the care team.

The surgeon must weigh a duty to benefit the patient without causing avoidable 
harm. Surgeons have historically been stereotyped as authoritative and paternalistic, 
thereby prone to undermine the patient’s and the patient’s families’ autonomy [4]. 
From a more pragmatic standpoint, the array of surgeries available to the surgeon to 
help aid the patient can be the source of distrust. Palliative surgical procedures are 
some of the least studied in the surgical profession. There is scant medical evidence 
that demonstrates support for many such procedures even though they may theoreti-
cally be expected to help alleviate patient symptoms. Thus, palliative procedures are 
often offered to patients based on the discretion of the surgeon or the palliative care 
team, creating significant variance in what is offered to patients. This complexity 

Table 38.2 Core ethical principles and the goals of surgery

Ethical responsibility Curative/Restorative surgery Palliative surgery

To avoid additional 
harm to the patient 
(i.e., non-maleficence)

Prevent post-operative 
complications, pain, or functional 
debility and allow restoration of 
quality of life acceptable to the 
patient

Prevent post-operative 
complications, and prevent further 
pain or debility brought on by the 
patient’s advanced or terminal 
disease process

To deliver benefit to 
the patient (i.e., 
beneficence)

A recovery of quality of life 
acceptable to the patient results 
from a successful surgical 
intervention.

Pain/suffering no longer undermine 
the patient’s quality of life (or 
dying) after a successful surgical 
intervention.

To respect the 
patient’s goals (i.e., 
patient 
self-determination)

The patient is discharged with a 
feasible return to pre-operative 
quality of life after a successful 
surgical intervention.

Pain/suffering no longer keep the 
patient from experiencing a desired 
quality of life (or dying) after a 
successful surgical intervention.

To protect the patient 
from bias (i.e., 
fairness or justice)

The patient’s demographics do 
not alter the outcome after a 
successful surgical intervention.

The patient’s demographics do not 
alter the outcome after a successful 
surgical intervention.
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may be further compounded by the care providers’ lack of familiarity with existing 
procedures that may help palliate the patient. Palliative surgeries aid the patient’s 
quality of life and relieve suffering. In some cases, the palliative goal is not achieved, 
in which case further harm may have been done to that patient. This uncertainty may 
account for some of the variability in what may or may not be offered to patients in 
terms of palliative surgical procedures. The potential for miscommunication when 
multiple medical teams and family members are involved in decision-making for a 
patient’s clinical care is obvious. Palliative care discussions are additionally chal-
lenging when the patient, family, or even care givers insist that they want to “do 
everything”. This appeal has different connotations that can lead to significant con-
fusion about the patient’s goals of care.

Goals of care may be curative, rehabilitative, life-prolonging, or comfort focused 
[9]. In this regard, there should be ongoing goals-of-care discussions for all medical 
and surgical therapies. The point of these patient-centered discussions is to establish 
the patient’s healthcare preferences so that their management remains consistent 
with their values, with help from family or surrogate decision makers. All surgical 
procedures that are not emergent are preceded by a discussion with the patient or 
family/surrogate decision-maker about the risks and benefits of the procedure in an 
informed consent process. This discussion presents an opportunity for clarification 
of the patient’s goals of care and has the additional benefit of involving all of the 
same stakeholders in the overall care of the patient including the patient, their fam-
ily or surrogate decision-maker, the primary care team, the palliative care team, and 
the surgical team. Medicine necessitates collaboration among these complex, multi- 
disciplinary care teams. For a patient being evaluated for palliative surgery, man-
agement often involves a service such as hospital medicine taking primary care of 
the patient, with a palliative care service assisting to make recommendations, and 
with the possible addition of a surgical service to address surgical palliation. It is 
particularly important that the surgeon approach the patient with a plan in coordina-
tion with these other care services to offer therapy that is clear and in line with the 
patient’s values.

38.4  Discussion: Ethical Analysis

The priority of palliative surgery is to reduce pain and suffering. When a consult is 
sought for a palliative surgical procedure, the most important factor patients con-
sider is the physical impact of uncontrolled symptoms [7]. Secondary decision-
altering factors include the social impact of symptoms and maintaining hope. 
Treatments that in the care team’s best professional judgment will not have a rea-
sonable chance of benefiting the patient and will serve only to prolong the dying 
process or place undue burden on the patient should not be offered, initiated, or 
continued. Pain and suffering are of course not isolated to the patient. The patient’s 
family and friends often report significant distress linked to the uncertainty of the 
patient’s clinical situation and prognosis.
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It is difficult to establish outcome measures by which to define success in pallia-
tive surgery. Unlike outcomes measured for curative surgery (e.g., survival or event- 
free or cancer-free survival), only the patient or patient’s family can finally determine 
the benefit of palliative surgery. Complications after palliative surgeries are com-
mon though not numerically defined for all palliative procedures. These complica-
tions can significantly limit the palliative effect of the surgery. For cancer patients, 
a significant postoperative complication following a palliative procedure dimin-
ished the chances of symptom resolution to just 17% in a study of 59 patients who 
underwent palliative surgery for advanced malignancies [10]. While there is no 
standardized or validated tool to measure outcomes in palliative surgery, there are a 
few measures currently being used to predict procedural success e.g., the absence of 
post-operative complications, and the need for prolonged hospitalization. One tool 
that is favorably reviewed is the Palliative Surgery Outcome Score (PSOS). The 
PSOS calculates the number of symptom-free, non-hospitalized days as a fraction 
of the number of post-operative life days (up to 180 days). Both patients and their 
families have identified a PSOS value of 0.7 as an acceptable positive outcome [11]. 
This score can be applied to any palliative surgery situation, but the validating study 
was completed for patients with advanced malignancies. As focus and research on 
palliative surgery grows, additional tools for reliably and meaningfully measuring 
outcomes of palliative surgery should emerge.

Prior to any surgical procedure, the surgeon and patient exchange information 
and preferences in an informed consent process. This process can be particularly 
complicated prior to palliative procedures. While the details of the informed consent 
process may vary based on the medical society or group defining the critical steps, 
most standards include the core elements of: competence and voluntariness of the 
patient, disclosure of procedural risks and assessment of patient understanding, and 
a decision or authorization for the procedure to continue [12]. Since the outcomes 
of palliative procedures remain poorly measured, discussions with patients and 
families about procedural outcomes often lack medical evidence. Patients requiring 
palliative surgery are more likely to lack decisional capacity due to their advanced 
illness. If a patient lacks decisional capacity, an appropriate surrogate (usually but 
not necessarily a close family member) should assist in the decision making (1) ide-
ally/preferably by representing the patient’s known values and goals or (2) if such 
are not known, then by promoting the patient’s best interests. However, the care 
team is not obligated to adhere to a surrogate’s input if the surrogate seems to lack 
decisional capacity or their decision seems to be contradictory to the patient’s 
expressed values or goals (see Chap. 39). In such circumstances, utilizing Social 
Services, Spiritual Care (see Chap. 19), the Ethics Committee, and/or Risk 
Management is strongly encouraged. If no other options exist, the hospital may 
pursue action through the courts to establish a guardian for the patient. In the case 
of suspected patient abuse or neglect, the appropriate administrative agency should 
be notified. The informed consent process provides an opportunity to review and 
further discuss goals of care for the patient’s disease process as a whole and advance 
directives, beyond just the surgical procedure.

In reviewing goals of care for a patient being assessed for palliative surgery, 
clarifying what is medically and surgically feasible becomes particularly important. 
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Patients and their families may see the involvement of a surgeon as new hope for 
cure or improved chances of survival. Surgeons may be concerned that being frank 
will risk taking hope away from the patient and family. A survey of physicians about 
palliative surgery in patients with advanced cancer found that the greatest ethical 
dilemma for surgeons was providing patients and their families with honest infor-
mation without destroying hope [13]. Ethically skilled care team members are pre-
pared to move discussions with patients or surrogates toward consensus regarding 
the patient’s outcome/discharge expectations. A patient’s expectations may be res-
toration to preadmission functional status, relief from pain and suffering, survival 
regardless of quality of life, or survival long enough for desired closure. Quality of 
life outcomes that may be unacceptable to a patient include being permanently 
unconscious, being permanently unable to remember or make decisions or recog-
nize loved ones, being permanently bedridden and dependent on others for activities 
of daily living, being permanently dependent on hemodialysis, or being perma-
nently dependent on artificial nutrition and/or hydration. A ‘Goals of Care—
Communication Template’ (see Table 38.3) can help frame/guide this discussion [14].

The focus of care for most patients is to restore the patient to a level of function 
compatible with the patient’s expectations, with all appropriate therapies being initi-
ated and continued. Not all patients who are assessed for palliative surgery will ben-
efit from a procedure. If the care team concludes that the desired restoration cannot 
be achieved with surgical palliation, further discussion with the patient and family 
members is needed in order to reconsider the expectations for the hospitalization. 
Based on this discussion, current management may not be escalated, additional inter-
ventions may not be introduced, and current life-sustaining treatments may be dis-
continued so as not to place undue burden on the patient. Regardless of the patient’s 
suitability as a surgical candidate, the duty of the care team is to further discuss goals 
of care (see Chap. 7) and expectations as the situation changes with gradations of 
palliation. It is important to remember that the surgeon is not merely a technician, but 
a member of the multidisciplinary care team that must address the patient’s needs 
whether a surgical procedure is planned or not. In some cases, the focus of care 
should shift to concentration on the patient’s comfort during the dying process.

Case Closure
Our 76-year-old patient with metastases and malignant bowel obstruction is 
seen by the surgeon and discusses the case with the multidisciplinary health 
care team. The surgeon offers exploratory laparotomy and possible small 
bowel resection, bypass, or diversion for relief of his obstruction as cross- 
sectional imaging shows a single transition point. He emphasizes that while 
the patient’s symptoms may be relieved if the surgery is successful, there is an 
approximate 50% chance of recurrence of his obstruction in the coming 
month, and the surgeon quotes him a 25–30% risk of mortality in the same 
time frame. After deliberation with his family, and due to his advanced symp-
toms, the patient decides to undergo surgery. During surgery, the patient’s 
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small bowel obstruction is treated with short-segment small bowel resection 
and primary anastomosis. The patient recovers in the following week, has 
minor drainage from his surgical wound, is able to restart per oral intake, and 
is discharged home with opioids for pain control.

Approximately five weeks later, he presents once again to the hospital with 
another small bowel obstruction. His symptoms are partially relieved with 
insertion of a nasogastric tube. The palliative care team sees him once again 
along with the surgeon. The surgeon this time does not recommend redo sur-
gery because it is unlikely to help him symptomatically and is even a higher 
risk than the first time around. The patient and his family are thankful for the 
past month he was able to spend with them, but now they decide to forego any 
further invasive interventions. The medical care team controls his symptoms 
with a combination of nasogastric drainage, anti-emetics, pain medications, 
and anti-secretory agents. He goes home with hospice care where he passes 
away approximately one week later.

Table 38.3 Goals of Care—Communication Template [14]

PART A: Document Goals of Care
Based upon comprehensive discussion between the patient ___________ (or surrogate) and the 
treating physician, the following explanation best describes the patient’s current goals of care: 
_________________________________________________________________________
_____________________________________________________________________________

EXAMPLES include but are not limited to: “return to prior living situation at previous 
functional status” or “return to prior living situation after physical therapy” or “remain in my 
home” or “be free of pain or breathlessness” or “maintain my privacy and dignity” or “be 
able to interact with my loved ones” or “attend my granddaughter’s graduation”.
NOTE: “Do everything” is NOT a goal of care. Ask the patient (or surrogate) what 
‘everything’ is intended to achieve.
NOTE: To set realistic goals, the patient (or surrogate) needs a clear description of what to 
expect.

Discuss and document if the patient wants aggressive life-support measures stopped and wants 
treatment instead to focus on comfort and dignity if any one or combination of the following is 
the most likely outcome:

____ being permanently unconscious (i.e., completely unaware of surroundings with no 
chance of regaining consciousness)
____ being permanently unable to remember, understand, make decisions, recognize loved 
ones, have conversations
____ being permanently bedridden and completely dependent on the assistance of others to 
accomplish daily activities (e.g., eating, bathing, dressing, moving)
____ being permanently dependent on mechanical ventilation
____ being permanently dependent on hemodialysis
____ being permanently dependent on artificial nutrition (tube feedings) and/or intravenous 
hydration for survival
____ death likely to occur within days to weeks and treatments are only prolonging the 
dying process
____ other(specify): _________________________________________________________
___________________
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PART B: Document Focus of Care
Based upon the above understanding of the patient’s goals of care:
◻ The focus of care will be to restore the patient to a level of function compatible with the goals 
outlined above. Specific testing and treatments will be ordered by the patient’s physicians with 
the intent to achieve these goals.
◻ The focus of care will concentrate on the patient’s comfort. Treatments that serve only to 
prolong the process of dying or place undue burden on the patient will not be initiated or 
continued.

PART C: Recommend Resuscitation Status
    1.  Based on the current condition, prognosis and comorbidities, and on weighing likely 

benefits, harms and goals outlined above --
        A.  The treating physician does / does not (circle one) recommend CPR in the event of 

cardiac arrest.
        B.  The treating physician does / does not (circle one) recommend intubation in the event 

of impending respiratory arrest.
        C.  The treating physician at this time cannot make a definitive recommendation(circle) 

regarding CPR or intubation.
    2.  These recommendations have been discussed with the patient (or surrogate) with 

reassurance that if resuscitation is not performed, treatment will be provided with the goal 
of comfort and dignity: Yes / No

    3.  For the patient (or surrogate) who decides to be resuscitated (i.e., Code 1) despite the 
treating physician’s recommendation against such, the treating physician has discussed the 
likely immediate consequences of CPR if successful: Yes / No

    4.  Person with whom to speak if the patient lacks decisional capacity:
Name: _____________________________________________ Relation: _______________ 
Phone Number: ______________

Table 38.3 (continued)

38.5  Conclusion

Palliative surgery continues to grow as an essential component of comprehensive 
palliative care services. The success of a palliative surgical procedure is difficult to 
measure in quantitative terms, leaving the final assessment to the patient or their 
family members. The ethically sound delivery of palliative care including palliative 
surgical procedures requires a multidisciplinary care team that effectively commu-
nicates and delivers procedural options and outcomes aligned with the patient’s 
preferences and values.
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38.6  Selected References

• Dunn GP. Palliating patients who have unresectable colorectal cancer: creating 
the right framework and salient symptom management. Surg Clin. 
2006;86(4):1065–92. https://doi.org/10.1016/j.suc.2006.05.008.

 – The author, a colorectal surgeon and palliative care specialist, describes the 
work-up and palliation of patients with unresectable colorectal cancer. 
Barriers to proper palliation, a comprehensive multidisciplinary approach to 
palliative needs assessment, and different models to deliver palliation are dis-
cussed. How specific symptoms may be addressed, including appropriate sur-
gical therapies and how to assess the needs of the patient’s family are detailed.

• Krouse RS, Nelson RA, Farrell BR, et al. Surgical palliation at a cancer center: 
incidence and outcomes. Arch Surg. 2001;136(7):773–8. https://doi.org/10.1001/
archsurg.136.7.773.

 – This is a retrospective review of surgeries at a NCI-designated comprehensive 
cancer center over a one year period with a one year follow-up. They enumer-
ate the indications, risks, and outcomes of surgical interventions on cancer 
patients. A significant portion of these procedures, 12.5% (240 of 1915), are 
completed with palliative rather than curative intent.

• Hofmann B, Håheim LL, Søreide JA. Ethics of palliative surgery in patients with 
cancer. Br J Surg. 2005;92(7):802–9. https://doi.org/10.1002/bjs.5104.

 – The authors go beyond the clinical decision-making process for patients with 
advanced malignancies that may benefit from palliative surgery and explore 
the moral and ethical challenges these situations present. These challenges are 
analyzed in terms of the core ethical principles describing respect for patient 
autonomy, ‘duty to help’, benevolence, and delivering proper information to 
patients. The lack of a standardized vocabulary and limited clinical evidence 
to guide the discussion about palliative procedures provides additional meth-
odological and moral challenges.

• McCahill LE, Krouse RS, Chu DZJ, et al. Decision making in palliative surgery. 
J Am Coll Surg. 2002;195(3):411–22; discussion 422–3. https://doi.org/10.1016/
s1072- 7515(02)01306- 6.

 – A survey of 110 questions consisting of case vignettes evaluated how sur-
geons selected treatment for symptomatic patients with advanced malignan-
cies and what ethical dilemmas they encounter in the act. The most common 
ethical dilemmas were providing patients with honest information without 
destroying hope and preserving patient choice. The most common barriers 
were referral to surgery by other specialists and limitations imposed by man-
aged care.
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Chapter 39
Ethical Conflicts in Surrogate Decision 
Making

Leah Conant  and Piroska Kopar 

Abstract Once patients are too sick to make healthcare decisions for themselves, 
this task is relegated to their surrogate decision makers. Because of the complexity 
and ever-changing nature of these decisions, it is not surprising that conflicts arise 
between various stakeholders in this process. Furthermore, the variability of state 
law on surrogate decision making may further cloud decision-making, ultimately 
delaying, and sometimes undermining, patient care. This chapter examines the 
nature and causes of conflicts in surrogate decision making, outlines the ethical 
dilemmas embedded therein, and offers an overview of practically useful approaches 
to the resolution of ethically challenging surrogate decision making.
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39.1  Introduction

While the doctor–patient relationship is well established historically, professionally, 
and legally, the relationship of the physician to the patient’s family is less well 
delineated. Surrogate decision makers are asked to exercise substituted judgment 
when making medical decisions for their loved ones based on their intimate knowl-
edge of the sick person’s values. Paradoxically, it is precisely this closeness that 
sometimes creates a conflict of interest and confuses the decision-making process 
(see Table 39.1). It can be psychologically taxing to separate one’s own wishes for 
a loved one from the wishes of the patient (1).

Although under most circumstances the goals of the patient and her family align 
seamlessly, when the patient is no longer able to make decisions for herself, the 
question arises—“What do we, as physicians, owe our patients’ families?” Palliative 
care, as defined by the World Health Organization, aims to provide care for both the 

Table 39.1 Elements of ethics and their application to patients without decision making capacity

Elements 
of Ethics Autonomy Beneficience Nonmaleficence Justice

When 
approached with 
difficult 
decisions, 
surgeons must 
focus on the 
patient’s wishes, 
even when 
family may try to 
convince the 
medical team 
others.

In critically ill 
patients, the 
medical team must 
abstain from futile 
care that will not 
aid in improving 
the patient’s overall 
status and/or 
achieves the 
patient’s goals.

If a surgeon provides 
futile care or care that 
does not align with the 
patient’s values, they 
are in fact inflicting 
harm on the patient. 
Such care should be 
ceased immediately 
upon detection.

Providing all 
patients with the 
highest level of 
care, regardless 
of their 
background, 
especially when 
making difficult 
decisions.

became complicated by a ventilator associated pneumonia and she went into 
acute cardiac failure resulting in multiorgan system dysfunction. Her renal 
function worsened acutely, and she developed liver failure. A family meeting 
was held in which the attending surgeon relayed her own personal conversa-
tion with the patient prior to her intubation, according to which the patient did 
not want to pursue aggressive life prolonging measures. The family present 
included the patient’s elderly mother and daughter-in-law. The patient’s son 
was available by telephone only. Applicable state laws did not specify a hier-
archy for surrogates, but all three involved family members wanted to press 
on with life-prolonging measures despite the physician’s hesitation in offer-
ing them.
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patient and the family (2). Prioritizing both the patient’s and her family’s goals for 
the patient’s care almost inevitably leads to some conflicts. Difficult medical deci-
sions are fraught with stress, guilt, and unease, especially at the end of life and in 
critical conditions (3). Without clear and accessible advanced directives, the concor-
dance between the wishes of patients and the predictions of surrogate decision mak-
ers is estimated at 68% (4). And, even when a patient’s advanced directive is 
available for guidance, literature shows that as their illness evolves, patients tend to 
change their minds about their goals of care. (1, 4)

Amidst such uncertainty and under emotional duress, it is indeed challenging to 
navigate surrogate decision making for both the patient’s family and the medical 
team. An ethical dilemma arises when the wishes of the surrogate decision maker do 
not appear to represent those of the patient. This challenge, in turn, can lead not only 
to a counterproductive tension between the medical team and the surrogate decision 
maker, but may ultimately commit the patient to a fate in direct opposition to her 
goals and values. Management strategies to navigate such conflicts include early 
recognition, frequent and open lines of communication, a multidisciplinary 
approach, and, most importantly, tactful refocusing on the patient’s personal goals 
(see Fig. 39.1) (5).

39.2  Search Strategy

We conducted a search of PubMed and Scopus using the following terms: physician 
patient relations, patient communication, patient conflict, end of life care, major 
medical decision, terminal care, family conflict. Given the significant differences in 
how individual cultures handle end of life care and surrogate decision making, we 
included only articles from the United States and Canada for review. We further 
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narrowed our search by excluding articles written prior to 2000 to obtain currently 
relevant data on clinical practice. In addition, we included relevant articles and book 
chapters for contextual reference. A total of 24 articles were reviewed for this 
chapter.

39.3  Discussion

The World Health Organization defines the palliative care specialty as a “field that 
aims to improve the care of patients and families.” (2) Although the practice of sur-
rogate decision making is not restricted to palliative care, including the family in a 
patient’s medical decisions when the patient cannot speak for herself has intuitive 
appeal. When we, as physicians, commit to caring for two or more closely linked, 
but still separate individuals, the question necessarily arises: in what measure or 
ratio do we prioritize these professed obligations should they ever conflict? To 
address this question, we must have an understanding of the process, accuracy, and 
the dynamics of surrogate decision making before we attempt to evaluate potential 
remedies to resolving such conflicts as described in the literature.

39.3.1  Decisional Capacity

Patients with decisional capacity have an absolute right to refuse any and all medi-
cal treatments. Patients may also request certain treatments whose likely outcomes 
align with their personal values and goals. Although no physician may be coerced 
into providing non-beneficial or futile care, the quality-of-life measures and the 
amount of risk a patient is willing to assume for a projected benefit are highly vari-
able and exceedingly personal. A particular patient, for example, may accept that 
the outcome of a course of treatment may lead to life in a nursing home, whereas for 
another patient such a result might be unacceptable (6).

Decision-making capacity may be assessed by any physician and does not need 
the expertise of a psychiatrist. Such an assessment ascertains the patient’s ability to 
explain any proposed intervention (including risks and benefits) and to demonstrate 
a logical connection between causes and effects. Although medical professionals 
may, at times, disagree with the weight a patient assigns to a treatment option, as 
long as the patient is able to express her own decision in this manner, the patient is 
determined to have decisional capacity for this particular decision. Of note, deci-
sional capacity may vary by the complexity of the decision and a patient’s deci-
sional capacity may also fluctuate depending on her clinical condition (7).
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39.3.2  Surrogate Decision Making

When a patient lacks decisional capacity, the clinical team turns to a surrogate deci-
sion maker for answers. If the patient has a legally executed durable power of attor-
ney for healthcare (DPOAH), then this person should assume the role of decision 
making for the patient for as long as the patient lacks decisional capacity. 
Alternatively, the identity of surrogate decision makers varies legally by state and 
ethically by patient scenario. Several databases exist that list state specific laws on 
the matter, making it imperative that a clinician is familiar with the relevant state 
laws of her practice. In states with no strict surrogate hierarchy, any one person may 
be named the surrogate decision maker who the clinical team judges to be best posi-
tioned to represent the patient’s own wishes. Careful and thorough documentation 
of the reasons for relying on one potential surrogate over another is necessary. The 
surrogate decision maker is asked to exercise substituted judgment, which means 
that he or she should, to the very best of his or her ability and knowledge of the 
patient’s values and goals, make decisions the same way the patient would were she 
able to participate. When substituted judgment is exercised properly, the surrogate 
becomes an extension of the patient’s autonomy. (1, 8)

39.3.3  Complicating Factors in Surrogate Decision Making

Several factors may complicate the surrogate’s decision-making process. First, 
understanding of the patient’s goals and values can be incomplete. While an advance 
directive may exist stating the patient’s preferences and/or the patient may have 
discussed her wishes with her family in great detail, it is unlikely that such a docu-
ment or discussion had addressed all possible situations (9). In addition, data show 
that as patients’ conditions decline, they tend to accept a quality of life previously 
rejected (10). For example, a patient who may have signed a living will that does not 
allow for prolonged mechanical ventilation may be more amenable after several 
weeks in the hospital on a ventilator. Studies show that amidst these uncertainties, 
adult children serve as the least accurate and spouses as the most accurate proxies. 
One reason for this anomaly is the likelihood that adult children are more vulnerable 
to the influences of other family members than are spouses (8). Additional influ-
ences that threaten substituted judgment are psychological factors such as grief, 
guilt, and a sense of helplessness (11).
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39.3.4  Conflict in Surrogate Decision Making

Conflict around surrogate decision making is common. One study found that in 
63% of cases either the physician or the surrogate perceived conflict (12). There are 
many potential sources of conflict that may arise both among family members and 
between the physician and the surrogate decision maker(s). Different religious and 
cultural beliefs, language barriers, and perceived abandonment are examples of 
possible instigators of conflict (13). The greatest source of conflict, however, is 
stress experienced by the surrogate(s) and the physician. Family members are usu-
ally not accustomed to dealing with death. This finality can cause great distress, 
leading proxies to make decisions that may not align with the patient’s wishes. 
When feeling anxious, surrogates will often choose the path of least resistance or 
the easiest decision, which in most cases is continuing life-prolonging interven-
tions (3).

The decision to remove life-sustaining interventions is a weighty one and not 
infrequently surrogates avoid even discussing this possibility. A surrogate who feels 
forced to make a difficult choice in the midst of conflict is likely to act in a way to 
sooth his own distress, even when this is clearly counter to the patient’s wishes. One 
study found that in a contentious situation, families tend to opt for continuing 
aggressive measures, whereas physicians lean towards withdrawing treatment (9, 
14). When the conflict exists between various members of the family, surrogates 
may inappropriately choose life-prolonging care so as to appease other family 
members, a convenance particularly evident among siblings. The greater the con-
flict the less accurate the surrogate’s decision making becomes (14). Addressing 
conflict between physicians and surrogates is important to maintain optimal care for 
the patient, to aid the family in the grieving process, and to reduce physician burn-
out. (11)

It is difficult for physicians to respect the surrogate decision maker’s representa-
tion of the patient’s wish when clear evidence exists to the contrary. For example, a 
surrogate may want to proceed with placement of a tracheostomy when the patient’s 
living will specifically forbid it. As previously mentioned, however, patients may 
change their minds about accepting life-prolonging and life-sustaining measures 
more readily the sicker they are. Because of this shift in patients’ goals of care that 
evolves along with the state of their illness, surrogate decision making is relied on 
more heavily than written living wills. Still, there are frequent instances in which a 
patient has independent and in-depth conversations with her physician shortly 
before having to face a difficult medical decision that strongly suggest that the 
patient’s goals of care are more in line with comfort measures than with aggressive 
interventions. Similarly, family accounts of a patient’s values may direct the physi-
cian toward life-prolonging and invasive procedures that would directly counter the 
patient’s autonomous choice (14).
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39.3.5  Ethical Principles in Surrogate Decision Making

When examining conflicts surrounding surrogate decision making, it is important to 
employ the landmark principles of bioethics—i.e., autonomy, nonmaleficence, 
beneficence, and justice. (see Table 39.1). Applying these principles in surrogate 
decision making is both a function of how much weight we give to each principle 
and also of the exact understanding of each principle. The way we understand 
autonomy, in particular, has evolved significantly over time and cultural context. 
The most conservative view on patient autonomy is also the oldest one in Western 
Civilizations. Built on the idea of individual autonomy as defined by Immanuel 
Kant, each person (or patient) must be viewed as an end in herself and never as a 
means to someone else’s end (15). In practical terms, this view means that a patient’s 
choice about her own personal body or self should always remain the primary objec-
tive and should never be sacrificed for the good of anything or anyone else. The 
process of informed consent embodies this interpretation of autonomy in that 
informed consent is only valid when given free of any coercion or undue influence 
and following a rational process. It is this individualistic interpretation of autonomy 
that is embraced by Beauchamp and Childress and taught in US medical schools (16).

Relational bioethics, in contrast to principlism, views each individual as primar-
ily a social being, defined by her personal relationships and embedded in her own 
cultural microcosm. Relational bioethics builds on feminist bioethics, according to 
which no patient exists in a vacuum prior to entering the hospital (17). True auton-
omy, therefore, is achieved only when one is united with and active in one’s own 
social sphere. Family members, as active representatives of the patient’s normal 
social surroundings, enhance a patient’s autonomy and therefore should be viewed 
as an extension of the patient even when the patient has decision making capacity 
(18). The relational understanding of autonomy is supported by empiric data from 
outpatient cancer patients that showed a sense of increased empowerment and free-
dom in medical decision making in cancer patients whose families were actively 
engaged in the process (19).

Indeed, when patients and family agree with the medical recommendation of the 
physician, communication tends to be straightforward. In these instances, the pres-
ence of family by the bedside seems to augment the recovery of the patient or else 
the transition of the patient’s care to palliation. Tensions arise, however, when 
patients and members of her close support system disagree. If we accept the rela-
tional view of autonomy above, we are obliged to consider our commitments as 
physicians to the family and/or surrogate decision maker(s) in addition to the 
patient.

The degree to which family members ought to be considered in their own right 
in surrogate decision making has been debated in the literature. Expert opinion on 
the matter varies from viewing the family as simply a support system for the patient 
to identifying surrogate decision makers as independent stakeholders with possibly 
equal or even higher stakes than the patient. Pointing to the principle of justice, 
some scholars have argued that because it is the family who must shoulder the 
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burden of caring for the ill patient were she to leave the hospital, it is only fair that 
we extend our clinical obligation to include them in equal parts (20). Others have 
proposed that although the family is an essential component of the patient’s identity, 
and hence autonomy, we must as clinicians reorient the family to center decisions 
on the patient to at least a greater degree than on those who are not sick. Being sick, 
these writers argue, changes the balance between individual autonomy and justice 
because of the greater vulnerability associated with being ill. Consequently, 
although the family are true stakeholders in end-of-life decision making, their per-
sonal wishes should be factored into a lesser degree than those of the patient (18, 
21). A common theme among proponents of honoring relational autonomy in sur-
rogate decision making is that they identify the physician as the mediator between 
patient and family interests.

39.3.6  The Physician’s Role in Surrogate Decision Making

Due to the many challenges surrounding surrogate decision making for patients, 
physicians must play an active and steering role. It is often easier to avoid conflict, 
take the path of least resistance, simply present a menu of medical choices to the 
family, and proceed with whichever they select. Such an approach, however, is not 
only unprofessional and unethical, but may also lead to preventable suffering for the 
patient. As physicians we have an ethical responsibility to do no harm. The concept 
of harm is both objective and subjective. We encounter subjective harm when deal-
ing with patients for whom surrogates are deciding. Placing a tracheostomy, for 
example, in itself may not be harmful. But being maintained on a ventilator for a 
prolonged time contrary to a patient wish is subjectively harmful, or qualitatively 
non-beneficial. It is incumbent upon the physician to frame the conversation with 
the family using the principles of substituted judgment.

Providing care that is beneficial and respects patient autonomy requires that all 
conversations with surrogate decision makers focus, from the very beginning, on 
the patient’s goals and values. It is helpful to review with the family what the 
patient’s quality of life was like prior to admission to the hospital and what values 
she held. Creating a narrative around the patient’s life early in the physician-family 
communication helps center the focus on the patient’s personhood (9). Open-ended 
questions that inquire about the patient’s source of joy and satisfaction in life are 
particularly helpful in this process. Asking yes or no questions may feel accusatory 
to family members and prove counterproductive to the physician-family relation-
ship. Family conferences need not be long to be effective. Showing empathy and 
an interest in the patient as a person develops trust between the physician and the 
family, leading to less conflict in surrogate decision making and greater family 
satisfaction (5).
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39.3.7  Managing Conflict in Surrogate Decision Making

The single most effective way to manage conflict in surrogate decision making is to 
be proactive. Avoiding conflict does not amount to managing it. If there is reason-
able evidence that the surrogate decision maker is not acting in accordance with the 
patient’s own wishes, a conflict exists. Simply following the wishes of the surrogate 
decision maker does not constitute resolution of this conflict and the physician is 
ethically bound to address it. The physician should feel empowered to advocate for 
the patient in the spirit of both beneficence and non-maleficence (6).

Several successful strategies of conflict prevention have been described in the 
literature. The first is early and open communication with the patient herself about 
her values and goals when possible. In one national survey, the five most important 
considerations for patients at the end of life were identified as freedom from pain, 
freedom from anxiety, freedom from shortness of breath, being kept clean, and 
being physically touched. Additionally, patients valued a physician who would dis-
cuss death and dying openly and with whom they could share their own fears (13). 
Physicians should encourage patients to discuss their goals and wishes with their 
family members in advance along with their physician. Managing expectations and 
understanding the patient’s values and goals made under calm circumstances can 
significantly reduce the stress of surrogate decision making. For example, if a 
patient has a new cancer diagnosis, even if she is likely to survive, the physician 
should encourage the patient to begin discussing what she values most with her fam-
ily members and potential surrogate decision makers. Creating and maintaining 
trust through open communication with both the patient and her family leads to the 
development of lasting trust and the reduction of conflict.

Once a patient is decisionally incapacitated, it is important to create an environ-
ment where communication between the surrogate and the medical team is readily 
available in order to ensure that conflicts are being addressed as they arise. When 
there is a shift in the focus of care from aggressive to comfort care, anticipatory 
guidance from the attending physician can aid in reducing conflict with surrogates 
(5). One systematic review found prognostication, conflict mediation, empathic 
communication, and family-centered aspects of care as the most important compe-
tencies for providing palliative care that is helpful for both patient and family in 
critical care settings. It is critically important for the physician to stress explicitly 
that neither the patient nor the family will be abandoned by the medical team should 
the patient’s goals of care transition to withdrawing or withholding life-sustaining 
interventions. (22)

One opportunity to foster trust and open communication between the medical 
team and the family is during bedside rounds with the family present. Although 
rounds are focused on the details of system-specific medical management plans and 
are often time-limited, for select patients and families they may serve as a conve-
nient time to address the patient’s goals and values along with her medical plan. 
Doing so at the bedside incorporates valuable input from the patient’s nurse, who is 
the person most intimately familiar with the patient’s minute to minute condition at 

39 Ethical Conflicts in Surrogate Decision Making



562

this point. Such bedside rounds and family discussions also allow the physician to 
assess the family’s receptiveness to further conversations and to gauge family 
dynamics. Family centered electronic communication portals and telephone updates 
in the absence of physically present family members may also serve the same role 
and may be done with greater time flexibility. Both bedside rounds and telephone 
updates aid in building rapport and trust with the family and ultimately in providing 
better care for the patient. Including the family in the patient’s care with frequent 
updates and opportunities for contribution is not overriding the patient’s autonomy, 
but rather is supporting relational autonomy (see Table 39.2) (23).

Patients in critical care settings are often managed by more than one medical 
team. Multidisciplinary family meetings with all relevant specialties in attendance 
can be a powerful tool in demonstrating to the family the medical team’s commit-
ment to the patient. Such meetings are also helpful in addressing medical uncertain-
ties by coordinating the collective expertise of physicians from multiple specialties. 
When prognostic uncertainties still remain, a trial of therapy is warranted. A trial of 

Table 39.2 Steps for managing cases of suspected undue influence

Step Goal Method

1:  Consult the 
medical 
team

To determine whether the 
patient has expressed 
specific treatment 
preferences to one of 
them

Team meeting with staff involved in care of 
patient or separate conversations (“Has Mrs. B 
said anything to you about how she feels about 
the current treatment plan? Has she exhibited 
any behaviors that would make you suspect she 
may not be on board?”)

2:  Engage the 
patient

To ascertain patient’s 
authentic treatment 
preferences

In person discussion with patient, without family 
present if possible (“I just wanted to check with 
you to see how involved you’d like to be with 
your care and to make sure you’re comfortable 
with our current treatment plan. Have you 
spoken with your [spouse, child, sibling, and so 
on] about how you’re feeling? May I ask why 
not?”)

3:  Organize a 
family 
meeting

To provide a forum for 
open communication 
between patient and 
family members who may 
be exerting undue 
influence

Physical meeting with patient and family, as well 
as other team members (social work, ethics, 
chaplaincy, palliative care, and so on)

4:  Reevaluate 
the treatment 
plan

To ensure the current 
treatment plan is a valid 
expression of relational 
autonomy (Goal is not to 
change patient’s mind)

Ask the patient whether, given everything that 
has been discussed, she would like to proceed 
under the current goals of care

5:  Continue to 
empower the 
patient

To respect the autonomy 
of the patient by 
reminding the patient that 
she is free to change the 
treatment plan at any time

Periodic communications with the patient (“Are 
you still comfortable with the direction we are 
headed in? Let me know if you want to talk 
again about the goals of care.”)
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therapy refers to introducing or continuing an intervention with a reasonably set 
time limit to allow for improvement. If the patient does not improve, then she may 
be said to have failed the trial of therapy, indicating that we must reassess the goals 
of our care. For example, if a patient with refractory septic shock already on maxi-
mal doses of vasopressors and broad-spectrum antibiotics from an infection without 
a clear source is not improving, we might suggest a trial of therapy in the form of 
repeating a full infectious workup and giving stress dose steroids empirically. We 
might say that some improvement within 72 hours would be reasonably expected 
and communicate these parameters to the family. If a trial of therapy determines that 
a patient is no longer responsive to therapy thus signaling the progression of her 
illness to its end stages, the physician now has objective evidence upon which to 
recommend the refocusing of goals toward palliation and comfort care. (3, 24)

On occasion, despite all of our efforts to prevent conflict in surrogate decision 
making, a conflict nevertheless persists. It may happen, for example, that the sur-
rogate decision maker derives financial benefit from prolonging the patient’s life, or 
vice versa, leading him or her to make decisions more in line with his or her own 
personal gain than exercising substituted judgment. Such undue influence under-
mines the physician’s duty to preserve the patient’s autonomy. In states with no 
legal hierarchy of surrogate decision makers, the solution to such an overt conflict 
of interest is for the clinical team to turn to another family member or friend who 
appears to be representing the patient’s wishes more accurately. Any such change in 
surrogate decision making must be clearly documented along with the reasons that 
prompted the change. In states that do have strict surrogate hierarchies, consulting 
the hospital ethics committee would be warranted to engage an objective third party 
to assess the appropriateness of the surrogate decision maker and offer recommen-
dations for an ethically feasible way forward.

Frequently, the conflict of interest that clouds the surrogate’s judgment in respect-
ing the patient’s wishes is not financial, but emotional. The first step in addressing 
this problem is to recognize it. Family members may act out of profound anger, 
sadness, or stress, without even recognizing their own motivations. In such cases, 
the physician must guide the surrogate(s) back to the appropriate focus of the medi-
cal care: the patient. The medical team can honor the family by trying to minimize 
their stress while also pursuing a course of action that is in the best interest of the 
patient and in line with her previously stated wishes. This navigation can be achieved 
through the open communication methods described above and anticipatory guid-
ance when there is going to be a shift in care. At times the physician will have to rely 
on her moral courage to oppose family requests that are clearly against the patient’s 
wishes. In these instances, the physician should calmly and with empathy discuss 
with the family that her primary duty to the patient lies in doing no harm. The 
backup of an ethics consult may prove helpful but is not necessary in these clinical 
situations. Emphasizing that the medical team will not abandon the family or the 
patient in such instances is paramount and offering third party services to help the 
family process the loss can mitigate any conflict. A visit with a chaplain or a social 
worker should be offered to the family under these difficult circumstances.
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Conversely, situations may arise in which the physician recommends a therapeu-
tic intervention for the patient for which the surrogate does not give consent. This 
results in a pause in treatment as the physician cannot proceed without signed con-
sent from the surrogate. The impasse in treatment can lead to the inappropriate and 
preventable deterioration of patient or to missing a window of therapeutic opportu-
nity that, in the professional opinion of the physician, is indicated for the patient’s 
condition. Currently, there are only four states that sanction a physician’s ability to 
override the surrogate’s refusal for a therapeutic intervention. These states are 
Arizona, South Dakota, Pennsylvania, and Ohio (8).

39.4  Case Revisited

Conversations over multiple days with the family continued as Mrs. S’ condition 
continued to deteriorate. The attending physician from the intensive care unit invited 
the patient’s surgeon, cardiologist, and pulmonologist to join the family conference. 
The values and goals of the patient were reiterated and actually agreed upon by all 
participants, including the son who was only available via telephone. On several 
occasions, family members voiced their agreement that the patient would not want 
to continue with aggressive measures. Yet, they continued to object to transitioning 
to comfort care, citing both religious expectations and their own inability to deal 
with losing the patient. After the third meeting with everyone present, the attending 
physician in the ICU informed the family that she would remove Mrs. S from the 
ventilator that day and allow her to pass in accordance with her wishes. She did so 
calmly and with empathy, explaining that she had to uphold her dedication to the 
principle of non-maleficence in order to preserve her professional integrity. The 
intensivist stressed that the disease process facing Mrs. S thwarted all attempts at 
her recovery. Now, it is the medical team’s responsibility to aggressively care for her 
comfort in her final hours. She further promised that she would not abandon the 
patient while dying and asked for the aid of the chaplain and the social worker in 
processing the family’s grief, anger, and loss of their loved one.

39.5  Conclusion

Surrogate decision making is fraught with uncertainties and such situations easily 
lend themselves to creating conflict around how to proceed in a patient’s medical 
care. Uncertainties arise both from the lack of a complete understanding of the 
patient’s own wishes and also from the unpredictability of how patients may change 
their minds with what goals and values they find acceptable as their disease pro-
gresses. Conflicts may arise among family members and between surrogate deci-
sion makers and the clinical team. The best approach to avoiding such conflicts is 
through prevention by early and frequent communication with the family. Not one 
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form of communication is best, and each patient and encounter is different. There is 
no universal way to satisfy all patients and surrogates, but the earlier the medical 
possibilities are discussed the more fruitful future cooperation is likely between 
family and physician. A useful graphic for how to utilize the various forms of com-
munication with families and patient in Fig. 39.1.

Central tenets of managing potential conflicts in surrogate decision making 
include inquiring about the patient as a person with her goals and values identified 
early and clearly; encouraging the surrogate(s) to exercise substituted judgment, 
and invoking the physician’s duty to the patient to, above all, do no harm. Addressing 
these conflicts takes both practice and moral courage. In the spirit of palliative care 
and relational autonomy, attending to the family’s distress is also incumbent on the 
clinical team. Social work or chaplaincy consults may help alleviate some of the 
moral distress of the family, which ultimately is an extension of the patient and 
whose care, therefore falls within the scope of our obligations as physicians.

39.6  Selected References

• Bernat JL. Ethical issues in neurology. 2nd ed. Butterworth-Heinemann; 
2002; 87–91.

 – Family members serving as surrogate decision makers must abide by three 
standards defined by ethics and the law: The standard of expressed wishes, 
substituted judgement, and best interests. With expressed wishes, the surro-
gate decision makers must act on the goals and values expressed by the patient 
prior to their current illness rendering them incapacitated. If the patient’s 
wishes were not previously expressed, the surrogate must use substituted 
judgement, applying the patient’s values to the situation. If there is no evi-
dence as to the patient’s wishes, the surrogate must rely on best interest in the 
situation, for example, considering the patient’s suffering and the potential 
burdens as a result of any treatment.

• Seaman JB, Arnold RM, Scheunemann LP, White DB. An Integrated Framework 
for Effective and Efficient Communication with Families in the Adult Intensive 
Care Unit. Ann Am Thorac Soc. 2017;14(7):1015–10. https://doi.org/10.1513/
annalsats.201612- 9655OI

 – Time and care are required for a surrogate to make accurate decisions regard-
ing a patient’s care. Anxiety, stress, and guilt can lead to inaccurate choices 
that do not align with the patient’s goals and values. Providing family mem-
bers with safe spaces to discuss, understand, and ask questions regarding the 
care of a patient are paramount in making difficult decisions regarding a 
patient’s care.
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• Schuster RA, Hong SY, Arnold RM, White DB. Investigating Conflict in ICUs-Is 
the Clinicians’ Perspective Enough? Crit Care Med. 2014;42(2):328–335. https://
doi.org/10.1097/ccm.0b013e3182a27598

 – Conflict is perceived by either the physician or surrogate decision maker in 
approximately 63% of cases in the intensive care unit. Satisfaction with the 
physician’s bedside manner was associated with lower perception of conflict.
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Abstract Access to surgical care is disparate across the world. Medical mission 
trips, or short-term experiences in global health (STEGH), send medical profession-
als from high-income countries (HIC) to low- and middle- income countries (LMIC) 
to provide medical or surgical care. We will explore the “pro” aspect of surgical 
missions to LMIC through an ethical lens guided by the four principles of clinical 
ethics: beneficence, justice, nonmaleficence, and autonomy. Surgery is particularly 
amenable to STEGH because it can provide a long-term intervention in a single 
time-point, as shown in obstetric fistula and cleft lip programs. However, for surgi-
cal missions to be successful, surgeons must know their limitations, prioritize com-
munity needs, and plan for local post-operative patient care. They must work in 
partnership with local community and avoid taking medical professionals away 
from LMIC. Individual patients must understand the risks, benefits, and limitations 
of surgery. Additionally, while many students and trainees benefit from participat-
ing in STEGHs, they must not overstep their level of training. Based on these ethical 
criteria and literature search, we propose considerations for ethical STEGH pro-
grams, and acknowledge that greater contributors to health, such as poverty, educa-
tion, and nutrition, must be addressed to improve health throughout the world.
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40.1  Introduction

Access to surgical care is widely disparate throughout the world. While high-income 
countries (HIC) have more than 10,000 surgical procedures per 100,000 population, 
many low- and medium-income countries (LMIC) throughout Africa and Southeast 
Asia have fewer than 500 [1]. In Ghana, for example, the rate of surgery is about 
869/100,000; 22% of these surgeries are performed in hospitals without fully trained 
surgeons [2]. Estimates from the World Bank Group suggest that as many as 1.8 mil-
lion deaths could be prevented with better access to surgical care [3]. Disability- 
adjusted life years (DALYs), which take fatal and nonfatal burden of disease by 
considering years of life lost as well as the effect of disability, could show an even 
greater improvement with improvement in access to surgery.

Many health care professionals enter the profession to intervene on suffering and 
health out of a moral duty [4]. Although the sense of duty is more immediate towards 
patients who are geographically close, human suffering exists throughout the world 
[4]. Additionally, a history of imperialism and racism by HIC towards LMIC caused 
or worsened the disparities that exist today, augmenting the sense of responsibility 
of citizens of HIC [5]. One response to this sense of duty has been medical and 

Case
Dr. M is an obstetrician/gynecologist in Houston. She went to medical school 
in Ethiopia, then came to Houston for her residency. After becoming a practic-
ing physician, she created a partnership with her medical school in Ethiopia. 
She and her department chief initially spent 2 weeks with the Ethiopian physi-
cians to determine what assistance they needed. The physicians noted a back-
log of radical hysterectomies for cervical cancer and fistula procedures, as 
well as a need for ultrasound training for gynecologic evaluation. They have a 
new residency program, one of the first in the country, and Dr M noticed that 
the trainees have minimal involvement in the operating rooms. Dr M started 
traveling with alternating colleagues for 2 weeks every 3 months throughout 
the year to assist with the backlog of cases, provide training, and develop a 
surgical teaching curriculum with the Ethiopian physicians. For certain cases 
they are able to coordinate in advance and bring equipment or medications 
that would not otherwise have been available locally. They sometimes bring 
nurses, residents, fellows or anesthesiologists who want to help and are inter-
ested in learning about a different health care setting. After obtaining funding, 
the Ethiopian physicians and then the trainees came to Houston to participate 
in the yearly cadaver lab training. The American medical teams have found 
that they come home much more aware of the disparities in care not only 
internationally but within their own systems and apply time at home to advo-
cate for local patients in need. Ethiopian medical teams have been able to 
expand their department, attract local physicians, and work on expanding 
their educational curriculum to other teaching institutions in the country.
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surgical mission trips and short-term experiences in global health (STEGHs). 
STEGHs allow health care professionals to spend 1–30 days providing clinical care, 
public health education, or other forms of global health interventions in LMIC [6].

We will discuss the ethical issues inherent to STEGHs through the lens of 
Beauchamp and Childress’ four principles of ethics: beneficence and nonmaleficence 
(including clinical, cultural and educational), autonomy (of the individual and the 
community), and justice [7]. We will argue that there is an ethical way to proceed with 
a STEGH, and that as the world simultaneously becomes smaller and more segre-
gated, continuing to share our medical knowledge and community experiences across 
the world in an ethical manner can be beneficial for all parties involved (see Table 40.1).

40.2  Search Strategy

A PubMed search was performed with the key terms “Short term global surgery,” 
“Ethics,” “Medical missions,” and “Short-term experiences in global health” from 
1970 to today. References within these searches were used to find further references.

40.3  Discussion

40.3.1  Beneficence

A man was walking on a beach covered in starfish brought in by the tide. He noticed a small 
boy throwing the starfish back into the sea. “What are you doing? There are too many, 
you’ll never be able to make a difference,” he told the boy. The boy threw another starfish 
into the sea. “I made a difference to that one,” he said. – Adapted from Loren Eiseley’s “The 
Star Thrower” [9]

Table 40.1 Working group guidelines for trainees in global health [6, 8]

For 
programs:

•  Develop a well-structured program with set expectations both for the traveling 
trainees and for the sending and host institutions

•  Provide formal training for trainees and host
• Monitor costs to host institutions and compensate those who facilitate the trip
• Establish methods of communication and feedback
• Provide pre-trip training with trainees to set appropriate expectations
•  Establish who will provide supervision appropriate for the trainee’s level of 

training
• Collect data on outcomes and training experiences
• Encourage bi-directional exchanges
• Encourage sustainability

For the 
trainee:

• Follow the policies and laws of the country and host institution.
• Follow local cultural, political and financial norms
•  Do not do procedures that you wouldn’t do unsupervised in your home 

institution
• Focus on the educational nature of the trip
• Seek to learn about medical and cultural aspects of the host institution

40 Medical Missions to Developing Countries (Pro)
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The primary purported goal of STEGHs is beneficence; that is, to decrease the sur-
gical burden of disease within the host community. And indeed, STEGHs can pro-
vide much-needed assistance by providing surgical care or filling in the gaps in 
existing care [10]. As in the story of the star thrower, although the effort may seem 
inconsequential on a beach covered in starfish, an individual can make a difference 
to each starfish thrown back into the sea.

A general understanding of the political, structural and medical situation can 
maximize individual efforts, however. The World Bank group provides guidance on 
how to select procedures that efficiently provide the most benefit [1, 11]. They rec-
ommend prioritizing programs that provide high-quality cost-effective essential sur-
geries, defined based on cost-effectiveness and community impact in terms of 
DALYs, before committing resources to more specialized surgical care [1, 11]. 
These surgeries include procedures in obstetrics, trauma and the digestive tract. In 
particular, they suggest that global disease burden could be substantially decreased 
with an increase in surgeries for cataracts, congenital cardiac defects, cleft lip/pal-
ate, neural tube defects, and obstetric fistulas. These have been the targets for many 
STEGHs; we will focus on groups treating obstetric fistulas and cleft lips/palates as 
two examples of successful interventions.

Obstetric vesicovaginal fistulas are connections from the vagina to the bladder or 
rectum that create an incontinent passage of urine or stool through the vagina. They 
occur due to tissue necrosis from pressure as a sequela of obstructed labor. An esti-
mated 3.5 million obstetric fistulas are diagnosed each year [12]. The continuous 
passage of urine and stool cause irritation of the labia and medial thighs, as well as 
a constant odor. As a result, women with a fistula are ostracized and unable to make 
a living [13]. Although continence can be achieved with vaginal or abdominal sur-
gery in 70% of the cases [14], women who are able to have surgery wait on average 
7 years between the diagnosis and treatment of an obstetric fistula [13]. This time 
frame suggests a lack of access, due to both distance and surgeon availability. The 
Fistula Foundation, based out of San Jose, US, has developed a program that com-
bines local surgeons and STEGHs to amplify the local efforts for fistula repairs, and 
to bring surgery to more remote parts of the world. They have provided thousands 
of fistula repairs in 32 countries in Africa and Asia and continue to partner with and 
support local programs. Additionally, some of the programs that started off as 
STEGHs have developed into self-sustaining permanent local programs [13]. For 
example, Eritrea initially hosted STEGHs for a large part of their fistula repairs, but 
by 2012 they had developed a medical school and training program in obstetrics and 
gynecology, and 80% of the local fistula surgeries were done by local surgeons [13].

Operation Smile, based out of Virginia Beach, US, has repaired cleft palates and 
lips of more than 130,000 children and young adults in 80 countries throughout the 
world [15]. These surgeries can help prevent social ostracization and aspiration 
events [15, 16]. Although initially dominated by STEGHs, local hospitals and pro-
grams have developed to provide long-term care throughout the year [15]. The 
Guwahati Comprehensive Cleft Care Center (GCCCC) in India was initially a des-
tination for STEGHs, but it now offers otolaryngology, speech therapy, dentistry, 

C. Hoppenot



575

nutrition counseling, with most of the staff being local providers [11]. They con-
tinue to host STEGHs, but local surgeons provide surgery continuously throughout 
the year and have shown improved post-operative outcomes over the time of the 
transition and development of a permanent center [17]. In addition to clinical care, 
they seek to achieve collaboration and quality improvement, which requires a part-
nership with local governments as well as health and education systems.

These examples reveal the positive impact provided by STEGHs within a pro-
gram that has a big picture of the local situation. Individually and as an organiza-
tion, it is important to that the goal remain doing good for the local community. As 
more global health programs develop and institutions use these programs as a mar-
keting tool, it is important to acknowledge the potential for career advancement to 
be a motivation factor [4, 12], in addition to beneficence [18]. Participants should 
also avoid becoming a medical tourist who collects experiences and stories about 
medical adventures abroad [4]. However, participants should acknowledge that 
there are also personal benefits to STEGHs, such as developing a new perspective 
on research, fulfilling a humanitarian passion, and putting a perspective on health 
care spending [19]. Medical and cultural exchange between host and traveling 
teams can inspire and empower both teams, but the primary goal should remain 
patient care as prioritized by the host community.

40.3.2  Justice

Many of the world’s poorest countries are in areas, such as Africa or Southeast Asia, 
that have previously been colonized and exploited by European and American polit-
ical powers [5]. Attempts to improve health care by colonizers frequently were mis-
led and undermined local practices and communities without providing much 
health-related benefit [5]. In large part due to political mismanagement and poverty, 
billions of people still lack access to medical and surgical care [12]. Seventy percent 
of the world population lives in countries with less than $100 per capita spending of 
health care, but these countries only host a quarter of the operations performed 
annually world-wide [12]. Based on expert opinion, about 11% of the burden of 
disease world-wide could be treated with surgical intervention [1]. The avertable 
DALYs are greater with surgery than that of treatment of tuberculosis or malaria [1].

There is no inherent reason why a surgical procedure used routinely in many 
parts of the world, such as a cesarean delivery or repair of a cleft lip or a fistula, 
would not be provided everywhere. Surgeons who are willing and able to travel 
abroad can start building the surgical capacity of LMIC and slowly make a dent in 
the gaps in access to care [1]. While relocating to a LMIC completely may make the 
biggest strides towards justice, it can be a lot to ask for surgeons with family and 
professional ties. Short-term trips, ideally through an established organization with 
a long-term view and relationship, can provide a regular contribution. These contri-
butions won’t cause long-term systematic changes in global health disparities; this 
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will require advocacy on the national level in health care systems, poverty, and 
education, which is outside the scope of training of many surgeons [1]. But, when 
done safely and ethically, these programs can provide assistance to individuals in 
their time of need.

40.3.3  Nonmaleficence

Unfortunately, medical trips can also cause unintended harm. These must be 
acknowledged and avoided. First, it is important for surgeons to remember their 
limits when faced with problems outside of their usual scope of practice [4]. A sur-
geon must say no to inappropriate surgery even when there is no good alternative, 
despite a desire to help people living in poverty they may not have previously 
encountered; doing something is not always better than doing nothing [18]. It is also 
important to have a plan for the management of postoperative complications, many 
of which will occur after the surgical team has left the country [10, 18, 20]. Post- 
operative rehabilitation and social support, such as for reintegration in the commu-
nity after fistula surgery, must be available when setting up the STEGH for 
these issues.

STEGHs must also be careful not to adversely affect the local community. 
Partnering with the community is critical [18, 19]. Acting independently, STEGHs 
can run the risk of taking patients from local physicians, who depend on patients for 
their livelihood. Some of the poorest countries have less than 1 surgical specialist 
per 100,000 population; the Lancet Commission on Global Surgery, which consists 
of a group of surgical experts who assemble the best evidence on the state of global 
surgery and develop strategies to improve access to surgical care, recommends 20 
specialists to adequately manage surgical disease [19]. Surgeons on STEGHs should 
help complement what local surgeons can provide for patients, and not compete 
with them. Local surgeons may also have the best overview of the local needs and 
will be the ones providing long-term and post-operative care.

There is also a risk that local surgeons will see connections with STEGHs as an 
opportunity to leave their community for a position abroad [4, 20, 21]. This is 
known as “brain drain.” Millions of dollars are spent by African governments to 
train physicians who then go to practice in more stable, affluent countries [13]. 
Trainees selected for exchanges should be committed and encouraged to return to 
their home countries after the exchange [19, 20]. Additionally, supporting local pro-
grams by capacity-building can improve a surgeon’s work conditions within the 
LMIC [16].

Most, if not all, of the harm done by medical missions is inadvertent. However, 
this is harm, nonetheless. Medical professionals developing and participating in 
STEGHs must remember the risks and ensure that the program can develop a part-
nership with the community to help mitigate the risks of harm.
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40.3.4  Autonomy

Autonomy usually refers to an individual patient’s ability to make decisions for 
themself. This requires a patient to understand the implications of the diagnosis and 
treatment offered, as well as its risks. Full understanding is difficult in the best of 
situations, but during STEGHs, language, cultural differences, and power dynamics 
make the conversation even more difficult [12, 15]. In a qualitative study of 10 
patients in a medical mission setting, Sceats et al. showed that despite the use of 
translators, no patient was able to recall four risks discussed during the consent 
discussion, and most patients relied on vicarious experiences and discussions, and 
not the consent process with their surgeon, for medical decision-making [22]. 
Surgeons must be sensitive to barriers in communication and unrealistic expecta-
tions that a host community may have. Partnering with the local medical community 
is critical throughout the process [18, 19].

In the setting of a STEGH, respecting the autonomy of the local patients and 
caregivers also encompasses the cultural preferences and local treatment options 
within the host community. In addition to respecting host country laws [23], host 
community interests and practices should tower over mission interests [24]. The 
host communities should direct missions towards their needs and priorities and have 
a stake in the medical and social outcomes of developing the relationship [21]. 
These partnerships require STEGH participants to have cultural humility, defined as 
“lifelong commitment to self-evaluation and self-critique, redressing the power 
imbalances in the patient-physician dynamic, and to develop mutually beneficial 
and non-paternalistic clinical and advocacy partnerships with communities” [25]. 
Physicians hosting trainees on STEGHs have noted the importance of cultural 
humility and understanding the interaction between culture and medical care in 
traveling trainees [26], and these are the traits that allow traveling and host physi-
cians to develop true partnerships [27].

40.3.5  Surgery as a Special Case

Surgery can provide short-term interventions that have long-lasting effects. The 
repair of a vesicovaginal fistula allows a woman to return to a productive life within 
her village [13, 28]. The closure of a cleft palate can prevent aspiration pneumonia 
and ostracization of a child due to disfigurement [15, 18]. Training physicians and 
physician extenders on cesarean deliveries has decreased maternal mortality from 
obstructed labor [19]. Concerns regarding postoperative complications and needs 
outside of the scope of the medical trip must be addressed and planned for, but 
unlike medical management of chronic medical problems, surgery is frequently a 
single point of intervention that can provide lifelong benefit.
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Additionally, surgical interventions are cost-effective. Analyses of cleft lip and 
cleft palate repairs based on Operation Smile costs that included operating over-
head, salaries, travel expenses, and training were found to be cost-effective, as were 
cesarean deliveries for obstructed labor [11]. Even the most expensive STEGH sur-
geries in the literature, neurosurgeries, were overall cost-effective in retrospective 
analyses [29].

40.3.6  STEGHs for surgical trainees

Many medical schools and residency programs have developed global health pro-
grams, in large part due to interest by trainees. Many trainees hope to be useful at a 
time of imbalance between a desire to help people and limitations of their status as 
trainees [20]. However, it is important to remember that traveling abroad does not 
change the status of “trainee.”

Medical students and residents receive many benefits from STEGHs. STEGHs 
provide exposure to types of surgeries they may not otherwise see in their training 
program [20]. Trainees learn to work in a multi-cultural setting, develop comfort in 
communication, and come home with increased cultural sensitivity [30, 31]. They 
are more likely to work in primary care specialties and underserved communities [6, 
30, 31]. Ultimately, for medical students, STEGHs should be viewed not as service, 
but as a learning opportunity. There is a lot to be learned both in terms of medicine 
and culture, and medical students should have a similar role in clinics in LMIC as 
in their country of origin. In a survey, host institutions were interested in hosting 
trainees, and they equally prioritized teaching about local medicine and local cul-
ture [26]. Most host physicians felt that trainees got more out of the trip than they 
gave. Programs could also consider a bi-directional exchange could provide that 
benefit to LMIC trainees.

A working group on ethics guidelines for global health training makes recom-
mendations presented in Table 40.1 [6, 8]. They highlight that these trips are educa-
tional, not service oriented. Clear guidelines should be provided for hosts and 
participants, and that participants should behave as they would in their country in 
terms of following the law and having adequate supervision. They suggest thorough 
pre-trip training and having a clear agreement and ongoing communication with the 
host institution.

40.3.7  STEGH Frameworks

An ethical STEGH program must be sensitive to potential pitfalls in beneficence, 
nonmaleficence, autonomy and justice (see Table 40.2). Multiple frameworks have 
been suggested for STEGHs to provide a long-lasting impact while causing mini-
mal burden. Because visiting teams generally cannot commit to spending a large 
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portion of the year in LMIC, coordinating multiple visiting teams with a single local 
partner can provide continuity with the community and local medical teams [24]. 
Collaboration between multiple academic centers with a commitment to one LMIC 
institution can provide stability independent changes in faculty interest or funding 
that a single institution may have; such a program could envision having surgeons 
and residents join the department of a host institution for the month to help provide 
surgical volume as well as education [12]. These relationships can be formed with 
institutions or with programs such as the Fistula Foundation or Operation Smile, 
which have oversight and a history as well as continuity within many communities. 
The key is to develop accountability, continuity, and long-lasting exchanges with 
host communities.

40.4  Concluding Remarks

I benefitted from traveling on STEGHs as a student; the trips helped me to develop 
an interest in medicine, understand differences in medical systems and hone lan-
guage skills that I use every day. These were learning opportunities, not service. 
Now, as a practicing gynecologic oncologist at a county hospital, I notice many 

Table 40.2 Recommendations for an ethical STEGH program

Principles of 
ethics Application of ethical principles to STEGH

Beneficence Prioritize needs of the host communities (particularly over the desires of 
STEGH participants). [18, 24]
Assess disease burden and the ability of surgery to improve it with a 
STEGH. [1, 24]
Focus on nonemergent problems that cannot be taken care of by local 
surgeons. [18]
Assess outcomes. [6, 10, 19]
Teach. [18]
Create long-term relationships. [18]

Autonomy Engage the local community [6, 21]
A single STEGH without a local partner is rarely ethically justified. [24]
In addition to clinical care, focus on capacity-building to develop a local 
permanent program with resources available locally. [19]

Nonmaleficence Know your limits (you have the option to decline surgery). [10]
Follow host country laws, and work with programs in both countries that 
follow host country laws. [23]
Consider creating certification programs for STEGHs to create oversight. 
[23]
Start with capacity-assessment to establish what you need before the trip, 
and work within the limitations of the host resources. [10, 24]

Justice Advocate locally and internationally to remove barriers to access to surgical 
care. [19]
Commit to reciprocity and mutual benefit. [6]
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disparities both in  local patients and those who have traveled internationally. I 
acknowledge that there is a global burden of disease, including gynecologic can-
cers, that can be treated with surgery, and I have the skills to do so. STEGHs are 
appealing because our training is in medicine; we can take a history (even with a 
translator), do an exam, make a surgical plan weighing risks and benefits, and exe-
cute it. STEGHs provide the opportunity to help those in need throughout the world, 
while staying within the scope of our profession. Greater contributors to health, 
including poverty, education, and nutrition, are outside of our training and therefore 
feel less accessible. Meanwhile, people are suffering, and we have the skills to help. 
The key is to be sure that what we do is beneficial, and I hope that the guidelines 
described in this chapter can assist in assessing the ethical basis of STEGH programs.

Surgical medical missions will and should continue, and they can be done ethi-
cally. In particular, we need to focus on mutual respect, the development of a long- 
term relationship, investment in infrastructure, respect for local laws, and ensuring 
surgical cases are appropriate for the follow up care and surgeons involved. The 
world is only getting smaller, and interactions across cultures and medical systems 
are important for both students and practicing physicians. STEGHs during medical 
school should be considered educational, rather than providing a clinical contribu-
tion. And close oversight of medical outcomes and professional behavior of all 
medical teams must be established when developing these programs. However, 
STEGHs will not solve LMIC’s long-term health care challenges. Developing ven-
ues for motivated participants to contribute to fighting disparities in health care, 
education, and wealth on a local and global scale between STEGHs could provide 
long-term systemic benefit.

40.5  Selected References

• Mock CN, Donkor P, Gawande A, Jamison DT, Kruk ME, Debas HT. Essential 
surgery: key messages of this volume. In: Debas HT, Donkor P, Gawande A, 
Jamison DT, Kruk ME, Mock CN, editors. Essential surgery: disease control 
priorities. vol. 1. 3rd ed. World Bank; 2015. https://doi.
org/10.1596/978- 1- 4648- 0346- 8.

 – World Bank publication balancing effectiveness with cost, on a global and 
personal scale, of surgical interventions to address disease burden in low- and 
middle-income countries.

• Sznajder KK, Chen MC, Naughton D. How should mission trips be adminis-
tered? AMA J Ethics. 2019;21(9):E722–8. https://doi.org/10.1001/
amajethics.2019.722.

 – AMA journal of ethics publication highlighting the importance of respect, 
beneficence and justice in trainee global health experiences.
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• Beauchamps TL, Childress JF.  Principles of biomedical. 8th ed. Oxford 
University Press; 2019.

 – Textbook on biomedical ethics that forms the basis of many current approaches 
to clinical medical ethics.

• Mock C, Debas H, Balch CM, Brennan M, Buyske J, Cusack J, et al. Global 
surgery: effective involvement of US academic surgery: report of the American 
Surgical Association Working Group on global surgery. Ann Surg. 
2018;268(4):557–63. https://doi.org/10.1097/sla.0000000000002934.

 – Working group report from the American Surgical Association addressing 
how US academic surgery can best decrease surgical disease burden in low- 
and middle-income countries. They highlight focusing on surgically treatable 
conditions, emphasizing cost-effective feasible, and harmonization with local 
priorities and existing world health initiatives.

• Rowthorn V, Loh L, Evert J, Chung E, Lasker J. Not above the law: a legal and 
ethical analysis of short-term experiences in global health. Ann Glob Health. 
2019;85(1):79, 1–12. https://doi.org/10.5334/aogh.2451.

 – A call for participants in STEGHs to follow the law, both local and interna-
tional, and to comport themselves ethically. They encourage participants 
through program to also ensure that the programs are following host country 
laws and procedures.
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Abstract The access to surgical healthcare of adequate quality is characterized by 
inequity and unfairness worldwide, this situation tends to worsen in low- and 
middle- income countries. As a remedy to this situation, surgical missions sponsored 
by non-government organizations or academic institutions have become more popu-
lar, in particular for young trainees. Although these humanitarian efforts should be 
commended, the local impact of medical missions is many times compromised by 
different circumstances as well as by ethical challenges. The delivery of high- qual-
ity surgical services framed by the ethical principles of respect for patient auton-
omy, beneficence, nonmaleficence and justice should be the main concern of the 
surgical community worldwide. It is in the benefit of all those involved, and in 
particular, the patients, to understand and clarify these ethical challenges to better 
serve this population in low- and middle-income countries.
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41.1  Introduction

Surgical conditions and their unmet solution represent a major and significant con-
tributor to the global burden of disease and are particularly prevalent and suffered 
by the population in low- and middle-income countries (LMIC), originally the so 
called Third World [1].

Several challenges to the ethical principles may be encountered during the 
achievement of these missions worldwide. The four Ethical Principles were collated 
by Beauchamp and Childress, based on the original prima facie principles, described 
by Sir David Ross in 1930 [2]. They represent a systematic approach to Medical 
Ethics and an aid for problem- solving conflicts [3]. The principlist approach offers 
a worksheet of moral and ethical parameters to assess and solve ethical conflicts in 
everyday surgical care. Each principle may be linked to different aspects in the field 
of global surgery and thus develop a typology, as appreciated in Table 41.1 and will 
serve as a guideline for discussion.

A typical challenge, confronted to all the four ethical principles, is represented 
by the establishment of an effective communication between both sides of the 
dyadic patient- surgeon relationship. The language barrier between the surgical 
manpower and the patients and the local human resources is a very important fact to 
consider, although the leader is a national. The communication factor also involves 
a proper acknowledgement by the visiting team of the local culture and values. The 
communication process between the surgeon in charge and the patient and his or her 

Case
Dr. Tourek Mas Ilayan is a foreign medical graduate who has risen to Associate 
Professor of Surgery at a medical school where he is also the Cardio-Thoracic 
Division chief. Every year, together with a group of seven to eight of his surgi-
cal and anesthesia colleagues and some residents, he organizes medical mis-
sions to underserved locations in his home country, him being the sole 
individual fluent in the local language. These trips last about one week. Plenty 
of cases are set up by local people and organizations, and patients from adja-
cent locations rush into the facility where this activity takes place and have 
access to these surgeries. Many of the surgical procedures, although within 
the range of their training, are mostly out of the regular scope of practice of 
the travelling specialists. Local support is mostly represented by nurses and 
surgical assistants; in few cases local physicians or surgeons are involved. 
Local physicians’ organizations have complained about the trips, and empha-
sized the burden of postoperative complications, which require management 
by local surgeons. However, Dr. Mas Ilayan considers that he is providing 
care for patients which otherwise would be neglected and plans to continue 
with his humanitarian efforts, if not in his home country, then in a neigh-
boring one.
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family may probably be compromised from the start, no matter the presence of a 
translator. This situation will affect the whole communication process: a valid surgi-
cal informed consent, shared decision making and alarms regarding risks and poten-
tial complications as well as truthfulness and disclosures. Within the latter, concern 
is raised about the complete disclosure of the surgeon’ expertise and comfort in 
some of the procedures to be performed (e.g. general surgeon performing a cesarean 
section or an endocrine surgery fellow performing hernia repairs).

Added to the language barrier, and since the patients are usually suffering from 
chronic surgical conditions unresolved by the local government, the issue of 
patients’ freedom and the respect of the visiting surgical team for patient autonomy 
may collide. Usually, surgical missions overseas tend to last no more than 7 to 
10 days, with a very tight schedule, which may prevent taking care of all the patients 
in need of surgical care. In addition, there is the question of who will be in charge 
of postoperative follow-up with an emphasis on managing complications.

Table 41.1 Typology of ethical topics in Global Surgery

Principle Topics

Justice    • Licensing/authorization to perform surgery
   • Professional liability issues
   •  Working in an unusual environment/ setting, with lack of resources 

and/or supplies
   •  Participation of surgeons not adequately trained to perform the 

requested procedures
   • Performing procedures out of the scope of usual practice
   • Replacement of the government duty to offer adequate surgical care
   • Observance of human rights
   • Cultural and values’ differences
   • Communication issues

Respect for patient 
autonomy

   • Surgical informed consent process
   • Language barriers
   • Disclosure of the surgeon own experience
   • Recognition of patients’ requests
   • Communication issues

Beneficence    • Surgical diligence and expertise
   • Appropriate and reliable judgment
   • Professionalism/ professional traits
   • Supervision of postoperative course
   • Communication issues
   •  Participation of surgeons not adequately trained to perform the 

requested procedures
   • Performing procedures out of the scope of usual practice
   • Accountability

Non-maleficence    • Surgical diligence and expertise
   • Appropriate and reliable judgment
   • Recognition of the limits of one’s professional domain
   •  vDisclosure and discussion of the surgeon own experience, risks, 

complications and errors
   • Communication issues

41 The Ethics of Medical Missions (Con)
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The starting point of the relationship between the patients and the participant in 
the surgical mission is one of unfairness, or justice, in which their basic human 
rights are violated due to their lack of access to adequate health care, including 
surgical care. In summary all of the four ethical principles, as well as the patients 
taken care, may suffer some type of impairment through the surgical care provided 
by international global missions to LMIC.

41.2  Search Strategy

A search using the following MeSH terms (ethics, surgical ethics, global surgery, 
surgical missions, ethical challenges) was performed in these databases: Pubmed, 
Medline and LiLacs between the years 1995–2020. References included within the 
retrieved publications were further assessed and those considered the most appro-
priate have been included in the chapter’s list of references.

41.3  Discussion

Access to adequate medical care should be considered a human right all over the 
world. In that sense, the United Nations’ 1948 Universal Declaration of Human 
Rights states in article 25, first part:

Everyone has the right to a standard of living adequate for the health and well-being of 
himself and of his family, including food, clothing, housing and medical care and necessary 
social services, and the right to security in the event of unemployment, sickness, disability, 
widowhood, old age or other lack of livelihood in circumstances beyond his control [4].

The right to health is further defined in Article 12 of the 1966 International 
Covenant on Economic, Social and Cultural Rights [5]. In addition to this document 
the United Nations Office of the High Commissioner for Human Rights has 
described the entitlements of the right to health, which include:

• The right to a system of health protection providing equality of opportunity for 
everyone to enjoy the highest attainable level of health

• The right to prevention, treatment and control of diseases
• Access to essential medicines, maternal, child and reproductive health
• Equal and timely access to basic health services
• The provision of health-related education and information
• Participation of the population in health- related decision-making at the national 

and community levels
• All services, goods and facilities must be available, accessible, acceptable and of 

good quality [6]
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In compliance with these documents, there should be both a duty and an obligation 
by governments to guarantee and provide these services; to comply with the above- 
mentioned requirements, no matter their political sign or inclination, on a timely 
and adequate basis, and not to depend on the good will of foreign third-party provid-
ers. While an obligation is a “must”, a duty is “ought”, which evidences the moral 
strength of these duties. Most of these LMICs are managed by inefficient and some-
times corrupt systems, to whom public health is not a priority and so the UN guide-
lines remain mostly unfulfilled for the vast majority of nationals in those countries, 
especially those in vulnerable situations. Besides, many African countries do not 
lack in natural resources, such as diamonds, minerals and oil [7].

Although in LMIC the number of physicians and surgeons is low, the govern-
ments, usually characterized by unfairness, utterly indolence and lack of transpar-
ency, have not taken measures to solve the overall situation. In addition, the Institute 
of Medicine (today the National Academy of Medicine) has defined the quality of 
care as the “provision of care that is safe, effective, efficient, timely and patient 
centered for all those who are in need” [8]. In 1997, the Institute of Medicine stated 
that “America has a vital and direct stake in the health of the people around the 
globe, and this interest derives from both America’s long and enduring tradition of 
humanitarian concern and compelling reasons of enlightened self-interest” [9].

Current surgical missions to LMIC are considered by some authors as a new 
form of colonialism and/or imperialism. Some of the first US health campaign over-
seas were rooted in a concept of colonialism and profit and not pure altruistic goals. 
Two situations exemplify this assertion. The first is the work of Chief Sanitary 
Officer William Gorgas in the construction of the Panama Canal (1904–1914) 
whose goal was keeping the workers free of malaria and yellow fever [10]. The 
second was the Rockefeller Foundation’s first campaign rooted in the mission “to 
promote the well-being of humanity throughout the world”, really pursued the erad-
ication of hookworm in South America, which affected the productivity of their 
workers [11].

There are several approaches to the concept of global surgery and the matters it 
involves. Global surgery generally refers to the provision of surgical care in low- 
resource settings, mostly LMIC, usually performed by non-local physicians. It is 
usually characterized by the fact of placing medical and/or surgical volunteers in a 
context of unfamiliar places, with different languages and cultural bonds and severe 
constraints regarding infrastructure and resources. Although surgery should be con-
sidered an indivisible and indispensable part of health care, the global disparity to 
surgical care between rich and poor is astounding, not only within countries but 
between individuals of different countries.

Meara et al. [12] informed these facts:

5 billion people lack access to safe, affordable surgical and anesthesia care when needed
43 million additional surgical procedures are needed each year to save lives and prevent 

disability
33 million individuals face catastrophic health expenditures due to payment for surgery 

and anesthesia each year
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Many Third World countries are open to foreign surgical labor force, in contrast to 
the US and most western countries which tend to be much more stringent in receiv-
ing foreign physicians, who are usually well trained in their countries. This may be 
due to many reasons, one of them professional liability issues. It is clear, however, 
that surgical missions to LMIC will not solve the inequity and failure of the imple-
mented health care systems in those countries.

Bath et al. consider global surgery as the enterprise of providing improved and 
equitable surgical care to the world’s population [13]. Dare et al. define global sur-
gery as an area of study, research, practice and advocacy that seeks to improve 
health outcomes and achieve health equity for all people who require surgical care, 
with a special emphasis on underserved populations and populations in crisis. It 
uses collaborative, cross-sectorial and transnational approaches, and is a synthesis 
of population-based strategies with individual surgical care [14].

The most common and usual model for surgical intervention in LMIC settings is 
represented by the one week to ten-day short-term surgical mission consisting of a 
group of providers from a developed country going to a LMIC where they provide 
as many surgical procedures as they and the local setting are able to manage. This 
type of mission provides much needed surgical interventions but does not address 
the core of the chronic lack of surgical care in the local communities. They also usu-
ally fail in the management of perioperative care, adequate follow-up, potential 
complications, and poor communication with the local medical practitioners and 
health care staff and personnel.

There are some benchmarks which may assist in the goal of defining the ethical 
implications of a global mission as in the case. Since the main goal of these mis-
sions is represented by the offering and performance of surgical procedures to a 
limited number of patients, due to the short time of the activity, the following conun-
drums should undergo detailed scrutiny:

• Surgical competence and diligence of the visiting surgeons: related to the train-
ing and focus of the participants in the field of practice which will be requested 
and required during their trip. What may happen if a foreign trainee is asked to 
perform a procedure which lies outside their comfort zone or previous experience?

• Partnership with local human resources and organizations is of paramount 
importance and may lead to the teaching and training of the local physicians.

• Sustainability and continuity of care, represented by the question “What happens 
when the team leaves?”

• Outcomes monitoring

In the introductory vignette, it seems clear that the group headed by Dr. Mas Ilayan 
does not comply with the mentioned salient points. Since the surgical mission lasts 
a maximum of ten days, late complications and sequelae may eventually request the 
care of another team, if available. And there is no accountability of the activity dis-
played by the travelling group.
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41.4  Justice

Aristotle first conceptualized justice as the “rendering to each individual of what is 
due to him or her” [15] and in the health care arena, refers to the achievement of 
fairness and equity. It is only fair to provide patients in LMIC’s with the same appli-
cation of the morally accepted laws as happens in their home countries and settings. 
Respect for patients’ individual rights should be a priority. A final consideration 
regarding the concept of social justice, which encompasses these overseas humani-
tarian undertakings, should be made. Many times the trips are justified by the com-
mon good, which consists of the ultimate realization of individual and social 
capabilities. These aims are shared by both the individual and the collective. Social 
justice pursues the common good, which should be characterized by the social 
coexistence of human dignity, altruism, and solidarity with a particular focus for 
those in civil society with the greatest needs and the least advantages. In order to 
comply with this principle, medical missions overseas should be in accordance with 
the following provisions: (1) these ventures should be part of local initiatives aimed 
at the implementation, organization, development and strengthening of local health-
care resources, (2) the agenda of healthcare issues and priorities should be estab-
lished by the local community or government bodies preventing paternalistic, 
colonial or imperialistic approaches, (3) the missions should nurture harmony 
between treatment provided by the visitors and a more comprehensive promotion of 
health, (4) follow up and thus continuity of care should be assured, (5) attention 
should be paid not only to healthcare issues but to many other social determinants 
(education, employment, social infrastructure, among others), and in this aspect 
non-government-organizations and academic and foreign institutions play a role in 
controlling local state governments, (6) Critical evaluation and assessment of each 
health mission is mandatory for improvement and empowerment of the local com-
munities [16].

As shown in Table 41.1 I, there are several topics which compromise the ethical 
principle of justice in this mission, and which emerge clearly.

One of the initial aspects to guarantee the safety of the mission and patients is 
compliance with local licensing procedures and/or authorizations and health stan-
dards so as to prevent any clash with regulatory issues and professional liability 
issues. Have the members of this mission or Dr. Mas Ilayan requested due authori-
zation to local authorities for the performance of the surgical procedures in accor-
dance with local regulations? Was this authorization granted? Working under limited 
resources’ conditions may impose also additional risks to the patients, because 
many practitioners are not used to those settings in their home institutions, and 
many times they perform procedures which are not within their usual scope of prac-
tice. This may compromise not only the quality of the provided care but may also 
have unintended consequences. The volunteer surgeon needs to have a high level of 
skill and empathy to adapt to these types of settings, and that is not typically the 
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situation of the surgical residents involved in the mission. Gil et al. describe that 
only 70% of hernia repairs performed in Africa used electrocoagulation due to the 
lack of this equipment in operating rooms [17]. Howe considers that many times 
volunteers perform operations in less optimal conditions that they are used to in 
their native settings [18] and Bernstein describes the medical and moral unease of 
performing surgery with equipment and assistance so inferior to that back at his 
hospital [19]. Frequently, patients in developing countries often suffer from condi-
tions that are not known, infrequent or not prevalent in the developed world. This 
represents a challenge for surgical volunteers, who encounter patients with more 
advanced disease than they are accustomed to due to delayed or lack of available 
healthcare which adds to the difficulty of performing the procedure itself.

Another important challenge to the principle of justice is the observance of the 
human rights of the patients, who are in a vulnerable situation, based on being 
placed into a situation where to choose with freedom is unthinkable and condemned 
by their social status. Of course, the contrast in culture and values, added to the 
language barrier magnifies communication barriers which prevent open discussion 
of the surgical indication, risk/benefits ratios and shared decision-making process. 
As an example of language barriers preventing effective communication, Groen 
reported that fourteen official languages exist in Sierra Leone [20]. In the depicted 
case, only Dr. Mas Ilayan is fluent in the local language, while the rest of the mem-
bers are only fluent in English, preventing sound, safe and reliable communication, 
since additional translators are not available.

Last, but not the least, the usual criticism to short surgical global missions is 
represented by the dictum “You can’t carry out medical programs in episodes”, 
reflecting the lack of real programs, and not just actions, to strengthen local resources 
and support the training of the local surgical and medical manpower. Although Dr. 
Ilayan has travelled to this country several times, his relationship with local physi-
cians and health organizations is not smooth.

41.5  Beneficence and Non-Maleficence

Beneficence is represented by acts of mercy, kindness, and charity and involves the 
principle of acting with the best interest of the other in mind. Positive beneficence 
supports the disposition of moral duties: to protect and defend the rights of others 
and imposes positive requirements of action. Non-Maleficence is based on the dic-
tum “Primum non nocere” (“First, do no harm”) and requests intentionally refrain-
ing from actions that would cause harm. It includes not only the duty not to inflict 
harm but also the duty not to impose a risk of harm. It is worth remembering 
Jonsen’s editorial regarding the first conflict every physician encounter: “altruism vs 
self-interest” [21]. Despite the general idea of altruism surrounding overseas medi-
cal missions, the self-interest of the participants, which may range from hands-on 
expertise with difficult and/or uncommon cases to tax benefits, should be thoroughly 
explored.
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Providing surgical care to at least some patients who lack access, either as a 
result of financial, geographical or other reasons, has been traditionally seen as a 
virtue in medical practice. Many pursue this virtue by providing care to unfunded 
patients in their local practice area, without the need to travel overseas. Many 
authors emphasized the potential for unintentional harm to the intended beneficia-
ries of this type of provider care [22]. Nonetheless, and according to the facts pre-
sented earlier, the impact of these missions on global underserved surgical needs is 
not significant. In the case presented, about 100 to 120 cases are performed during 
the week of the mission led by Dr. Mas Ilayan. While this is a large number of cases 
to the visiting surgeons it does not begin to address the needs of the community 
they visit.

Another issue is the surgical diligence and expertise of the surgeons in the dis-
eases they are going to take care and operate upon. Is it fine for a transplant surgeon 
to operate large incarcerated inguinal hernias in a completely different setting? Is it 
ok for a PGY4 to perform or assist a huge goiter expanding to the upper mediasti-
num? Probably the question in adequate conditions should be a no. These issues 
should be included in a wider discussion regarding the accountability of the whole 
mission and its real impact on the life and welfare to the population [23]. Another 
Achilles’ heel of these overseas missions is the lack of appropriate professional 
conduct, and an example is the relationship with the local health force, that in the 
case in discussion seems to be uncertain. The only way to prevent this from happen-
ing is to connect and partner with local physicians and/or institutions in order to 
build a local surgical force grounded on the education and training provided, a fact 
that Dr. Mas Ilayan has not given enough attention. Record keeping can be an issue 
in these settings and thus may also be compromised, quite opposite to what happens 
in the home settings, where there is a compelling duty to comply with regulations 
regarding the documentation of physicians’ involvement and practice.

Another matter of concern is the management of the postoperative course after 
the surgical team deploys and the situation returns to normal, with no available and 
immediate care, forcing the population to move to another town to seek surgical 
care. These circumstances place patients at a higher risk for complications than 
would be accepted at home, and clash with the ethical duties of a surgeon, whose 
mission is to perform the procedure and supervise the postoperative course until full 
medical release.

At times the motivation for missions may benefit the provider of short-term aid 
more than the intended recipient. As an example, residents or medical students may 
be given the opportunity to gain experience doing procedures on a population where 
there is less emphasis on supervision and informed consent than would take place at 
their home academic institutions. These circumstances will undoubtedly give them 
access to patients and situations that they would not otherwise have [24]. One of the 
main reasons for surgeons in training to travel to South Africa, for example, was to 
gain experience and training in the management of trauma patients in settings with 
a high incidence of mass casualties [25].
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41.6  Respect for Autonomy

This principle underlies the individual decision-making in health care and research, 
as patients and as subjects, throughout the whole health care process. There are two 
conditions which are essential for the achievement of this principle: liberty (free-
dom from external controlling forces or influences) and agency (the capacity and 
capability for intentional action). The basic paradigm of autonomy in health care is 
represented not only by the informed consent process, but also by the freedom to 
choose and a shared decision-making process. It also requires that patients are not 
deceived by the behavior of their physicians. In many global missions, this principle 
is at risk in many ways. Language and cultural barriers are a challenge for a sound 
and valid informed consent process, foreign doctors in communities with low and 
very low health literacy level may be seen as having a special or higher authority. 
These flaws surely would not be accepted in other settings, making these communi-
ties more prone to abuses and paternalistic approaches. Many times, as in the above 
case, most participants are performing beyond their scope of training, increasing 
risks of physician care, errors and harm to the patients. In summary, the following 
issues should be given proper attention:

• Do patients have the right to choose treatment based on informed consent?
• Patients should not be deceived or given false expectations.
• How are language, communication and cultural barriers/issues given proper and 

adequate attention?
• How are patients gathered if no contact with local physicians has been established?

It seems very clear that the principle of autonomy is compromised most times, 
due to the vulnerability and low health literacy of the population, as well as the 
language barriers.

Lasker et al. defined six core consensus principles to assure effective and ethical 
short-term health activities. They include: (1) appropriate recruitment, preparation 
and supervision of volunteers, (2) the host partner, either a non-government organi-
zation, medical organization, hospital, charity, who defines the program and their 
role in it, (3) the sustainability and the continuity of programs, (4) espect for gover-
nance and compliance of legal and ethical standards, (5) regular evaluation and 
audit of programs and outcomes for the assessment of their impact and (6) mutuality 
of learning, training and respect for local health professionals (Table 41.2). But, 
regretfully, little compliance with these guidelines have been achieved [26].

Table 41.2 The six core principles for effective and ethical short term medical missions [26]

   1.  Appropriate recruitment, preparation and supervision of volunteers
   2.  The host partner, either a non-government organization, medical organization, hospital, 

charity, who defines the program and their role in it
   3. The sustainability and the continuity of programs
   4. Respect for governance and compliance of legal and ethical standards
   5.  Regular evaluation and audit of programs and outcomes for the assessment of their impact
   6. Mutuality of learning, training and respect for local health professionals
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Welling, et al. provide a valuable and illustrative overview of many of these criti-
cisms by describing the “seven sins of humanitarian medicine”, which may serve as 
a guiding template for assessment and evaluation of medical and surgical global 
missions [27]. These include:

 1. Leaving a mess behind, with special emphasis on complications and undesired 
outcomes

 2. Failing to match technology to local needs
 3. Failure of non-governmental organizations to cooperate and help each other, and 

accept help from military organizations
 4. Failing to have a follow-up plan
 5. Allowing politics, training, or other distracting goals to trump service, while 

representing the mission as service-oriented
 6. Going where we are not wanted or needed and/or being poor guests
 7. Doing the right thing for the wrong reason

This includes going on an unusual vacation, doing a “first” case, performing a large 
number of complex/unusual cases in a quick fashion and without the requirements 
of informed consent process, adequate monitoring, follow up, without the need to 
train local surgeons, and to achieve fame or recognition.

A unifying theme underlying many of these sins is a systemic failure to consult 
or cooperate with the local population and healthcare providers, or other interna-
tional groups operating in the same location. Another common topic is the usual 
lack of sustainability of these missions which are, many times, characterized by: a) 
lack of continuity of care, in order to avoid an operation as an isolated event, b) the 
guarantee of an adequate follow-up care and precise management of long-term 
complications, c) weak collaboration in teaching and training local human provid-
ers and d) lack of information regarding outcomes’ measurement. All these traits 
can be easily identified in Dr. Mas Ilayan’s mission.

41.7  Case Conclusion

In summary, the surgical mission led by Dr. Mas Ilayan should comply with the fol-
lowing issues to be considered ethically and morally sound:

• Are the professional goals of Dr. Mas Ilayan and his team clarified and aligned 
with the hosts’ goals?

• Which are the real reasons for his enterprise? Is it just beneficence? Or is there 
any hidden benefit for all those participants? (e.g. benefits in tax revenue)

• Is there an established partnership between organizations/ academic institutions 
supervising the surgical mission?

• Has there been preparation standards established in partnership between the 
ongoing team and the local organization?

• Who is/are the one/s responsible/s for defining the scope of the surgical proce-
dures which will be performed?
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• Which will be the standards of care to abide for?
• Who will be held accountable for the surgical indication in each particular case?
• What type of available infrastructure will the team rely upon?
• Are there enough and adequate supplies and/or resources?
• Is the team bringing with them supplies? What type or kind of them? How will 

they clear customs?
• What about local licensing or permits to perform surgery?
• Who will look and take care for patients after the team deploys from the area?
• What type of relationships with local physicians/ medical associations will be 

established and nurtured?
• What type of learning/ training will the local physicians receive?

Regarding the appropriateness of direct care delivery, one should be stringent in the 
sense that the ethical goal of any medical humanitarian mission is “ensuring the 
right surgeon performs the right procedure on the right patient with the right 
resources” [28], and this has not happened in the case under discussion.

41.8  Concluding Remarks

• There is no doubt that global surgical care programs may address disparities in 
health and surgical care worldwide, but their significance and impact are contro-
versial. Nonetheless, strong demands to the local governments should be made to 
prevent serious omissions in health care and corruption

• Medical humanitarian missions should be ethical, safe and responsible. A key 
component includes planning, follow-up and sustainability

• These programs present a unique set of ethical challenges, that should be 
addressed by the participants and leaders of these missions

• Is still the safety and well-being of the patients at the core of these modalities, or 
it is only beneficial to the moral conscience of the physicians involved in the 
sense that “they are doing something good”?

• These modalities should be under close scrutiny in order to achieve a better 
knowledge of their outcomes

• It is important to develop and hone partnerships with local physicians, surgeons, 
and institutions in order to guarantee the training of local resources and thus, that 
follow-up is ensured

• The ultimate goal should be to convince the local governments about the benefits 
of establishing adequate standards of health and surgical care as well as referral 
and counter referral networks.

• Global surgical missions should not be an example of itinerant surgery, and if 
performed in that fashion should be condemned and avoided

• If global surgical missions are to be ethically sound, they need to heed Welling’s 
advice so as to prevent the commission of any sins [27].
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41.9  Selected References

• Scheiner A, Rickard JL, Nwomeh B, et al. Global surgery pro-con debate: a path-
way to bilateral academic success or the bold new face of colonialism? J Surg 
Res. 2020;252:272–280. doi:https://doi.org/10.1016/j.jss.2020.01.032

 – A pro-con analysis of global surgery. Among the pro are: the possibility of 
establishing bilateral a partnership, which is mutually beneficial as well as 
mentorship processes. And among the con are: elements of colonialism/ 
imperialism; pitfalls of the surgical missions in the fields of continuous care, 
surgical education and research.

• Grant CL, Robinson T, Al Hinai A, Mack C, Guilfoyle R, Saleh A. Ethical con-
siderations in global surgery: a scoping review. BMJ Global Health. 
2020;5:e002319. doi:https://doi.org/10.1136/bmjgh- 2020- 002319

 – A scoping review of different relevant databases identifying literature pertain-
ing to the topic of ethics in global surgery in four domains: clinical care and 
delivery; research, monitoring and evaluation; engagement in collaboration 
and partnerships.

• Welling DR, Ryan JM, Burris DG, Rich NM. Seven sins of humanitarian medi-
cine. World J Surg. 2010;34: 466–470. doi:https://doi.org/10.1007/
s00268- 009- 0373- z

 – The authors list concerns, mistakes that are common and challenge the suc-
cess of humanitarian missions. Some are: (1) leaving a mess behind, (2) fail-
ing to match technology to local needs and abilities, (3) failure of 
non-government-organizations to cooperate and help each other, (4) failing to 
have a follow-up plan, (5) allowing politics, training, or other distracting 
goals to trump service, while representing the mission as service, (6) going 
where we are not wanted, or needed and/or being poor guest and (7) doing the 
right thing for the wrong reason.
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Chapter 42
Invited Commentary: Medical Missions 
to Developing Countries

Amy G. Lehman

Abstract As a practitioner who transitioned from working in a tertiary care aca-
demic medical center in a major metropolitan city in the United States, to the 
founder of an organization working in health systems-building in one of the most 
operationally difficult countries in the world, my views about short-term experi-
ences in global health (STEGH) certainly run deep. Starting out, I focused on imme-
diate and pressing health issues in the Lake Tanganyika basin in East/Central 
Africa—one of which was maternal morbidity and mortality, and thus obstetric fis-
tula formation.

More recently, I am addressing upstream health-system related problems rather 
than on diseases per se (surgical and otherwise)—most specifically on improving 
the flow of community-level public health data. First and foremost, we need reliable 
data on the incidence of common health challenges.

Keywords Short-term experiences in global health (STEGH) · Lake Tanganyika 
Floating Health Clinic (LTFHC) · Health justice · Population health · Obstetric 
fistula formation · Maternal and fetal death

As a practitioner who transitioned from working in a tertiary care academic medical 
center in a major metropolitan city in the United States, to the founder of an organi-
zation working in health systems-building in one of the most operationally difficult 
countries in the world, my views about short-term experiences in global health 
(STEGH) certainly run deep [1]. I loved, and often miss, being in a well-equipped 
operating room, participating in complex operations where we have all the benefits 
of science and technology, where it was natural to take for granted enough supplies, 
masks, gowns, gloves—and where electricity and clean running water are givens.
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Why make this transition? Of course, my actual journey is more complex, but the 
essence of this answer is simple: a deep commitment to health justice and equity. I 
did not participate in STEGH during my training, and, frankly, there weren’t many 
opportunities for the previous generation of trainees. Therefore, much of my jour-
ney was based on long-time individual interests and relationships that I had devel-
oped over the course of my secondary and post-secondary education. And when I 
transitioned from one role to a very different one, I had to re-learn and re- analyze 
different problem sets, expand my knowledge base in population health and infec-
tious diseases, and confront some of the issues that had always nagged at me in 
surgical training: Is there really strong evidence for all the operations and interven-
tions we are doing? For all our practices? Could we achieve good results with other/
different means under more financially constrained conditions?

Starting out, I focused on immediate and pressing health issues in the Lake 
Tanganyika basin in East/Central Africa—one of which was maternal morbidity and 
mortality, and thus obstetric fistula formation [2]. This is a common problem where 
health systems are extremely weak, and basic prenatal and delivery care is hard to 
access. In my catchment area, the lack of roads/other basic municipal infrastructure, 
the lack of 3G and above signal coverage, plus challenges of physical insecurity, 
significantly amplify the risk of maternal and fetal death, and fistula injury. Many 
people are aware of Nobel Peace Prize winner, Dr. Denis Mukwege’s excellent 
work at the Panzi Hospital outside Bukavu in South Kivu—however, it’s one of only 
two well-supported, skilled high-volume centers in a country that is the size of west-
ern Europe (and they are both on Lake Kivu) [3]. Women often have to wait several 
months, living on the hospital compound, before they are able to receive surgical 
care. And for the majority of women, the distances and costs of travel are simply too 
great to overcome. We recognized that fistula care capacity had to be expanded to 
other areas of the Democratic Republic of Congo (DRC), so when we organized a 
surgical outreach, we included several Congolese health care workers, from doctors 
to nurses to community health volunteers. While we understood that developing 
high-quality surgical care would take a significant amount of time and resources, we 
believed we could make inroads around satellite services that might decrease the 
incidence and severity of fistulas, and in the meantime provide care to women who 
had been waiting years for treatment. For a snapshot of our work in this area, please 
view these short documentaries [2, 4].

As the years have passed, I have focused much of my energy on trying to address 
upstream health-system related problems rather than on diseases per se (surgical 
and otherwise)—most specifically on improving the flow of community-level pub-
lic health data [1]. In weak systems, nothing can be taken for granted. First and 
foremost, do we even have reliable data on the incidence of common health chal-
lenges? If we don’t, then how do we know how to design effective interventions? 
Through our own data collection work at the household level in South Kivu, we 
estimate that only twenty-five percent of community-level public health indicators 
actually flow to the first level of supervision in the Ministry of Health from fragile 
and difficult to access locations (Fig. 42.1).
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In the age of the novel coronavirus pandemic, this has deep and consequential 
implications for global disease surveillance and security [5]. The world has learned 
the hard way that global health inequities can have a profound and potentially nega-
tive effect on more developed systems. Ultimately, we all have to care about global 
health systems particularly with regard to transmissible diseases [6].

26%

74%

40.9%

59.1%

Missing metrics across all Health Areas Health Areas with missing metric reports

Metrics with data

Metrics missing data

Analyzing most commonly reported metrics

Comparing Health Areas, with darker red indicating more missing
reports

26%

74%

Fig. 42.1 Missing metrics across health areas of Lake Tanganyika. (Source: With permission from 
the Lake Tanganyika Floating Health Clinic)
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Because of the complexity of our catchment area which includes a fluid human 
security element, we rarely, if ever, host STEGH outreaches with outside institu-
tions. If we were to host, we would conduct extensive discussions with potential 
partnering organizations and screen participants for skill sets, experience with travel 
in fragile contexts, and motivations for participation, and be very transparent about 
inherent risks. Having said that, I believe that participation in appropriately designed 
and executed STEGH is incredibly enriching to medical trainees of all kinds, inclu-
sive of surgical trainees, as well as people well into their professional practice. The 
key is to responsibly design STEGH.

As both authors appropriately point out, STEGH participation requires a strin-
gent set of requirements to be met in order to maximize benefits and minimize 
harms or unintended consequences to all involved (most importantly, to patients and 
host health systems). Visiting programs have a set of responsibilities that include: 
partnership and familiarity with host health systems and practitioners; obtaining 
credentials (including temporary licensure); ensuring feasible continuity of care, 
including availability of supplies; establishing program length of time to accom-
modate both patient, trainee, and host country needs; risk-stratification and educa-
tion of patients pre-and post-treatment; and general program design that enables and 
prioritizes local capacity building, and absolutely does not stress the local system. 
Respect, safety, and high-quality care must be ensured for all patients who are 
treated, which includes having interpreters on-site at all times.

Ideally, STEGHs should be bidirectional learning experiences for medical pro-
viders/trainees. “Standard of care” can mean different things in very different con-
texts, and certain operations and interventions cannot be performed in all settings. 
Humility, patience, and respect are essential attributes of participants in STEGHs. 
The scope of practice for health care workers can traverse a wide range, dependent 
upon the host country’s needs and policies. The flow of expertise is not unidirec-
tional, and often indigenous knowledge and practice can establish new standards of 
care in certain specialties. Obstetric fistula repair is a good example of an operative 
field where expert practitioners in low- and middle-income countries (LMICs) can 
have a much greater wealth of experience, as the incidence of obstetric fistula in the 
US and other high-income countries (HICs) is comparatively very low [7]. STEGH 
programming should ideally include prevention and management strategies. For 
example, supporting prenatal and birth planning clinics reduces the overall inci-
dence of obstructed labor and fistula formation, and a significant percentage of 
simple vesico-vaginal fistulas can be completely treated with catheter-based decom-
pression of the bladder only, if they are appropriately identified at the time of injury 
(and, crucially, there is an adequate supply of indwelling catheters, and health care 
workers who can insert them, observe and educate patients about their care) [8]. Not 
all expensive and high-tech interventions are necessary, and particularly in surgery, 
a number of HIC practices are the result of custom and habit vs. rigorously tested 
and proven methodologies. Those visiting LMICs from HIC should strive to remem-
ber that.
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The performance of LMIC’s health systems can vary, and the “should,” “why,” 
and “how” of that performance is often very complex. Having worked for more than 
a decade in a resource-rich but fragile state, I believe penalizing patients due to 
national and international governance failures over which they have little to no con-
trol is inappropriate. However, participants in such contexts should be aware and 
capable of navigating challenging political and operational terrains [9]. Often pri-
vate actors within dysfunctional states can deliver high-quality and rational preven-
tive care as well as treatments—and indeed if we are to achieve the global, very 
ambitious, Sustainable Development Goals, that sort of engagement will be required 
alongside a commitment to health systems strengthening in general, which should 
include surgical capacity building.

Additionally, participation in STEGHs can help illustrate gaps in HIC training. 
What does it mean to be adequately trained in general surgery today? The answer 
may be more nuanced than those of us who have trained at HIC academic medical 
centers may initially think, where the pull of hyper-specialization is strong. How 
much experience with open cases and sharp dissection should a competent and ver-
satile general surgeon have? Should a general surgeon be comfortable with per-
forming caesarean sections? What percentage of the HIC surgical workforce should 
be broadly trained and competent across multiple domains, to be ready to work in 
rural and/or underserved areas [10]? This is the counterpoint in experience to the 
very real need to bring more specialized expertise and exposure to LMIC health 
systems.
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Chapter 43
Ethics and National Health Policy Change: 
A Case Study of the Transplant System 
in China

Ashley Suah and Michael Millis 

Abstract The evolution of China’s sixty-year-old transplant system has had a 
global impact. For decades, China’s ongoing scarcity of organs in the absence of 
regulation of the transplant program resulted in the accepted use of executed prison-
ers’ body parts as the primary source of transplanted organs. International aware-
ness exposed an associated rise in transplant tourism and the ensuing predicament 
of organ trafficking. As a result, worldwide attention was directed towards these 
unethical practices. Establishment of a legal framework in 2007 and persistence in 
partnership between China and transnational allies led to the abolishment of dona-
tion by execution and the harvesting of Chinese prisoners’ organs in 2015.

Keywords Ethics · Transplantation · China · Health policy · Transplant tourism  
Organ trafficking · Prisoner body parts

Case
Zhong Haiyuan was a young, female schoolteacher from Ganzhou City, Jingxi 
Provence who was sentenced to death for “counterrevolutionary” offenses 
after numerous articles and big character posters composed by one of her col-
leagues, were discovered in her possession. She was shot twice in the head 
during her execution on April 30, 1978. China does not recognize brain death, 
thus until her heart ceased circulation, she was considered alive. Her body was 
taken to an operating facility at the prison and both of her kidneys were 
removed. One of her kidneys was transplanted into the son of a high-ranking 
military official, who reportedly facilitated the logistics of the procurement on 
the prison grounds [1].
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43.1  Introduction

43.1.1  Evolution of Transplantation in China

China’s organ transplant program commenced in the 1960s and consisted primarily 
of kidney transplants, performed with the aid of foreign medical consultants. It was 
not until 1974 that the program was formally announced, yet this announcement 
was met with poor clinical outcomes [1]. Consequently, the transplant system strug-
gled for the next decade. The early 1980s however, represented a turning point for 
China’s transplant program with 1983 bringing forth the inauguration of annual 
crime initiatives which resulted in an increased number of prisoners being subjected 
to capital punishment [1–4]. A law was passed in 1990 which permitted the procure-
ment of executed inmates’ organs for the purposes of transplantation, which often 
occurred without permission from these prisoners or their families [5]. The absence 
of informed consent and lack of transparency in the practice of using criminals’ 
body parts as a viable source of transplantable organs was rationalized with the 
notion that through their execution, these convicted felons would be prolonging the 
lives of innocent victims of end-organ failure. Unfortunately, these new crime cam-
paigns involved a broadening of offenses punishable by death and significant gov-
ernmental pressures to meet arrest quotas. As a result, many Chinese citizens were 
subjected to unfair trials and wrongful executions [1, 6, 7].

43.2  Search Strategy

The medical literature from 1990 until 2020 was searched utilizing the databases of 
PubMed and Google Scholar. The search was conducted using the terms: transplan-
tation in China, China health policy, international ethics in transplantation, organ 
procurement, prisoner body parts, organ trafficking, medical tourism. In addition, 
we utilized the official website of the State Council of The People’s Republic of 
China for official health policy pronouncements. Greater than 400 hits were obtained 
when keywords were used independently; approximately 20–50 hits when two key-
words were combined. All years were included initially, however, pertinence was 
decided based on a number of factors including number of citations and publisher.

43.3  Discussion

Autonomy—Incarcerated individuals are recognized as members of a vulnerable 
population due to the restrictive nature of imprisonment. Incarceration compro-
mises one’s ability to make independent decisions. The utilization of prisoners’ 
organs for transplantation, especially without their permission, directly infringes 
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upon the principle of autonomy. All persons, including prisoners, should always 
have control over their bodies and be permitted to make their own decisions without 
the influence or coercion of medical providers or other persons in power.

Beneficence—For decades, China’s transplant system did not have standard-
ized clinical guidelines or a legal framework in place to ensure the best outcomes 
for all organ donors and recipients. Thus, despite advancements in knowledge 
and techniques, until a centralized quality control mechanism was established, 
and the well-being of all patients was prioritized, the principle of beneficence 
was not met.

Non-Maleficence—Utilizing the organs of the disadvantaged in order to benefit 
the privileged, poses a major ethical dilemma. The performance of high-risk opera-
tions and procedures without clinical guidelines and practice regulations lead to 
poor outcomes during the initial phases of China’s transplant system.

Justice—Reform of the Chinese transplant system led to holding providers 
accountable for complying with internationally referenced regulations, respecting 
and treating all patients equally, improving access to all patients in need of organ 
transplantation, banning organ trafficking, and ensuring objective organ recovery 
and allocation (see Table 43.1).

Table 43.1 The four principles of ethics as they relate to transplantation reform in China

Autonomy    •  Incarcerated individuals are recognized as members of a vulnerable 
population due to the restrictive nature of imprisonment.

   •  Incarceration compromises one’s ability to make independent decisions.
   •  The utilization of prisoners’ organs for transplantation, especially without 

their permission, directly infringes upon the principle of autonomy.
   •  People, including prisoners, should always have control over their bodies 

and be permitted to make their own decisions without the influence or 
coercion of medical providers or other persons in power.

Beneficence    •  For decades, China’s transplant system did not have standardized clinical 
guidelines or a legal framework in place to ensure the best outcomes for all 
organ donors and recipients.

   •  Thus, despite advancements in knowledge and techniques, until a 
centralized quality control mechanism was established, and the well-being 
of all patients was prioritized, the principle of beneficence was not met.

Non-
Maleficence

   •  Utilizing the organs of the disadvantaged in order to benefit the privileged, 
poses a major ethical dilemma.

   •  The performance of high-risk operations and procedures without clinical 
guidelines and practice regulations lead to poor outcomes during the initial 
phases of China’s transplant system.

Justice Reform of the Chinese transplant system led to:
   •  Holding providers accountable for complying with internationally 

referenced regulations
   •  Respecting and treating all patients equally, improving access to all 

patients in need of organ transplantation
   • Banning organ trafficking, and
   • Ensuring objective organ recovery and allocation
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43.3.1  The Cyclosporine Age

China’s introduction to Cyclosporine A in the 1980s resulted in an improvement in 
graft outcomes with first-year recipient survival rising from 50 to 80 percent by 
1987 and as high as 90 percent by 1991 [1, 5]. The use of organs from executed 
prisoners afforded a reliable source of transplantable organs for programs to take 
advantage of the technical and scientific advances. Further, China’s economy was 
transitioning from a command economy to a market economy with a concomitant 
decrease in state funding for health care. Thus, a primary motivation for hospitals to 
establish transplant programs became financial gain and initiating and growing a 
transplant program provided a positive financial incentive to hospitals. Wealthy 
Chinese government officials and affluent foreigners (transplant tourists) were pri-
oritized as recipients. Without regulation of China’s developing transplant system, 
and no regard for the protection of prisoners’ rights, massive transplant tourism 
ensued. The 1995 Ordinance from the Chinese Ministry of Health aimed to prohibit 
commercial trading of human organs and promote the regulation of living donor 
transplantation; however, this decree was not legally binding, and thus, not enforce-
able. China would continue down this path another eleven years before a legal 
framework for Transplantation was established.

43.3.2  Source and Rights of the Organ Donor

One of the most significant issues regarding the use of executed felons’ organs was 
the disregard of autonomy with lack of written consent from the prisoners or their 
families. Although required by law; consent was rarely obtained [1]. Often, inmates 
and their families were not even informed that organs would be harvested. 
Occasionally, when consent was obtained, China’s legal system encouraged the 
reciprocation of familial financial compensation. Traditional Chinese culture favors 
inhumation; however, more recently, the deceased are often cremated, rather than 
buried, especially in large Chinese cities [7]. The practice of cremation immediately 
after execution gave inmates’ family members no certainty whether or not organs 
were removed from their loved ones [7, 8].

Although involvement of Chinese physicians in the execution process is a direct 
violation of international standards of medical ethics [9], many of the Chinese trans-
plant centers had exclusive relationships with prisons. Physicians were noted to be 
on prison grounds the day prior to execution to perform examinations and collect 
blood tests in order to confirm matching of donors and recipients [10]. Although 
transplant surgeons were not involved with the actual execution, they were readily 
available on prison grounds to procure organs immediately after death. Often, exe-
cution dates were scheduled based on recipient needs, rather than the strict require-
ments of legal due process [1].
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In order to optimize conditions for organ harvesting, it has been reported that 
execution protocols were allowed to be violated or intentionally abused to ensure 
that prisoners still had some level of circulatory activity after execution, as their 
organs were removed [1, 11]. More than half of the prisoner donors were young, 
healthy men between eighteen and twenty-five years old [1].

Beginning in 1949, the practice of execution in Mainland China was carried out 
by a firing squad with gunshot wounds to the head, unless organs such as eyes were 
needed, in which case, a gunshot wound to the heart was utilized [1, 7, 12]. Officials 
in other parts of China began using lethal injection to provide a more respectful 
death for prisoners. The use of lethal injection in China was formally accepted in 
1996 and became the primary form of capital punishment in 2010 [12].

43.3.3  Regulation of Quality and Reform

China became the second largest transplant program worldwide (only behind the 
United States in number of organs transplanted annually) with 11,000 transplants 
performed between 2005 and 2006 [3]. The US performed 29,000 transplants in 
2006 [13]. Nearly all of these Chinese organs were sourced from executed prison-
ers, and many were transplanted into foreign nationals. This robust volume of cases 
provided by an expeditious and affordable access to organs, resulting in an inunda-
tion of tourists traveling to China for performance of kidney and liver trans-
plants [1–3].

Organ trafficking and transplant commercialism in China were the unfortunate 
consequences of global organ shortage and under-regulated growth of China’s 
transplant system [2–4]. The internet and other virtual communication modalities 
facilitated making transplant tourism a global issue. Chinese hospitals were recog-
nized as major destinations for wealthy and well-insured transplant tourists from 
around the world and frequently paid for by their respective Ministries of Health. 
The sale of executed prisoners’ organs and the transplantation of living donors’ 
organs into foreign patients was a direct violation of the ethical principle of justice. 
The rights of the donors, both deceased and living, were not valued as highly as 
those of the paying recipients. An unjust allocation of organs compromised the 
needs of vulnerable Chinese citizens for the benefit of privileged foreign nationals. 
Disadvantaged Chinese patients in need of life-saving transplantation were disre-
garded [1–3]. The process of securing donors was plagued with corruption. 
Additionally, a lack of regulation governing transplant quality, placed living donors 
and recipients at increased risk of possible complications related to the operations. 
This subjected transplanted patients to unnecessary harm, violating the principles of 
beneficence and non-maleficence.

In 2006, there were more than 600 Chinese hospitals performing solid organ 
transplants with 95% of transplanted organs recovered from executed prisoners 
[5–8]. Compensation for aggrieved parties continued to be encouraged by the 
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Chinese legal system and transplant tourism became widespread. That same year, 
the international press began to focus on the corruption within the Chinese trans-
plant system and as a result, transparency led to reform. The Interim Provision on 
the Administration of Clinical Application and Management of Human Organ 
Transplantation was issued March 2006, detailing China’s requirement to meet the 
technical and systemic demands of a robust transplantation program [14, 15]. In 
April 2006, the Committee on Organ Transplantation developed clinical protocols 
in an effort to standardize practice across all programs. These changes were 
announced at the National Summit of Transplant Centers in November 2006 and in 
May 2007, the state council passed the Human Organ Transplant Regulation to 
endorse legal regulation of solid organ transplantation in China [15]. The Ministry 
subsequently reduced the number of transplant hospitals from greater than 600 to 
169, issuing new laws restricting the transplantation of foreign patients and priori-
tizing Chinese citizens [15]. As a result, medical institutions were expected to meet 
established requirements prior to proceeding with transplantations. From 2006 to 
2007, with enactment of these regulations, the number of transplant institutions 
with full approval from the Ministry to perform transplantation decreased even fur-
ther to only 87 centers [3, 5]. The Chinese government addressed the dilemma of 
financial compensation for organ donors by prohibiting this activity with severe and 
substantial penalties and in 2007, the Ministry issued a notice that ensured Chinese 
citizens would be given priority for receipt of an organ [3–5]. Deceased donor trans-
plants decreased by more than threefold and living donor related transplants dou-
bled [15].

To prevent exploitation of the incarcerated and protect donors’ rights, in 2010 the 
Chinese government required analysis of all death sentences by the Supreme 
People’s Court; written consent from donors prior to retrieval of organs; and 
restricted involvement of the transplant team until death had been declared [3, 4]. In 
an effort to promote alternative sources of organ donation, the Red Cross partici-
pated by advertising the need for organ donation. The Ministry also promoted 
organ-donating policies which allowed citizens to express their wishes on their 
driver’s licenses [3, 5, 6]. The Ministry also encouraged initiatives to educate 
Chinese physicians and attempts to standardize diagnostic criteria for brain death 
[1, 3]. China’s non-recognition of the brain death standard continues to greatly limit 
potential deceased, non-prisoner donors who arrive to the hospital after sustaining 
devastating intracranial injuries.

In response to increased awareness related to transplant commercialism, many 
non-governmental organizations, such as the Declaration of Istanbul Custodial 
Group, the Transplant Society, Amnesty International, and Human Rights Watch 
have taken an unequivocal stance against the practice of “donation by execution” 
and banning transplant tourism. These organizations have assisted in developing 
laws and guidelines opposing organ trafficking, while promoting alternatives in an 
attempt to bolster national self-sufficiency in organ donation [1–4]. The Declaration 
of Istanbul was developed in 2008 through the partnership of the two leading inter-
national professional organizations for transplantation and nephrology: the 
Transplantation Society and the International Society of Nephrology. The 
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Declaration of Istanbul Custodial Group is thus the collaboration of these two 
societies in concert with additional experts who share a unified focus of addressing 
human organ commercialization. Specifically, the Declaration of Istanbul Custodial 
Group sought to tackle the unjust treatment of disadvantaged people whose organs 
were being sourced the most, including executed criminals in China, deceased 
donors in Colombia, and indigent populations in India, Pakistan, Egypt, and the 
Philippines [2].

In collaboration with the World Health Organization, the Declaration of Istanbul 
Custodial Group organized an international forum, joining numerous specialists 
from 78 countries in Istanbul in 2008. At the meeting, a standardized set of guide-
lines was created to address deficiencies in practices of transplant programs world-
wide, and more specifically, to shed more light on the issues of organ trafficking [2]. 
Versions of the Declaration of Istanbul on Organ Trafficking and Transplant Tourism 
were published in multiple journals in 2008, including Transplantation, International 
Society of Nephrology, the American Society of Nephrology, and The Lancet [2–5]. 
Through this promotion of transparency, advocacy, education, and accountability in 
transplantation practices, the Declaration of Istanbul led to the restriction of aca-
demic recognition when research or clinical practices involved executed prisoners 
[1–4]. Collaboration and partnership with academic societies, journal editors, and 
research funding agencies resulted in the withdrawal of abstract submissions, and 
restriction of the presentation or publication of data involving prisoners or other 
commercially obtained organs [2].

Partnership with institutions in developed countries formed in response to 
China’s desire to ameliorate its transplant system. In 2006, Vice Minister Jiefu 
Huang, a transplant surgeon himself and faculty member at Peking Union Medical 
College, determined that China’s transplant system must change. He sought the 
funding and guidance of the China Medical Board (grant to Peking Union Medical 
College), and transplant surgeon ethicist (Michael Millis) at the University of 
Chicago. It should be noted that John D. Rockefeller provided the initial endow-
ment in 1910 for the Peking Union Medical College, the China Medical Board and 
the University of Chicago (1892). The purpose of this grant and the subsequent 
renewal was to address the inadequate legal, regulatory, and quality assessment of 
transplantation in China.

43.3.4  New Ethical System

At the China National Transplant Congress in October 2014, the Chairman of the 
National Organ Donation and Transplant Committee, Jiefu Huang, announced that 
“all hospitals are required to stop using organs from executed prisoners immediately 
and the sole source for organ transplant will be civilian organ donation system.” 
This legislative decree was supported by the People’s Republic of China’s Premier, 
Li Keqiang and President, Xi Jinping. The use of executed prisoners’ organs was 
officially banned on January 1, 2015 [10].

43 Ethics and National Health Policy Change: A Case Study of the Transplant System…
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With the reformation of China’s Transplant system came condemnation of trans-
plant tourism, urgency to focus on the prevention of organ failure, and provision of 
organs to meet the needs of the citizens within resources from donors within the 
general population or through regional collaboration. While altruism and voluntary 
donation were encouraged, an emphasis was placed on prioritizing and maximizing 
deceased donor transplantation to relieve some of the burden of living donors [2–4]. 
Western transplant professionals were allowed to visit the Chinese Transplant cen-
ters to assist with the establishment of the organ procurement organization process 
and evaluate compliance with international standards. This important collaboration 
was paramount in affirming the relevant health system infrastructure and alleviating 
misconceptions and fears related to donor transplantation.

With this unified front against organ trafficking and focus on increased use of 
voluntary deceased donor organs, the number of deceased donor transplantations 
has increased significantly in the last 5 years [10]. With the implementation of the 
new voluntary system, 11,300 deceased donor organs were transplanted in 2016; a 
substantial increase from the 7,393 deceased donor organs transplanted in 2015 (see 
Fig. 43.1). As of 2016, 2.9 million citizens were recognized as organ donors, which 
is a 120-fold increase from the 24,000 donors recognized in 2010.

43.4  Concluding Remarks

In order to maintain the progress that has occurred over the last 15 years, the Chinese 
transplant system infrastructure must be continuously scrutinized and strengthened. 
International support in concert with unity amongst national and local governments 
is paramount. Chinese cultural perspectives and values must be respected; patient 
and family’s wishes must be honored. Complete transparency with organ donation, 
recovery, allocation, and recipient selection cannot be compromised. Comprehensive 
data collection, inclusive of donor and recipient demographics, is critical. Finally, 
efforts to eliminate capital punishment in China are ongoing [12]. Capital 
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punishment, carried out by lethal injection or gun shot, continues to be recognized 
as a legal penalty for murder and drug trafficking in China [11, 12]. Until the death 
penalty no longer exists, unwavering persistence to protect the incarcerated and 
determination to dissociate transplantation from prison systems must continue.
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Chapter 44
COVID-19 Caught the World Unprepared

Boris D. Lushniak 

Abstract Public health plays a key role in assuring the health of communities and 
this mission becomes even more apparent in the midst of public health emergencies, 
such as pandemics. The COVID-19 pandemic is the fifth pandemic that the global 
population has experienced in the last 100 years. It is unique in that it is the first 
pandemic caused by a coronavirus and not by an influenza virus and therefore has 
distinctive epidemiological features. As a novel virus and a novel pandemic, the 
learning curve has been steep. The timeline over this past year shows an eruptive 
spread of the pandemic from Asia to Europe, to the Americas. The approaches of 
fighting this pandemic vary and have shown both successful results and disastrous 
paths. The world is presented with many issues that have become apparent in the 
midst of this public health crisis. Optimism, however, is a critical feature as science 
progresses with new approaches on public health interventions, therapeutic modali-
ties, and vaccine development and distribution.

Keywords Pandemic · COVID-19 · Coronavirus · SARS-CoV-2 · Epidemiology  
Public health

44.1  Introduction

44.1.1  Public Health

In CEA Winslow’s classic definition from 1921, public health is defined as “the sci-
ence and art of preventing disease, prolonging life and promoting physical health” 
[1]. Public health has certainly evolved with time, but the basic premises of the 

B. D. Lushniak (*) 
University of Maryland School of Public Health, College Park, MD, USA
e-mail: lushniak@umd.edu

http://crossmark.crossref.org/dialog/?doi=10.1007/978-3-030-84625-1_44&domain=pdf
https://doi.org/10.1007/978-3-030-84625-1_44#DOI
https://orcid.org/0000-0002-7513-9344
mailto:lushniak@umd.edu


618

“three p’s”—preventing disease and injury, promoting health (physical, mental, and 
social well-being), and prolonging a high quality life—have held over the course of 
a century.

The public health model includes important pathways to achieve the goal of the 
“three p’s”. This model consists of four major steps: (1) Surveillance—what is the 
problem? (2) Risk factor identification—what is the cause? (3) Intervention and 
evaluation—what works to prevent or decrease the problem? and, (4) 
Implementation—how do you do it? (see Fig. 44.1) [2]. The goal of public health is 
to get to that last stage, which includes the implementation of policies, regulations, 
and initiatives which would have a positive impact on the health of the population. 
However, we don’t get to that last stage without robust and scientifically valid infor-
mation and data from the first three steps.

With this approach public health has had incredible achievements. Over the 
course of the twentieth century the world has changed for the better as a result of 
public health actions. These include achievements and progress in vaccinations, 
motor-vehicle safety, safer workplaces, heart disease and stroke, safer and healthier 
foods, healthier mothers and babies, family planning, fluoridation of water, recogni-
tion of tobacco as a health hazard, and control of infectious diseases [3].

The definition of public health and the public health model applies in the varied 
essential services of public health, which broadly include assessment, policy devel-
opment, and assurance (see Table 44.1) [4]. Public health, in its day-to-day work, 
deals with chronic diseases, substance abuse, common infectious disease, and other 
physical, mental, and environmental health issues that affect our communities. But 
the public health approach becomes even more vibrant and critical during public 
health crises, where the “three p’s” are tested in the midst of rapidly evolving sce-
narios, marked uncertainty, and many unknown variables. New approaches, new 
strategies, and new data sources need to be recognized and highlighted for an effec-
tive response as part of an emergency public health mission.

The need for public health action is certainly apparent in the midst of infectious 
disease disasters, which are events during which a biological agent can result in 
mass casualties. Infectious disease disasters require actions that include the four 
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principles of emergency management—specialized mitigation, preparedness, 
response, and recovery. Infectious disease disasters include bioterrorism attacks 
(e.g., anthrax 2001), outbreaks of emerging or reemerging infectious diseases (e.g., 
Ebola 2015), and pandemics (e.g., influenza, COVID-19).

44.1.2  Pandemics

The World Health Organization (WHO) loosely defines a pandemic as an epidemic 
occurring worldwide which crosses international boundaries and usually affects a 
large number of people [5]. Three conditions must exist for a pandemic to occur—1) 
the population is exposed to a novel pathogen and therefore has no or limited immu-
nity to that pathogen; 2) infection with the pathogen results in serious illness with 
high levels of morbidity and/or mortality; and, 3) the pathogen is transmitted effi-
ciently from person to person.

In the last 100 years, the world has seen four pandemics (see Table 44.2). All 
were the result of novel influenza strains that spread to humans from the animal 
world, usually from swine or birds. The most infamous pandemic occurred a cen-
tury ago. Incorrectly termed “the Spanish influenza”, it spread across the globe in 
1918–19, resulting in over 50 million deaths, including over 675,000 deaths in the 
US. Subsequent pandemics in 1957–58, 1968–69, and most recently in 2009–10 
were milder in comparison but still deeply affected the health of the global popula-
tion [6].

The potential for pandemics has become a matter of more concern in our modern 
society. The global population has become larger and more urbanized, yet, through 
the one health concept, is still interconnected with the animal world. Through the 
advancement of high-speed air travel, the level of international connectedness has 
increased, and the globe has become a smaller place. In addition, with medical and 

Table 44.1 Essential Public Health Services (CDC, revised 2020) [4]

   1.  Assess and monitor population health status, factors that influence health, and 
community needs and assets

   2. Investigate, diagnose, and address health problems and hazards affecting the population
   3.  Communicate effectively to inform and educate people about health, factors that 

influence it, and how to improve it
   4. Strengthen, support, and mobilize communities and partnerships to improve health
   5. Create, champion, and implement policies, plans, and laws that impact health
   6. Utilize legal and regulatory actions designed to improve and protect the public’s health
   7.  Assure an effective system that enables equitable access to the individual services and 

care needed to be healthy
   8. Build and support a diverse and skilled public health workforce
   9.  Improve and innovate public health functions through ongoing evaluation, research, and 

continuous quality improvement
   10. Build and maintain a strong organizational infrastructure for public health
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public health advancements, the population of higher risk individuals, including the 
elderly and those with chronic diseases has increased. With these transitions, public 
health has focused on a “not if, but when” pandemic scenario and pandemic prepared-
ness has become a key component of the public health mission. Former US Secretary 
of Health and Human Services Michael Leavitt stated in 2007 that: “Everything we 
do before a pandemic will seem alarmist. Everything we do after a pandemic will 
seem inadequate. This is the dilemma we face, but it should not stop us from doing 
what we can do to prepare. We need to reach out to everyone with words that inform, 
but not inflame. We need to encourage everyone to prepare, but not panic.” [7]

Global health security is a key feature of pandemic preparedness and in 2019 the 
first comprehensive index of global health security capabilities of 195 nations was 
published [8]. Experts assessed various categories and indicators of a nation’s pre-
paredness which included: prevention of the emergence, release, or spread of patho-
gens; detection and reporting of epidemics; rapid response to the spread of an 
epidemic and its mitigation; health system capabilities to treat the sick and protect 
healthcare workers; commitments to improving national capacity, addressing gaps, 
and compliance with international norms; and, the overall risk environment and 
vulnerability. The assessment concluded that on a global scale national health is 
fundamentally weak and no country is fully prepared. Globally the average score 
was 40.2 out of a 100-point scale. Sixty high income nations had an average score 
of 51.9 but 116 high- and middle-income nations did not score above 50. The US 
was ranked first in the world with a score of 83.5.

44.2  Discussion

44.2.1  Coronaviruses and COVID-19

Coronaviruses are a large family of RNA viruses which infect many species in the 
animal world. Until late 2019 there were six known coronaviruses which infected 
humans, four of which were common cold viruses (OC43, HKU1, 229E, NL63) [9]. 

Table 44.2 Past Pandemics (WHO) [6]

1918–19 1957–58 1968–69 2009–10

Type H1N1
Spanish flu

H2N2
Asian flu

H3N2
Hong Kong flu

H1N1
Swine flu

World 
deaths

50 million plus 1–2 million 700,000 151,000–575,000

US 
deaths

675,000 70,000 plus 34,000 plus 12,469

High risk 
groups

Young adults Infants, elderly Infants, elderly Children, working 
adults

Other 
info

20–40% of global 
population 
infected

Spread to US in 
4–5 months; global 
spread in 8 months

Spread to US in 
2–3 months

US with 60.8 million 
cases; 274,000 
hospitalized
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Two others were new ‘emerging’ viruses of the twenty-first century which caused 
Severe Acute Respiratory Syndrome (SARS) and Middle East Respiratory 
Syndrome (MERS). SARS was first reported in Asia in 2003 and was caused by a 
new pathogen, SARS-CoV. Initially the outbreak of this novel virus caused interna-
tional concern, ultimately infecting 8098 people (8 in the US) in 24 nations with 774 
deaths (crude mortality rate of 9.5%). The virus ultimately disappeared. MERS was 
first reported in Saudi Arabia in 2012, was caused by another novel virus, MERS-
CoV, and infected 2494 people (2 in the US) in 27 nations with 858 deaths (crude 
mortality rate of 34.4%). MERS continues to linger, but with only a handful of cases 
each year.

On December 31, 2019, the Wuhan Municipal Health Commission in China 
reported a cluster of cases of pneumonia of unknown cause [10]. Retrospectively, 
cases may already have been present in early December, but this was the first report 
to the WHO, of what was the initial steps of an unfolding, worldwide, public health 
crisis. What followed was an incredibly quick timeline of pathogen identification, 
attempts at containment and control, global spread, and included the advancement 
of scientific knowledge and the difficulties of the public health response (see 
Table 44.3) [11]. By January 4, 2020, WHO reported on social media that there was 
a cluster of 44 suspected pneumonia cases, with no deaths, in Wuhan, Hubei prov-
ince, and by the next day published further information on the new virus and the 
outbreak. Guidance and advice were issued to all nations on how to detect, test and 
manage potential cases, based on what was known about the virus at the time. With 
the past experiences with SARS and MERS, infection control guidance was pub-
lished recommending droplet and contact precautions.

Twenty-first century science moved quickly. How different life was 100 years 
previously when the nature of the 1918 influenza was for the most part unknown. By 
January 7, a novel pathogen was discovered to be the likely source of the disease, 
the first key criteria of a potential pandemic. By January 11, the first death was 
reported in China, indicating that the new virus caused a serious illness, another 
factor in the developing pandemic. By January 12, China publicly shared the genetic 
sequence of a novel virus, ultimately designated as SARS-CoV-2, which caused a 
new disease, COVID-19.

Although Wuhan was the initial epicenter of the outbreak, spread across interna-
tional borders occurred quickly and by January 13 a case was confirmed in Thailand, 
then later in Japan and South Korea. By January 14, WHO acknowledged that there 
may have been human to human transmission, a third key component of the poten-
tial of a pandemic, and this was confirmed by January 21. Also, on January 21 the 
US reported its first case, with other cases reported in subsequent days in Australia, 
France, Italy, Malaysia, and Canada (see Chaps. 46 and 47). On January 23 Wuhan 
implemented drastic public health measures by shutting down the city—at the time 
there were 580 cases and 17 deaths. By January 30 WHO determined that the out-
break constituted a Public Health Emergency of International Concern and on 
January 31 the US declared a public health emergency.

What followed was a “runaway train” of a pandemic spreading across the globe. 
By February 10 there were over 900 deaths worldwide, surpassing the death tolls of 
both SARS and MERS. On February 25 a Centers for Disease Control and Prevention 
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(CDC) official caused a political storm by stating that “this might be bad.” On 
February 26 a case in Brazil solidified the fact that the disease had spread to all six 
populated continents and now more cases were reported outside China than in 
China. On March 11, WHO declared a pandemic—the second pandemic of the 
twenty-first century and the first in the previous 100 years that was not caused by an 
influenza virus.

Table 44.3 COVID-19 Timeline December 2019–December 2020 (ThinkGlobalHealth) [11]

   •  Dec 31—WHO office in China informed of pneumonia cases with unknown cause
   •  Jan 7—Novel coronavirus identified
   •  Jan 11—First death reported in China
   •  Jan 12—Genetic sequence of virus shared
   •  Jan 21—WHO confirms human to human transmission; first US case
   •  Jan 30—WHO declares public health emergency of international concern
   •  Jan 31—US declares public health emergency; US bans entry from China
   •  Feb 6—First death reported in US
   •  Feb 26—Brazil case (all continents); more new cases reported outside of China than in 

China
   •  Mar 7— > 100,000 cases in over 100 nations (took 3 months)
   •  Mar 11—WHO declares a pandemic; US restricts EU travel
   •  Mar 13—Europe is epicenter; US national emergency; US school closures begin
   •  Mar 17—Seen in all 50 US states
   •  Mar 19— > 200,000 cases globally (12 days since 100,000); Wuhan no new cases
   •  Mar 22— > 300,000 cases globally (3 days since 200,000)
   •  Mar 24— > 400,000 cases globally (2 days since 300,000); Olympics postponed
   •  Mar 26—US is epicenter with >82,000 cases and 1100 deaths
   •  April 10—For the first 100 days >100,000 global deaths
   •  April 27—3 million cases globally; 1 million in US
   •  May 28—100,000 deaths in US
   •  June 28—500,000 global deaths; 10 million global cases
   •  July 7—WHO acknowledges emerging evidence of airborne spread
   •  August 13—WHO reports cost to global economy of pandemic is $375 billion/month
   •  August 24—First case of reinfection in Hong Kong
   •  September 2—COVID cases in Europe almost back to March levels
   •  October 2—President Trump and others at White House test positive
   •  November 8— > 50 million cases globally
   •  November 19—250,732 deaths in US
   •  December 8—UK identifies new more infectious strain; UK begins immunization 

campaign
   •  December 11—US FDA issues EUA for Prizer-BioNTech vaccine
   •  December 18—US FDA issues EUA for Moderna vaccine
   •  December 23—US administers first 1 million vaccines; first case reported in Antarctica
   •  January 1—US surpasses 20 million cases with over 100,000 hospitalizations/day in 

December
     —83,572,007 global cases; 1,820,841 global deaths; 345,844 deaths in US
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By mid-March the epicenter shifted from Asia to Europe, with Italy initially 
most severely affected. In the US, schools began closing, sporting and other mass- 
gathering events cancelled, and all 50 states reported cases. Globally, it took three 
months for the first 100,000 confirmed cases in 100 nations. The next 100,000 peo-
ple were infected in 12 days, the next 100,000 in three days, the next in two days. 
By late March, the epicenter switched from Europe to the US, with New York and 
New Jersey being the US hotspots (see Chap. 46).

By April, over a million cases were diagnosed worldwide with over 51,000 
deaths. At the time the global economic impact was estimated to be between 
$2–4 trillion and almost 90% of students worldwide were affected by school clo-
sures. After the first 100 days of the pandemic, the world saw over 100,000 deaths.

But there was also some promising news at this stage. After a 76-day lockdown, 
the city of Wuhan reopened. The measures of aggressive testing, treating, contact 
tracing, isolation and quarantine in conjunction with the non-pharmaceutical inter-
ventions of mask wearing, hand washing, and limiting contact through physical 
distancing worked.

Throughout the summer of 2020, we saw the full spectrum of the pandemic. 
Some nations took on the pandemic aggressively through public health measures 
and saw slow but steady improvement in the spread of the disease. Others, such as 
Sweden, took less drastic approaches, and although with some initial success, saw a 
flash of increased mortality as the disease spread in vulnerable populations. Other 
nations saw initial successes being tempered by returning hotspots and surges that 
were usually associated with society opening up and public health measures being 
dropped prematurely.

On the other extreme of the spectrum were nations like the US. The US was the 
highest ranked nation in the Global Health Security Index (GHSI) and yet the pan-
demic continued to spread unabated. Other countries which had ranked high in the 
GHSI, such as South Korea and Thailand, have been more successful in fighting 
COVID-19 [12].

In general, through the summer, nations of the European Union and in other 
regions of the world successfully “flattened the curve” of the number of cases and 
deaths and then further decreased this curve. The US “flattened the curve” at a rela-
tively high level and then saw a steady rise of both cases and deaths as the summer 
waned on (see Fig. 44.2) [13].

By mid-October, there were over 40 million cases globally with over eight mil-
lion of those in the US.  The tragic deaths from COVID-19 now numbered over 
one million globally with over 221,000 deaths in the US. Regional public health 
measures in the initial US hotspots of New York and New Jersey had been success-
ful, but other regions later became the new US hotspots, as public health measures 
were inconsistently implemented. Along with India and Brazil the US remained the 
epicenter of the pandemic well into the late stages of 2020 [14]. The fall and winter 
brought with it a new wave in Europe and in the US (see Fig. 44.2) [13]. This resur-
gence can be attributed to multiple causes including the further relaxation of public 
health measures and the influx of cooler weather, which led to a switch to more 
indoor gatherings.

44 COVID-19 Caught the World Unprepared
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By the end of 2020, as we approached the one-year mark of the pandemic, there 
were over 80 million cases worldwide and over 20 million in the US. Global deaths 
surpassed 1.75 million with nearly 350,000 deaths in the US. New strains of the 
virus appeared, some being more contagious. We entered 2021 under very bleak 
circumstances.

Yet there was a new hope. With the advancements of twenty-first century medi-
cal science and biotechnology, the promise of safe and effective vaccines entered 
the picture.

44.2.2  The Issues

Not since the influenza pandemic of 1918–19 has our society been so stressed in the 
midst of a public health crisis. There are many reasons which have led to a failure 
of control and containment of the virus. In the US, a lack of a national strategy and 
ineffective national leadership, politics getting in the way of science, an overtaxed 
public health system, a failure of diagnostic testing, a shortage of medical supplies 
including personal protective equipment (PPE) for health care workers, confusion 
in implementing and enforcing public health recommendations caused by mixed 
messaging, misinformation and distrust in science, and economic concerns affect-
ing the implementation of public health measures, all played a role.

Cumulative confirmed COVID-19 cases
The number of confirmed cases is lower than the number of actual cases; the main reason for that is limited testing.
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Fig. 44.2 Confirmed Covid-19 Cases Comparing the World, US, and EU [13]
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With the lack of national leadership and a national strategy in the US, decision- 
making fell into the realm of state and local political leaders. The public health 
response became a local and state responsibility. Testing, tracing, isolation, and 
quarantine taxed a public health infrastructure that had not been supported over the 
years and was severely understaffed and under-resourced. In 2017, of the $3.3 tril-
lion spent annually on healthcare only 3% went to public health and since 2008 
local health departments had eliminated over 55,000 jobs because of hiring freezes 
or budget cuts [15]. Public health was not prepared for this pandemic.

The failure of diagnostic testing in the US has proven to be one of the early light-
ning rods of this crisis. Globally, the first diagnostic test was released by the 
Germans in mid-January. In the US the CDC prepared a diagnostic test and the Food 
and Drug Administration issued an Emergency Use Authorization (EUA) for this 
diagnostic on February 2, 2020. The test was initially very problematic as reagent 
issues resulted in an inaccurate tool at a critical point of the pandemic. Add to that 
the shortages of lab supplies and oversaturation of laboratory capabilities, the diag-
nostic test crisis continued well into the fall of 2020. This occurred despite the 
involvement of a wide range of public health and academic labs, clinical labs, and 
the private sector. Development of rapid tests, point of care tests, and antigen tests 
has been slow but remains crucial in the next stages of the pandemic. Serological 
antibody tests (IgG, IgM) have been developed but remain problematic, and have 
been tainted with quality control issues, inadequate levels of sensitivity and speci-
ficity, and the uncertainty of test relevance and the role of antibodies in this disease.

Personal protective equipment (PPE) issues also surfaced at the beginning stages 
of the pandemic. Shortages of medical PPE (N95 masks and surgical masks) led to 
a pathway of once unheard of practices of reuse and disinfection of these critical 
tools. For the general public the use of cloth masks/face coverings became contro-
versial and politicized. Similar to the situation a century ago, in addition to mask 
wearing, the other non-pharmaceutical interventions of social/physical distancing 
and handwashing became the key tools. Lack of consistent approaches, implemen-
tation and enforcement were problematic to say the least.

The medical care response was hampered by an overtaxed medical care system 
especially in hotspot areas, and this resulted in a human toll, affecting both the 
physical and mental health of health care workers. Issues of surge capacity of bed 
space, critical care units, ventilators, and other resources, pointed out the ineffec-
tiveness of our nation’s emergency preparedness and brought into question the vul-
nerabilities of the medical supply chain.

Messaging about the pandemic, from the highest levels of the US government, 
failed to take into account scientifically based approaches and the basics of health 
communication and health literacy. Mixed messages and misinformation remain 
rampant and lead to confusion in the population. One viewpoint is that despite the 
high ranking in GHSI the US had received a low score on a key factor—public con-
fidence in government, which can be a factor in whether individuals follow disease- 
control recommendations, even if the message was clear and consistent [12]. The 
roles of the press and news networks in messaging, especially in a politically 
charged environment, continue to unfold.
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The worldwide economic impact is overwhelming. We suffer through historic 
levels of unemployment, stock market variability, and consumer product shortages. 
There are drastic effects on the education system, social gatherings and large-scale 
events, and on travel. The pandemic is by definition a global event. National and 
international politics, travel restrictions, racism and nationalism, the role of the 
WHO and China, leads to a world searching for blame.

And in the midst of all this, we still need to deal with a novel virus that seems to 
surprise us at every turn. It is “novel” in not only being new and unique, but also in 
portraying its storyline as a “novel”, with unforeseen twists and turns. But, alas, this 
is a non-fiction tragedy. The scientific world is learning about the virus at an incred-
ible pace, and this can lead to the premature release of information, and at times 
contradictory and confusing conclusions. These stem, in part, from a break in the 
traditional scientific process, especially the role of time-consuming, but necessary, 
scientific peer review. This resulted in further confusion surrounding the retraction 
of some published papers, even in the most prestigious medical journals, such as the 
Lancet and the New England Journal of Medicine.

Without a doubt the SARS-CoV-2 virus is a tough foe. The symptoms of 
COVID-19 are not specific and mimic other respiratory diseases, such as influenza. 
Many people carry the virus with either mild or no symptoms. Even the knowledge 
of the routes of transmission of the virus have evolved. We’ve gone from a world 
that emphasized recommendations that protected us from large droplets during 
close contact with symptomatic people (masks only for health care workers) and 
fomites (disinfecting surfaces), to now including the role of airborne aerosols 
(masks for all and evaluations of ventilation and filtering systems). New informa-
tion keeps appearing and stirring new controversies.

There are many unknowns. We do not know why some heathy adults and chil-
dren develop serious illness. We do not know the long-term repercussions of the 
disease or the status of the immune system post-infection. We do not know how new 
strains of the virus will influence the pandemic. We continue to learn more about the 
COVID-19 disease, with the uncertainties of immunity and recurrent disease, and 
complications such as neurological manifestations, hyper-inflammation, acute 
respiratory distress syndrome, cardiac dysfunction, hypercoagulability, acute kid-
ney injury, pediatric multi-system inflammatory syndrome, and other potential 
long-term effects.

We do know that mortality and severity of illness increases in higher age groups 
and those with underlying chronic diseases and obesity. We see stark health dispari-
ties and outcomes in populations of color, especially the Black, Latinx/Hispanic, 
and the indigenous/Native American populations. As the pandemic spread through 
our communities it uncovered our larger societal issues. Key features became quite 
apparent as communities suffered—health disparities, health equity, systemic rac-
ism, medical care access, and the association of health with social determinants [16].

We seek old and new approaches to the treatment of COVID-19. The 
“Solidarity” clinical trial, an international endeavor enrolling 12,000 patients in 
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500 hospital sites in over 30 nations, is investigating over 30 drugs as potential 
treatments [17]. Remdesivir (EUA on 5/1/20) is a new antiviral, which showed 
some initial potential in shortening the course of illness and decreasing mortality 
for the severely ill. Yet, recent data from “Solidarity” are not encouraging. 
Treatment and prevention using hydroxychloroquine (EUA withdrawn on 6/15/20) 
became quite controversial and proved ineffective. Lopinavir/ritonavir and inter-
feron also had no effect on mortality or the course of serious illness. Thus far only 
steroids (dexamethasone) have been proven to be effective against severe 
COVID-19. The use of convalescent plasma, monoclonal antibodies, 100% oxy-
gen as opposed to intubation, and patient positioning have been introduced as new 
approaches with mixed results.

Work continues on vaccines using novel approaches to provoke an immune 
response. These new approaches introduce the potential to develop vaccines through 
various pathways—genetic vaccines (use one or more coronavirus genes); viral vec-
tor vaccines (use a virus to deliver genes into cells); protein-based vaccines (use a 
coronavirus protein or fragment); whole-virus vaccines (use a weakened or inacti-
vated coronavirus); and, re-purposed vaccines (e.g., BCG vaccine).

As we enter 2021, there are well over 100 vaccine candidates in the pipeline with 
at least 85 in a preclinical stage (animal studies); 43 in phase I trials (safety and dos-
age trials in small numbers of volunteers); 21 in phase II (expanded safety trials in 
hundreds of volunteers); 20 in phase III (large scale efficacy trials in thousands of 
volunteers) [18]. On June 25, 2020, a Chinese vaccine (Ad5-nCoV, Beijing Institute 
of Biotechnology and CanSino Biologics) was approved for limited use under “mil-
itary specially needed drug approval”. On August 11, Russia announced the approval 
of its own vaccine (Gam-Covid-Vac Lyo, The Gamaleya Research Institute). On 
November 9, 2020, Pfizer and BioNTech presented preliminary findings on their 
vaccine (Comirnaty/tozinameran/BNT162b2) showing an astounding 95% effec-
tiveness. On December 11, 2020 the US Food and Drug Administration granted an 
EUA for this vaccine. Moderna and NIH announced preliminary data for their vac-
cine (mRNA-1273) with a similar effectiveness on November 19 and an EUA was 
granted on December 18. These vaccines will be “game-changers” and other vac-
cines will potentially be granted EUAs in early 2021.

We are now in the midst of a vaccine race, reminiscent of the space race of the 
last century. This warp-speed marathon to find more vaccines leads us down a path 
of multiple difficulties and issues: assuring safety and efficacy; properly designing 
placebo-controlled phase III trials as well as potential challenge trials; inclusion of 
all demographic groups in clinical trials; solving the issues of vaccine health com-
munication and dealing with vaccine hesitancy; determining population prioritiza-
tion for receiving vaccines; and, securing high quality manufacturing and efficient 
and equitable distribution to assure global availability. The initial distribution of the 
vaccines in the US has been a challenge from issues of specifying priority groups to 
the logistics of a massive and unprecedented national vaccination program to the 
issue of limited vaccine supplies. Nothing will be easy here.
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44.3  Conclusion

In public health we need to be optimists. It has been over 100 years since the global 
population has experienced a public health crisis of this magnitude. However, we 
have never had this overlap of a severe, global public health crisis with the advanced 
state of medical science. This is the source of my optimism.

In the meantime, we need to control COVID in our communities. “Test, trace, 
isolate” is key. We need to adhere to the three W’s: Wear a mask, Watch your dis-
tance, Wash your hands (see Fig. 44.3) [19]. We need to monitor and respond to the 
fluid landscape of this pandemic—monitor conditions and immediately take steps to 
limit and mitigate any rebounds or outbreaks. We need to assure a successful and 
timely vaccination program.

In the words of Dr. Anthony Fauci, the director of the National Institute of 
Allergy and Infectious Diseases: “Now we have something that turned out to be my 
worst nightmare…it has devastated the world [20].” There remains an incredible 
challenge ahead of us: “This is something that is quite problematic, and to say it’s 
challenging is to really say the least [21].”

44.4  Selected References

• CDC. Ten essential public health services. Accessed 13 Jan 2021. https://www.
cdc.gov/publichealthgateway/publichealthservices/essentialhealthservices.html.

 – Provides a great overview of public health and its mission in our 
communities.

• Johns Hopkins University. Coronavirus resource center. Accessed 13 Jan 2021. 
https://coronavirus.jhu.edu/map.html.

 – Up to date data on the pandemic with accurate global and country specific 
information.

Fig. 44.3 The Three W’s 
of COVID Prevention 
(CDC) [19]
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Abstract The COVID-19 pandemic has fiercely altered the landscape for allocat-
ing scarce medical resources in the United States and internationally. This chapter 
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countries and institutions. Grounding ethical imperatives and their actualization 
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populations. Public trust and the socioeconomic factors that influence clinical out-
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Case
Mr. M is a 72-year-old male with COPD and NYHA Class III heart failure 
who was admitted to the intensive care unit with COVID-19 pneumonia five 
days ago. Initially, he was given supplemental oxygen by high flow nasal can-
nula, but after he became hypoxic, he was intubated on hospital day one. 
Since that time, he has remained on high ventilator settings with no 
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45.1  Introduction

The COVID-19 pandemic rapidly and forcefully upset the practice of clinical medi-
cine in the United States starting in March 2020 [1]. Cautious concern quickly gave 
way to widespread panic among patients and providers alike. ICUs were over-
whelmed by both the number of patients and the severity of their illnesses, a situa-
tion significantly exacerbated by the palpable fear of the staff as they were putting 
their own lives on the line. During the following year, concerns transitioned from 
focusing on not enough available personal protective equipment (PPE) to focusing 
on the lack of readily available ventilators to focusing on the administration of 
experimental medications to focusing on vaccine development and dissemination, 
all while daily learning new information about the disease and its spread [2]. 
Scientific information and medical approaches became entangled with political 
sympathies [3]. Social isolation and the world’s collective anxiety gave way to con-
spiracy theories that diminished trust in our academic and medical institutions [4]. 
The pace and energy of the surgical field were halted as elective and semi-elective 
cases were canceled for fear of spreading infection and taking up valuable resources 
[5]. All resources, in fact, became either completely or relatively scarce, a problem 
rarely encountered in high income countries. In this chapter, we examine the ethical 
dimensions of our response to the pandemic’s ubiquitous question: ‘Who will live 
and who will die?’ We will begin by exploring the relevant ethical considerations 
and then study the particulars of resource allocation ethics, examining common 
themes and points of divergence. Finally, we will discuss the application of such 
guidance to the specialty of surgery and close with factors to consider under similar 
circumstances in the future.

improvement in his respiratory status either clinically or on imaging. The 
patient’s wife, acting as his surrogate decision maker, has explained to the 
medical team that the patient would want to pursue all available aggressive 
measures. Meanwhile, Ms. A, a healthy 38-year-old woman, has presented to 
the emergency department of the hospital with severe gallstone pancreatitis 
complicated by acute respiratory distress syndrome requiring intubation. No 
ICU beds are available, and no transfer options are available to her. The emer-
gency department physician requests the ICU to “make a bed” for her as soon 
as possible as the ED is overwhelmed by COVID patients. Under what cir-
cumstances (if any) is it ethically justified to redistribute scarce patient care 
resources from one patient to another patient?
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633

45.2  Search Strategy

We conducted a search of PubMed and SCOPUS using the following terms: ethics 
OR moral AND resource allocation OR supply allocation OR equipment allocation 
OR resource management AND COVID-19 OR SARS CoV2 OR 2019-nCoV. Full 
text articles available via PubMed that were published in English in 2020–2021 
were reviewed. Thirty-five articles addressing ethical considerations associated 
with resource allocation decisions in clinical practice both in the United States and 
abroad were identified and included in our synthesis.

45.3  Discussion

The most significant and characteristic ethical shift in the practice of medicine in the 
United States (and other developed countries) during the COVID-19 pandemic was 
a transition from primarily prioritizing individualized deontology-based care to a 
largely utilitarian healthcare delivery framework in which the objective is to save 
the most lives [6–13]. Multiple other ethical imperatives influenced this utilitarian 
sentiment variably across hospitals, states, and nations. The degree to which these 
other ethical norms balanced the primary objective to save the most lives possible 
resulted in a landscape of similar but divergent paradigms for the allocation of 
scarce resources, with few examples exactly alike [8, 14–16].

45.4  Competing Ethical Norms

Patient autonomy is widely considered as the medical ethical principle with the 
most weight. As the pandemic reframed our practice from a series of individual 
patient encounters to a public health emergency, the ethical priorities of public 
health reshaped our professional alliances [6–13]. Ethical considerations (see 
Table 45.1), as outlined by the Hastings Center in March 2020, included the duty to 

Table 45.1 Competing ethical principles in resource allocation during a pandemic

Ethical 
principle Toward the patient

Toward others
(Medical and Support Staff)

Beneficence Obligation to treat Obligation to prioritize the ‘common good’
Non- 
maleficence

Obligation to avoid inflicting 
additional pain or injury

Obligation to minimize risk to caregivers

Autonomy Obligation to respect patient’s 
self-determination

Obligation to respect the self-determination of 
other patients, professionals and institutions.

Justice Obligation to guide without 
bias/discrimination

Obligation to equalize access to and to fairly 
distribute limited resources
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treat/care, the duty to safeguard, and the duty to guide. The duty to treat has tradi-
tionally been a cornerstone of physicians’ Hippocratic obligation and an implied 
principle upon which the covenant of trust is established between patient and doc-
tor, and the duty to guide is evident in the priority assigned benefitting patients [17]. 
Usually, however, the physician’s health is not itself at risk when providing care to 
a patient. The ethical principle of beneficence, therefore, is now tempered by both 
physician autonomy and the duty to safeguard our personnel resources in order to 
minimize harm (i.e., non-maleficence) [1]. Professional societal guidelines and eth-
ics texts accept a certain degree of risk to providers, but warn against “suicide mis-
sions” in patient care [18]. Finally, by providing a framework for the allocation of 
scarce resources, the duty to guide embodies the principle of justice and emphasizes 
systematic, transparent, and thoroughly considered paradigms [19].

45.5  Tragic Choices and Frameworks for Allocation 
of Resources

Ethical dilemmas, by definition, present mutually exclusive options and, therefore, 
cannot satisfy every ethical imperative. Even if and when the wrath of the pandemic 
fades, over three million COVID deaths to date worldwide remind us of our astound-
ing losses as the human race. Choices may be better or worse, but tragedy remains. 
Still, it is our ethical duty to choose the ‘least bad’ option and minimize loss [20]. 
The concepts of rationing and prioritization are not new to certain aspects of health-
care and a number of ethical frameworks have been proposed for the allocation of 
(temporarily) finitely scarce resources [8]. Most notably, the allocation of organs for 
transplantation follow strict rules about which previous debate has informed priori-
tization systems during the pandemic [21].

Approaches to prioritization frameworks include maximizing 
benefit/utilitarianism, favoring the worst-off, egalitarianism, and promoting social 
usefulness. A utilitarian approach aims to save the largest number of lives or life- 
years depending on the particular iteration of the framework and whether fair- 
innings are considered in the calculus. The concept of fair innings refers to the 
notion that people ought to have the chance to experience all life cycles and, there-
fore, a younger person should take priority over an older person. The worst-off 
approach finds its theoretical basis in the concept that a given quantity of improve-
ment in one’s life is relatively larger to one who is otherwise worse off. The same 
amount of excess, it is argued, would only provide an incremental benefit to one 
who is well off but may raise the quality of life of someone not well off significantly 
in comparison. This approach favors allocation of resources to the sickest first or 
possibly the youngest if fair-innings are considered [13–14].

An egalitarian approach, or treating people equally, makes no distinction about 
life stages, access to care, or social inequities. Most importantly, an egalitarian 
approach does not take into account a patient’s prognosis for survival [13–14]. First 
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come first served is the most common application of this approach, which is fre-
quently used in ICU bed allocations during non-crisis circumstances and has been 
previously espoused by the American Thoracic Society [22]. The lottery is another 
version of the same foundational concept, leaving decisions to chance rather than to 
other factors. Social usefulness prioritizes an individual’s contribution to society, 
either based on one’s habits, instrumental value, or the idea of reciprocity. Due to 
unclear causal relationships and social and cultural complexities, no current frame-
work takes lifestyle habits into account when making resource allocation decisions. 
Instrumental value is more readily accepted and refers to the situation in which 
someone who, through special skills or abilities, has the ability to save more lives 
than his own. Because saving such a person’s life translates into saving a greater 
number of lives altogether, a person who has instrumental value is thus prioritized. 
Reciprocity, on the other hand, proposes to allocate resources to those who contract 
the disease by performing their duties and putting themselves in harm’s way in 
order to care for patients [13–14]. These approaches to allocation of finite resources 
are summarized in Table 45.2.

45.6  Common Trends in Ethical Guidelines

Approaches to allocation of scarce resources have been synthesized with varying 
combinations. Common across institutions, nations, and continents has been the 
importance of stressing that standards of care have been altered into crisis standards 
temporarily and with the expectation of returning to normal [7, 9, 23–25]. Situational 
awareness by means of regular review of circumstances by the healthcare entities 
who put such crisis standards in place was thought to be critical to the ethical integ-
rity of any ethical framework. Providers and institutions were warned not to 

Table 45.2 Ethical Frameworks used for Scarce Resource Allocation

Frameworks Ethical intent Prioritized group

Maximizing 
benefit

Save most lives/life-years Best likelihood of short term and 
long-term survival

Favoring 
worst-off

Maximize relative benefit Sickest patients

Fair innings Ensure equal opportunity to 
experience all life stages

Youngest patients

Lottery Treat all people equally Selected by chance
First come first 
serve

Treat all people equally Selected chronologically and 
influenced by access to care

Instrumental 
value

Save the lives of those whose work 
will save more lives

Essential workers

Reciprocity Save the life of those who put 
themselves at risk in order to save 
others

Patients who contracted disease while 
performing essential functions
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preemptively alter their patient-centered practice in anticipation of a crisis situation 
until crisis circumstances were in fact confirmed [10, 26]. Once a hospital did reach 
this threshold, resource allocation schemes were to be enacted with transparency 
and consistency. In order to avoid ad hoc bedside rationing and reduce the moral 
distress of bedside clinicians, institutions were encouraged to develop triaging 
guidelines and triaging teams to aid the execution of difficult decisions [16, 19]. It 
has also been uniformly accepted that resource allocation guidelines should treat 
COVID+ and non-COVID+ patients in need of the same resources as ethically 
equally deserving of them [25].

A systematic examination of large-scale state, national, or transnational alloca-
tion paradigms in several developed countries found that all nine countries favored 
an approach grounded in a utilitarian strategy. [16] Similarly, a study evaluating 
hospital protocols for ventilator allocation found that the most common ethical 
imperative among twenty-six hospitals was justice [27]. Four other common themes 
identified in the same evaluation were transparency, stewardship, duty to care, and 
duty to prevent. Stewardship is analogous to the duty to safeguard. The duty to care 
describes an institution’s obligation to not abandon patients even when the capacity 
to actively treat them has been exhausted. Most authors agree that a first come first 
served approach is never ethically optimal as those without easy access to medical 
care are disproportionally harmed. Similarly, wealth should not override allocation 
decisions. Lottery is recommended only as a tiebreaker when clinical aspects are 
equal [10, 13, 25]. Several articles have called for a clear distinction between declin-
ing to provide certain treatments because of medical futility and not providing care 
due to rationing [11, 28]. Interestingly, most narrative preambles to ethical frame-
works avoid using the term ‘ration’ in favor of ‘prioritizing’ and ‘resource alloca-
tion.’ [16] Many texts commented on the importance of proper process, stressing 
that the opportunity to appeal a resource allocation decision plus systematic account-
ability are paramount to any paradigm’s ethical merit [9, 12, 14, 20].

45.7  Differences in Ethical Guidelines

A key difference among institutional guidelines stems from the variations in the 
interpretations of the concept of patient autonomy. Virtually all frameworks in the 
US recognize individual patient rights as the de facto primary principle in medical 
ethics under normal circumstances, with the caveat that prioritizing patient auton-
omy may be altered for a limited time during a crisis of pandemic magnitude [2, 11]. 
In contrast, non-US authors do not consider patient autonomy to be an a priori right 
and approach the question with the intent to balance ethical principles even during 
non-crisis circumstances, albeit with fewer restrictions. Newdick, a scholar from the 
United Kingdom, is quite explicit about this difference as he asserts that individual 
rights are meaningless in the absence of a community and, therefore, cannot possi-
bly be considered as primary [20].
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Practical applications of these ideological differences manifest themselves in 
‘second-tier’ triaging. Once a patient is identified as someone who is likely to ben-
efit clinically from treatment (e.g., testing, ICU bed, ventilator, hospitalization, 
medications) based on local criteria, a second layer of allocation may be necessary 
depending on readily available resources [24]. It is within this second layer that 
variation is most often introduced into triaging algorithms and differences become 
a function of the approach to prioritization an institution adopts from among the 
options described above and summarized in Table 45.2 once efforts to save the most 
lives are exhausted. Below are second-tier triaging approaches that remain subjects 
of much debate.

45.8  Special Considerations: The Elderly

Italy and Spain in particular were sharply criticized as ageist in their initial policies 
for withholding interventions from older patients. The age limit varied between 80 
and 85 years old, depending on the rates of infection at any given time [23, 29]. 
Other Western guidelines pointed to age as a clinically and not an ethically relevant 
element of decision making. These guidelines argued that a patient’s age needs to be 
incorporated into the medical calculus. Critics of this line of reasoning highlighted 
evidence from prior clinical data to advocate for replacing age with functional sta-
tus. The Frailty Score, they have asserted, is a validated instrument to guide clinical 
decisions of older patients [30–31]. Emanuel, however, proposed that age is ethi-
cally relevant, but limited its consideration to being a tiebreaker when otherwise 
similar patients are competing for the same resources. This argument is based on 
life-years saved when the saving of lives would otherwise be similar [13].

45.9  Special Considerations: Children

Most authors have not addressed the application of ethical guidelines to the triaging 
of pediatric patients. Laventhal et al. introduced the concept of children as subjects 
of triage protocols and noted that it is extremely unusual for pediatric patients to be 
unilaterally declared as having the status of ‘do-not-resuscitate.’ They called atten-
tion to the moral as well as ethical nature of this possibility; a distinction that is less 
palpable among adult patients. They made special mention of the ethical struggle 
present in the juxtaposition of an otherwise healthy young adult patient with a good 
prognosis alongside a sick child. Fortunately, children as a demographic, have been 
less susceptible to COVID and, as a result, few difficult decisions involving children 
were needed to be made [32].
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45.10  Special Considerations: Healthcare Workers

Whether based on the concept of reciprocity or of instrumental value, prioritizing 
treatment of patients who themselves are healthcare workers is not infrequent in 
allocation algorithms [16]. When implemented with the intent to save more lives by 
saving more healthcare workers, this step-in paradigm is simply an extension of the 
overall imperative guided by utilitarian principles. However, prioritizing the care of 
a healthcare worker based on reciprocity even if her prognosis is otherwise poor 
represents a philosophically separate proposal [14]. Reciprocity can be said to 
inspire future action in that healthcare providers may be assured that they will be 
treated should they become infected. In this manner, reciprocity can be thought of 
as utilitarian. In the moment of decision-making, however, reciprocity runs the risk 
of ‘paying a due’ instead of promoting the current salvage of as many lives as pos-
sible, a sentiment that is more reminiscent of deontological views than of utilitarian 
ones. Notably, reciprocity has not been reported for the treatment prioritization of 
essential non-healthcare workers.

45.11  Special Considerations: Residents and Fellows 
in Training

Trainees’ duty to care for patients during the pandemic has been argued to be both 
equivalent to and less than those of attending physicians [1, 33–34]. In practice, on 
the other hand, some institutions relied more heavily on the frontline work of resi-
dents and fellows than on attendings themselves. Proponents of resident and fellow 
obligation to deliver care point to the public oaths of physicians to promote patient 
benefit they are expected to internalize by the time they graduate from medical 
school. Critics call attention to the fact that trainees are socioeconomically worse 
off than attendings and, therefore, should be relatively protected from being 
exploited. In addition, the non-monetary compensation for their work largely pro-
vided in the form of daily education—formal and informal—on rounds, in the oper-
ating rooms, and in classrooms, were, at the time of the worst of the pandemic, 
almost entirely absent. The hierarchy separating surgical faculty and residents with 
the resulting power discrepancy led not just to compromised educational opportuni-
ties, but also to a certain loss of trust [35].

Several initiatives have been introduced to restore trust between surgical faculty 
and residents—e.g., (1) facilitating open dialogue between residents and faculty, (2) 
bolstering peer support groups within residency, (3) reintegrating residents into the 
preoperative decision-making process, (4) adjusting faculty teaching to address 
when surgery is medically necessary and times-sensitive for each patient on the OR 
schedule, (5) soliciting resident feedback on COVID safety protocols, (6) empower-
ing residents to engage in informed consent discussions with patients and address 
advance directives when appropriate, (7) allowing residents who refused involve-
ment in an operation the protection to explain their reasons since they may be 
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signaling moral or physical distress that needs to be further addressed outside of 
patient care settings [35].

45.12  Public Perception and Trust

Transparency, consistency, asking for public input, and systematic review of pro-
cesses have all been embraced as necessary elements to gaining the trust of patients 
[1]. In fact, one of the arguments against endorsing the prioritization of healthcare 
workers centers on the negative effects that such a practice would potentially incite 
among patients, ultimately eroding their trust in their caregivers [36]. Although it 
has not been formally studied, one might expect that the current variations in alloca-
tion paradigms among institutions may diminish public trust. Devereax et  al. 
described their experience in creating a regional network for institutional consis-
tency in the same geographic region successfully orchestrated by a single command 
center [37]. Other authors have also praised regional, rather than national, unifor-
mity in allocation decisions in order to garner local trust and buy-in [38]. Vaccination, 
in particular, has been the subject of much public distrust fueled by a combination 
of political, cultural, and scientific factors [39]. The public’s attitude towards vac-
cination is a complex problem, the discussion of which is beyond the scope of this 
chapter.

Public perception regarding the ethical merit of allocation guidelines has been 
better studied in Europe than in the United States [40–41]. While significant hetero-
geneity in preferences were found in hypothetical scenarios, people tended to priori-
tize based on medical prognosis as well as on being worse off. This latter 
consideration, in particular, is in sharp contrast to the expert recommendations of 
most pandemic ethicists, as they see the allocation of scarce resources to the patients 
who are worst off to be completely contrary to the agreed upon utilitarian approach 
to save the most lives. The public, nevertheless, has been found to identify this 
approach as second best in at least two published articles [36, 42]. A potential rea-
son for this seeming contradiction is patients’ fear of abandonment in the absence 
of treatment; a concern that many guidelines address with palliative recommenda-
tions [16]. The same studies have also shown the public’s rejection of prioritizing 
based on lottery or reciprocity. While data on the public’s answers to hypothetical 
decisions are available, no studies have addressed public understanding and insight 
into institutions’ actual guidelines or their implementation.

45.13  The Socioeconomic Divide

Socioeconomic differences that translate into less readily available access to care 
and worse clinical outcomes exist nationally and internationally. Among developed 
nations, despite some cultural variation, there have been no salient departures from 
Western medical ethical approaches to resource allocation. In low-income 
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countries, however, the allocation paradigms espoused in high-income countries are 
often meaningless. The very notion of any critical care, for example, is entirely 
absent from low-income Sub-Saharan nations, making distinctions of resource allo-
cations rather abstract and academic. Given the stark differences in available medi-
cal options in these countries, Moodley has proposed the establishment of regionally 
tailored medical guidance to local physicians that include prioritizing the care of 
those patients who are likely to survive with treatments outside of hospitals [43].

For more diverse countries such as the United Kingdom and the United States, 
studies have found disturbing differences in the medical outcomes of ethnic minori-
ties and those with low socioeconomic status [44–45]. This consequence is true in 
the UK despite the country’s national health-care system [42]. The divide is even 
more sharply pronounced in the United States [46]. The challenges have been as 
specific as inability to maintain social distancing on public transportation and in 
many household environments. The ethical question arises, therefore, whether 
socioeconomic status ought to be weighed in prioritization decisions in order to 
raise public trust and to ensure fairness. While the problem is well-documented and 
public opinion in the United Kingdom supports the adoption of a system that would 
factor in patients’ socioeconomic status into decision making, no systematic guide-
lines have transformed this scheme into practice [42].

45.14  The Pandemic’s Effect on Surgery

Following state directives and American College of Surgery guidelines, many cen-
ters suspended elective and semi-elective operations in March 2020. This action 
resulted in tremendous stress on medical centers, surgical residents, and surgical 
departments. Clinics were closed and surgeons were instructed to remain at home 
unless needed at the hospital to assist with the care of COVID-19+ patients. The 
paradigm shift in focusing on the health of the population imposed by the coronavi-
rus pandemic caused significant moral distress among surgeons. Telling patients 
who had been scheduled for surgery that their surgeries had to be postponed indefi-
nitely took an emotional toll on surgeons who could not accommodate patient 
wishes even when the patients were willing to accept the risks, inserting an awk-
ward level of paternalism into the surgeon-patient relationship most surgeons had 
not previously experienced in their practices [5].

In such a crisis setting, surgeons were predictably tempted to conflate ‘elective’ 
with ‘optional’ when discussing surgical procedures with patients. It should be 
noted that ‘elective’ means the acuity of the condition being surgically treated 
allows the surgeon and the patient to elect the timing and scheduling of the surgery 
without negative impact on outcomes. The coronavirus pandemic forced hospitals 
to curtail surgeries in order to offload the inpatient census, to preserve personal 
protective equipment, and to redistribute limited personnel. It quickly became evi-
dent that a tool was needed that would guide the systematic integration of novel 
factors such as resource limitations and COVID-19 transmission risk into 
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pre- existing processes. Such a tool would systematically score cases across special-
ties in order to improve efficiency and equitability while also reducing the emo-
tional and ethical burdens on caregivers. Prachand, Milner, Angelos, et al. proposed 
the MeNTS Scoring System (see Fig. 45.1) [47]. By assigning values to each factor, 
the MeNTS Scoring System had a “forcing function” that compelled surgeons to 
consider additional factors they were not generally required to consider apart from 
the pandemic [48].

The question also arises regarding how surgical informed consent may have been 
modified under pandemic circumstances given limitations on preoperative in- person 
visits and discussions and the uncertainty inherent in the risk of contracting 
COVID-19 while in the hospital or undergoing an operation once infected [49]. 
Multiple studies on informed consent in surgery have shown that patients frequently 
make decisions based less on the complex medical and surgical information 
explained to them preoperatively, but rather based on the trust that the surgeon is 
able establish with his patient [50–51]. The consequences of the limit that crisis 
conditions placed on the preoperative bonding of patient and surgeon have not yet 
been studied.

45.15  After the Pandemic

Several essential lessons from the pandemic should better prepare us for future pub-
lic health crises. Throughout the pandemic, but especially in the earliest phase, cli-
nicians quickly assumed the role of triaging officers while providing direct patient 
care. There was a widespread sense of urgency and panic that translated into incon-
sistent and at times ad hoc bedside rationing. Although providers were clearly well- 
intentioned, physician-to-physician variation in the allocation of scarce resources is 
never ethically favorable. It is much preferred to follow guidelines that have been 

Favorable surgical risk
Favorable risk to personnel

Favorable resource utilization

Reserved OR
Capacity for

Emergent/Urgent
Cases

OK to
proceed

25
MeNTS Score

105

Procedure
not justified

Worse outcomes
Excessive risk to personel

Excessive resource utilization

Fig. 45.1 The Medically Necessary Time-Sensitive (MeNTS) score [47]. Use of the cumulative 
medically necessary time-sensitive (MeNTS) score. Upper and lower threshold MeNTS scores can 
be assigned and dynamically adjusted to respond to the immediate and anticipated availability of 
resources and local conditions while preserving operating room capacity for trauma, emergency, 
and highly urgent cases
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composed by taking all stakeholders into account and that are devoid of the emo-
tional toll that denying certain treatments to a patient is likely to take. Almost imme-
diately, institutions responded by establishing these very guidelines, with many of 
them forming triage committees or appointing triage officers. A limitation of this 
process has been the lack of public input at most hospitals and the dearth of openly 
accessible paradigms and descriptions of the deliberations that led up to them. 
Future guidelines would benefit from incorporating public values and providing 
transparency throughout the process. In addition, periodic evaluation of the relative 
success of the guidelines ought to occur, facilitating additions and improvements as 
new data might require [6, 9, 12, 16].

Another pitfall of institutional guidelines for the allocation of scarce resources 
during the pandemic has been their implementation in practice. As Dawson has 
observed, implicit and explicit triaging exist in parallel dimensions. Clinicians are 
well accustomed to routine triaging of non-finite resources, such as the timing of a 
particular test or intervention, or the admission to an ICU that is not actually full. 
Physicians make resource decisions daily as they select less-expensive medications 
for their patients or use a reusable instrument during an operation. Explicit ration-
ing, however, is applied to finitely scarce resources, such as organs for transplanta-
tion or scarce resources during the pandemic. The challenge—both on an individual 
and on an institutional level—is to refrain from explicit triaging on an individual 
level. This discipline is mandatory to maintaining the ethical allocation of resources 
by ensuring fairness through consistency [12, 26]. An important lesson learned dur-
ing the pandemic may be that uncritical procedure-driven efforts to prolong life at 
all costs is sometimes inappropriate. Although this objection is not a novel ethical 
concept, its practice is often limited by not considering palliative options among the 
armament of clinical choices [52]. It is imperative, however, as we slowly transition 
away from crisis standards of care, that no reflexive triage decisions are made with-
out reinstalling the goals and values of individual patients as front and center in our 
care of patients.

45.16  Case Conclusion

In addressing the difficult situation of whether to remove life supporting treatment 
from one patient in favor of another, the first step is to clarify whether the treatment 
currently provided to Mr. M is in fact medically beneficial. The ICU physician 
should address the specific goals and values of Mr. M with his wife beyond the 
initial blanket statement of “do everything.” The likely medical outcome must be 
discussed in detail along with the quality of life and supportive measures that will 
likely be necessary should the patient survive. If the patient has no meaningful 
chance of survival, then this must be explained to his family and non-beneficial care 
should not be offered in neither normal, nor crisis settings.

In the event that Mr. M has a reasonable chance of survival to a quality of life that 
would be acceptable to him, crisis circumstances enter allocation considerations. It 
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is imperative that this approach is only taken if there is a true lack of other resource 
options. The care of Ms. A, even in this case, should only be prioritized if she has a 
better prognosis than Mr. M. Age alone should not be a factor in favoring Ms. A, but 
functional status should be. Any withdrawal of care of Mr. M much be accompanied 
by the provision of palliative measures, social support for his family, crystal clear 
communication and transparency.

45.17  Selected References

• Kramer JB, Brown DE, Kopar PK. Ethics in the Time of Coronavirus: Recom-
mendations in the COVID-19 Pandemic. J Am Coll Surg. 2020;230(6):1114–1118. 
doi:https://doi.org/10.1016/j.jamacollsurg.2020.04.004

 – Early in this pandemic, the authors, using experience from the HIV/AIDS 
epidemic, address the ethical problems of who shall treat and be treated, who 
will be tested, how scarce resources are to be allocated, how end of life issues 
are to be addressed, and how confidentiality is to be maintained.

• Emanuel EJ, Persad G, Upshur R, et  al. Fair Allocation of Scarce Medical 
Resources in the Time of Covid-19. N Engl J Med. 2020;382(21):2049–2055. 
doi:https://doi.org/10.1056/nejmsb2005114

 – Ethicists discuss using ethical values in guiding the rationing of scarce medi-
cal resources during this pandemic.

• American Thoracic Society. Fair Allocation of Intensive Care Unit Resources. 
Am J Respir Crit Care Med. 1997;156:1282–1301. doi:https://doi.org/10.1164/
ajrccm.156.4.ats7- 97

 – Principles of fair allocation of ICU resources and the position of the ATS 
towards these allocations as thought out and discussed almost a quarter of a 
century before the current pandemic, whose precepts hold true today.
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Chapter 46
A System Overwhelmed by a Pandemic: 
The New York Response

Brian Mitzman , Samantha Ratner , and Barron H. Lerner

Abstract The COVID-19 pandemic struck several regions of the United States 
early, stretching health care systems to the brink without much warning. Seattle and 
New York City specifically were two of the first cities impacted and had minimal 
warning to properly prepare. Staff shortages became standard, as trained critical 
care specialists became scarce. While the lack of appropriate health care providers 
became a common headline in the media, the ethical principles associated with the 
swift solutions that were enacted at the height of the pandemic have yet to be thor-
oughly discussed.
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Case
Two weeks into a major pandemic, the hospital census exceeded capacity with 
no decrease in the foreseeable future. Fortunately, non-clinical hospital space 
had been successfully converted into new intensive care units for incoming 
patients. As the senior intensivist, you were informed that critical-care board 
certified staff were not available to staff these new units. Administration stated 
that help was on the way, and there were several options for manning the ICU 
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46.1  Introduction

Healthcare institutions often train for mass casualty incidents, planning for hospital 
resources and staffing to be stretched for a defined short period of time with a set 
expected number of patients. SARS-CoV-2, or COVID-19, was a mass casualty 
incident that, at its first peak, lasted for over 8 weeks in New York with an unclear 
endpoint. Protocols and algorithms that were laid out for incidents anticipating a 
mass influx of inpatients would fail after just several days. Much of the media and 
literature focused on resource utilization in terms of bed allotment, ICU availability, 
and personal protective equipment (PPE), but the real limiting factor to appropri-
ately caring for COVID-19 patients was medical professionals experienced in treat-
ing critically ill respiratory failure patients.

At the height of the pandemic, there were an average of 1500 hospitalizations per 
day in New York City. [1]. Due to the increased hospitalizations and the increased 
duration of ICU stays (average 14–21  days for SARS-CoV-2), hospitals had to 
make room for more beds. In addition, more doctors were needed to accommodate 
the increase in patients. Normally, in the ICU, staffing is one nurse for every two 
patients, but maintaining this ratio became more difficult as nurses became sick and 
hospitalizations increased [2]. Hospitals struggled to find enough intensivists to 
care for these patients.

Unique and intuitive methods of increasing medical staff without compromising 
patient care or employee well-being had to be developed. Four main categories of 
health care professionals were called up to assist in the pandemic in New York: 
retired physicians, out of town health care providers, outpatient specialists, and 
medical students. In the heat of the crisis, these were excellent opportunities to 
recruit enthusiastic experienced professionals to supplement critical care specialists 
[3]. Each, however, had its own set of ethical considerations.

Several ethical principles guided decision making during the pandemic (see 
Table  46.1). The most prevalent principle was justice, which refers to equitable 
distribution of resources based on need. This was important when dealing with 
shortages of ICU beds, PPE, and physicians during the height of the pandemic. 
Another principle was beneficence, acting in ways that benefit patients, which was 
utilized when inviting retired physicians, medical students, and specialists to work 
in order to address the physician shortage. Non-maleficence, not inflicting harm on 
a patient, was also critical when deciding how to train and supervise specialists and 
medical students so that they could treat patients without harming them.

to use at your discretion. These included rapidly recertified retired physicians, 
medical students scheduled to graduate in the coming months, and outpatient 
subspecialists. There was limited time to make a decision, as the new inten-
sive care units were being filled.

B. Mitzman et al.
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46.2  Search Strategy

A MEDLINE search was performed using the terms “COVID,” “Coronavirus,” 
“SARS-CoV-2,” “Staffing,” “Resources,” and “New York.” To supplement scientific 
articles, a manual Google News search was performed to find reputable articles 
from major news outlets relating to COVID-19 resource utilization. A timeframe of 
March 1 through August 1, 2020 was utilized for this search. A specific focus was 
placed on articles directly relating to New York.

46.3  Discussion

46.3.1  Retired Physicians

As the number of COVID-19 cases rapidly increased in the New York City area, 
Mayor de Blasio and Governor Cuomo put out a call for reinforcements. It became 
quickly evident that there was a group of medical professionals who likely had free 
time to participate and, also theoretically, had the skillset to provide experienced 
high-level care—retired physicians. In just 1 day at the onset of the outbreak, 1000 
retired and private practice physicians volunteered to assist in the pandemic in NYC 
[4]. Similarly, the National Health Service of the UK proactively sent letters to 
15,000 retired physicians asking them to return [5].

46.4  Age and Risk

The first major risk factor directly linked to mortality with COVID-19 was age [6]. 
Retired physicians are older and often even ‘elderly.’ By having retired physicians 
work on the frontlines, were we putting the highest risk population in an 

Table 46.1 Ethical Principles during the pandemic.

Ethical Principle

Beneficence Many health care providers, including medical students and previously 
retired physicians volunteered to return to practice to alleviate staff 
shortages

Nonmaleficence The risks of having an inexperienced physician managing intensive care 
units had to be weighed against the over exhaustion of the usual hospital 
intensivists

Respect for 
Autonomy

Not only did most patients and family members not have a say in who was 
providing their care, but most were unaware of the physician’s credentials 
and experience

Justice Despite an all-hands-on-deck environment, those with the least seniority 
often were forced into the riskiest environments

46 A System Overwhelmed by a Pandemic: The New York Response
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unnecessarily high-risk situation? On the other hand, even a single volunteer physi-
cian could increase the capacity of an already full intensive care unit, so doesn’t that 
enormous benefit outweigh the risk to one physician? There were no easy answers, 
but creative solutions were possible.

Rather than working on the front lines, elderly physicians could contribute mean-
ingfully in other lower risk ways. Telehealth has become a staple in the COVID 
physician’s arsenal [7]. Retired physicians could be assigned to telehealth, thereby 
freeing up lower risk individuals to work on the front line [8]. These older physi-
cians could also participate more in a supervisory role, offering advice to the 
younger staff, organizational problem solving, and utilization of resources [9].

While some older external physicians willingly returned from retirement, inter-
nally many practicing surgeons stated that they had no choice but to participate. 
Younger healthcare workers were asked to volunteer, sometimes well outside their 
usual position. On the other hand, more senior staff were given leeway, with age 
often used as rationale to not participate. Without an approved medical exemption, 
younger staff were left with limited options. This put an unfair burden on junior 
faculty and staff throughout hospitals, with no route for escalation. During 
COVID-19, the principle of ‘justice’ related not only to patients, but also directly to 
the health care providers treating them.

46.5  Credentialing

Licensure typically is the rate limiting step in practicing medicine in a specific stage. 
Each state has its own requirements [10], and when moving to a new state, the appli-
cation process could take 3–6 months. Another hurdle is institutional credentialing, 
often complex and redundant to ensure that those practicing medicine without over-
sight at a given hospital truly have the skillset and credentials to do so. Through 
executive orders from Governor Cuomo and individual institutional policy changes 
[11], the credentialing process was modified essentially to an honor system. For 
medical licensure, any active state license outside of NY in good standing was 
deemed adequate. Any NY state license that was previously active but not currently 
registered could be reinstated. CME requirements were temporarily suspended. 
Were the physicians being brought back to the workforce adequately prepared to 
care for these patients? There was no evaluation of current skill set, or way of know-
ing if the health care provider was up to date on the latest treatment strategy.

46.6  Medical Students on the Frontlines

If retired physicians were on one end of a spectrum, medical students were on the 
other. Medical schools transitioned to online classes and canceled clinical rotations 
in hospitals in order to protect students and allow physicians to devote more time to 
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the frontline. However, senior medical students represented an untapped resource 
for resolving the shortage of physicians.

On March 24, 2020, New York University Grossman School of Medicine became 
the first school to offer senior medical students the option of graduating early and 
joining the frontlines. Approximately half of the senior class chose to graduate early, 
and NYU gained 52 new physicians on the frontlines [12]. In response to the physi-
cian shortage in New York, Governor Cuomo issued an executive order on April 
seventh, which allowed medical students who would graduate in 2020 to graduate 
early and begin practicing medicine with supervision from a licensed physician [13].

The major ethical concern relating to early graduating medical students was 
patient safety. Graduation was only 2  months later, therefore students had com-
pleted most of their graduation requirements. Early graduates were not meaning-
fully less prepared than a typical medical school graduate [14]. If hospitals were 
allowing recently graduated medical students to provide medical care indepen-
dently, that would be both unethical and unsafe as they would not have had enough 
training or experience. However, supervision from a licensed physician was neces-
sary, so offering early graduation as an option for senior medical students was in the 
best interest of patients [15]. As one physician can supervise more than one recently 
graduated medical student, the addition of students allowed each intensivist to treat 
more patients and improved overall efficiency.

Concerns that medical students would be coerced into graduating early could be 
both unsafe and unethical. Early graduation should be unquestionably voluntary. 
Although senior medical students could make valuable contributions, they were not 
yet physicians. They did not have the same obligation to the medical community as 
those who had completed their training and were licensed. Graduating early involved 
assuming the risks that came with working on the frontlines and the responsibilities 
of being a doctor. At a time when there were more unknown than known facts regard-
ing COVID-19, this risk was not small. Medical schools were responsible for ensur-
ing that students were not volunteering for the wrong reasons such as guilt or fear of 
facing consequences [16]. Before making this decision, students had to be apprised 
of the risks and responsibilities that came with early graduation. In future situations, 
medical schools could offer alternative opportunities for those who do not want to 
graduate early. This could include continuing PPE collection drives or becoming 
contact tracers. Students could make valuable contributions even if they did not 
choose to graduate early. Offering alternatives also mitigated the potential influence 
of guilt on this decision. Students could monitor patients with mild COVID-19 
symptoms who were not admitted; expedite care for admitted patients by reviewing 
charts, drafting notes, and ensuring tests were performed; and follow- up with 
patients after discharge [15]. While still requiring supervision, these tasks could take 
significant burden off of senior physicians managing the most critically ill.

As the University College of Dublin correctly pointed out, “In a crisis, healthcare 
services that are at a point of extreme strain may unwittingly exploit the inherent 
altruism of many medical students. This, coupled with a lack of pandemic prepared-
ness education in medical school, could leave these student volunteers vulnerable to 
unnecessary risk” [17].
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Senior medical students are experienced navigators of hospitals and hospital 
teams. Often, before a clinical rotation, they are given the advice that their main job 
is to “minimize the workload of the residents and attendings” [18]. This is where 
they can excel during a pandemic without undue risk. These students already have 
appropriate HIPAA training and hospital clearance and can function as the linchpin 
between the various pandemic teams.

Finally, students must be compensated for their work. Discussions of hazard pay, 
and tuition reimbursement have stalled in recent months. Most New York health sys-
tems offered the early/recently graduated medical students an intern-level salary [19].

46.7  Outpatient Sub-Specialists

46.7.1  Qualifications

The common pathway for an “intensivist” is to complete an internal medicine resi-
dency, followed by a pulmonary/critical care fellowship [20]. While many will 
choose employment that includes inpatient intensive care call, a large percentage 
may opt for outpatient practice only, often subspecializing in some element of pul-
monary medicine. These specialists are technically qualified and board-certified in 
pulmonary/critical care medicine, but many have not worked in a hospital environ-
ment for years. This could leave them unprepared for a sudden shift to general care 
on the frontlines. Putting an unprepared physician on the frontline is not in the best 
interest of patients. However, is it better to have “more hands-on deck,” or a larger 
cohort of physicians that includes those that are inexperienced?

In addition, because they are unprepared, these specialists must also be super-
vised. Would this necessary supervision do more harm than good? Could proficient 
physicians help more people if they did not have to supervise those without recent 
experience?

One major New York hospital came up with a tiered system for the care of 
COVID-19 patients and utilization of sub-specialists (see Table  46.2). Tier 1 
included newly admitted acutely ill patients who needed a critical care setting. Tier 
2 were the “chronically critically ill.” These patients were either being weaned from 
a ventilator and progressing or pending a tracheostomy. Tier 3 were lingering 
patients who already received a tracheostomy or had a stable airway and unchanged 
vent settings. The sickest patients were put into the Medical Intensive Care Unit 
(converted entirely to a COVID-19 Unit). This was staffed only by experienced 
inpatient intensivists. Other less-critical Tier 1 patients were put into COVID-19 
intensive care units that were built out in non-intensive care settings (the surgical 
recovery room, operating rooms, endoscopy suites, and the library). These were 
staffed by physicians who were not critical care board certified, but had significant 
experience managing patients in an intensive care setting. They had moderate super-
vision from a staff intensivist (see Fig. 46.1). Tier 2 were often located on previous 
telemetry floors that had been converted to negative pressure wings and were 
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Table 46.2 Tiered COVID-19 Patient Allocation System

TIER 1

Type of Patient: Newly admitted, Critical Care Setting Required
Primary 
Physician:

(a) PCCM-Certified Staff Intensivist (MICU)

OR
(b)  Non-Certified Pulmonary Specialist with ICU Experience (oversight by 

PCCM physician)
Patient Status: Unstable, frequent changes in treatment plan and ventilator settings
TIER 2

Type of Patient: “Chronically critically Ill” or stable non-ventilated newly admitted patients
Primary 
Physician:

Specialists without any recent critical care experience (Cardiology, Neurology, 
etc)
(Oversight provided by PCCM Physician)

Patient Status: Protocolized, no major changes in treatment plan or ventilator settings for >48 h
TIER 3

Type of Patient: Stable patients from Tier 2 that could not be extubated or discharged
Primary 
Physician:

Hospitalist without critical care experience

(PCCM physician available for ventilator weaning questions and for changes 
in patient status)

Patient Status: No critical care issues except for ventilator management (minimal settings 
without any changes required)

MICU Medical Intensive Care Unit, PCCM Pulmonary and Critical Care Medicine, ICU Intensive 
Care Unit

Critical
care

oversight

Physician
Supervision

Primary Critical
Care Coverage

Provided by staff intensivist with board certification in Pulmonary and
Crtical Care Medicine (PCCM). Assigned to 3 ICU locations as
day or night shift for 5-7 day intervals

Supervisory coverage provided by a non-critical care
boarded physician with some amount of critical care
experience. Assigned to single ICU setting day or
night shift for 5 day intervals.

24 hour coverage of critically ill
patients provided by in house
redeployed nurse practitioners,
physician’s assistants, residents,
and fellows

Supervised ICU Staffing Model
for Tier-1 COVID-19 Patients

Fig. 46.1 Staffing model employed by major New York health system to provide adequate physi-
cian coverage of intensive care patients with appropriate board-certified critical-care oversight
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managed by sub-specialists who may not have had any recent critical care experi-
ence. Most of these patients were protocolized and were stable. Physicians manag-
ing these units included cardiologists, outpatient pulmonologists, and neurologists. 
There was significant oversight in these units, with a single staff intensivist provid-
ing daily oversight of several of these units for any sudden changes in patient condi-
tion. Finally, Tier 3 were managed by hospitalists without any major critical care 
experience, but with intensivists available for questions relating to ventilator wean-
ing. The non-COVID-19 floors were managed by healthcare providers of any spe-
cialty who did not feel comfortable participating in the care of COVID-19 patients.

46.8  Feelings of Unpreparedness

As with hospital-based junior faculty, many outpatient specialists were given two 
options: volunteer to work as a COVID hospitalist/intensivist or take unpaid leave.

Many were forced out of their comfort zone due to inexperience, but the financial 
repercussions for not volunteering were too great to consider the alternative. 
Although New York City urgently needed physicians, forcing inexperienced provid-
ers into situations that they have not been trained for is not in the best interest of 
patients, and can be considered a violation of the ethical principle of 
non-maleficence.

Specialization allows physicians to focus on and master the treatment of specific 
conditions, which is typically beneficial for patients. However, the COVID-19 pan-
demic turned specialization into a weakness. Focusing on a specific subset of condi-
tions without exercising general care skills left specialists unprepared for general 
care on the frontlines [21].

Everyone should contribute to the situation, but not every doctor had to be on the 
frontlines. Some could do administrative work or take on other responsibilities in 
the hospital that limited exposure to COVID-19. Many PhD research scientists vol-
unteered to work in roles such as unit clerks and patient liaisons. Similar to graduat-
ing medical students, lessening the burden of the critical care specialists was a 
priority and could be achieved by utilizing a variety of other health care providers 
in low-risk situations.

While hospital-based physicians often had adequate time off between COVID 
shifts (ie: 5 days on, 5 days off), many of the outpatient volunteers did not have that 
benefit. During their days off, these physicians had to focus on their outpatient prac-
tice. Physicians with an outpatient practice had to take on more responsibility and 
work longer hours.

What about medical sub-specialists that were very removed from inpatient acute 
medical care such as dermatologists, ophthalmologists, surgical subspecialists? 
Whose duty was it to ensure that these physicians were currently qualified to treat 
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COVID patients? While it was recommended that “medical boards and critical care 
associations must provide refresher training in various aspects of critical care to 
dermatologists,” [22] this was left up to individual health care systems and critical 
care divisions to institute.

Further, many of these subspecialists were experts in their fields and often lead-
ers in their specific sub-community of medicine. It was important to recognize that 
despite the potential feelings of being overwhelmed and over their head, they might 
not feel comfortable asking for help. It was important to foster open and honest 
communication when people were forced to do stressful jobs they were not pre-
pared for.

46.9  The Silver Lining

For many specialists, the uncharted territory of general practice was a humbling, yet 
rewarding, experience that led to a greater sense of community [23]. They worked 
with and learned from physicians in other specialties. In addition, in the face of 
tragedy, physicians learned to focus on and celebrate the successes. For example, 
Long Island Jewish Medical Center played the song “Here Comes the Sun” by the 
Beatles whenever a patient was extubated [24]. This experience reminded some 
physicians of the oath they took and why they originally chose to pursue medicine: 
to help people [25].

46.10  Resolution

Before sending specialists to the ICU, hospitals should provide training. Fortunately 
for this disease process, much of the care could become protocolized and was simi-
lar from patient to patient. Once a patient’s acute process was stabilized by an 
admitting intensivist, the tenants of treatment fell around three broad categories: 
ventilator management, treatment with experimental medications, and ventilator 
weaning/extubation. Virtual tutorials were recorded and provided to all physicians 
coming onto a COVID service. Hospitals could not reasonably expect specialists to 
smoothly transition to the frontlines without training [22].

As the Society of Critical Care Medicine aptly stated, “Therefore, our priority 
should focus not only on increasing the numbers of mechanical ventilators but on 
growing the number of trained professionals for both the near and long term who 
will be needed to care for the critically ill and injured with respiratory failure during 
crisis conditions” [26].
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46.11  Case Conclusion

There was little time to plan and the new intensive care units filled overnight. All 
options discussed above were utilized for staffing, along with some additional 
resources. Retired physicians, outpatient specialists, locums’ physicians, and gradu-
ating medical students were all included in the staffing schema in order to alleviate 
the burden on the hospital intensivists. Graduating fellows were given “war time 
promotions” to attending status. The principle of ‘non-maleficence’ took priority. 
There was more benefit than risk to having those with at least the most basic training 
managing patients, as opposed to having specialty trained intensivists who were 
stretched too thin to make proper decisions. The key to patient safety was appropri-
ate supervision and teamwork by those with the most experience.

46.12  Concluding Remarks

COVID-19 stretched New York’s healthcare resources to the brink of collapse. The 
limiting factor for continued expert care of these patients was experienced staffing. 
Several cohorts of health care professionals were able to be drafted during the height 
of the pandemic, but many normal regulations and methods of credential validation 
needed to be waved. At the time, it was important to get the appropriate staff in the 
door and provide the much-needed physical presence to care for these patients. We 
must now consider the ethical implications of each of our choices, including undue 
risk, utilization of the underqualified, and forced volunteerism, so that we can plan 
appropriately for the future.

46.13  Selected References

• Keeley C, Jimenez J, Jackson H, et al. Staffing Up For the Surge: Expanding the 
New York City Public Hospital Workforce During the COVID-19 Pandemic. 
Health Affairs. 2020;39:1426–1430. doi:https://doi.org/10.1377/
hlthaff.2020.00904

 – Leadership in the NYC Health + Hospitals public health care system discuss 
the redeployment of staff to their eleven standing hospitals and three field 
hospitals.

• Orbey E. The Medical Students Who Joined the Battle Against the Coronavirus. 
The New Yorker. 6 May 2020. Accessed 3 August 2020. https://www.newyorker.
com/science/medical- dispatch/the- medical- students- who- joined- the- battle- 
against- the- coronavirus
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 – Medical students from various health care systems in New York describe their 
experiences during the COVID-19 pandemic, and feelings of helplessness, 
imposter syndrome, and overall psychologic stress.
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Chapter 47
Cardiovascular Services in the COVID-19 
Hot Zone: Italy
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Abstract The epidemic of severe acute respiratory syndrome coronavirus-2 
(SARS-CoV-2), the causative agent of coronavirus disease 2019 (COVID-19), rep-
resents the third introduction of the highly pathogenic coronavirus into the popula-
tion. Italy was the first European nation to be affected by COVID-19 with 2,047,696 
confirmed total cases and 71,925 deaths by December 27, 2020. On January 31, 
2020, the first two COVID-19 cases were confirmed in visitors to Italy and the 
National Emergency was declared. As a way to contain the disease, the government 
established a stepwise strategy which ended in severe lockdown measures applied 
on the entire Country by March 9, 2020. The number of patients admitted to the 
emergency department for other causes dramatically dropped in that period, and 
although patients with cardiovascular disease are more predisposed to severe illness 
with COVID-19, there was a critical drop in admissions for acute cardiovascular 
conditions. With this chapter, the authors aim to describe clinical challenges and 
longitudinal trends in hospital admissions for emergent cardiac surgery cases during 
the COVID-19 pandemic worldwide and especially in northeast Italy.
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47.1  Introduction

The epidemic caused by SARS-CoV-2, the causative agent of coronavirus disease 
2019 (COVID-19), represents the third introduction of the highly pathogenic coro-
navirus into the population. COVID-19 and the previous iterations (SARS corona-
virus- 1  in 2002 and Middle East respiratory syndrome -MERS- coronavirus in 
2012) are RNA viruses transmitted from animals to humans that can cause a spec-
trum of respiratory symptoms, ranging from mild symptoms (cough, fever, malaise, 
anosmia, fatigue, and loss of appetite) to acute respiratory distress syndrome 
(ARDS) [2].

Italy was the first European nation to be affected by COVID-19 with 2,047,696 
confirmed total cases and 71,925 deaths by December 27, 2020. At its beginning, 
the pandemic was mainly located in northern Italy [3].

Cases
The Padova University Hospital is a leading center for surgical treatment of 
heart failure in Northern Italy. Since its beginning, the coronavirus disease 
2019 (COVID-19) pandemic has involved all medical and surgical subspe-
cialties, with different types of patients affected by this new infection. Patients 
with heart failure are usually fragile, and at major risk of complications sec-
ondary to infections. We previously reported [1] two positive COVID-19 
patients, affected by multiorgan comorbidities and assisted with left ventricu-
lar assist device (LVAD), who favorably resolved.

Patient #1 was a 61-year-old male who was admitted in March 2020, 
2 months after a HeartMate III implantation. His comorbidities included dia-
betes, chronic obstructive pulmonary disease and chronic kidney disease 
(CKD). He was admitted with a diagnosis of worsening heart failure and 
tested positive for the severe acute respiratory syndrome coronavirus-2 
(SARS-CoV-2). He was asymptomatic, did not experience respiratory symp-
toms and was treated with acetaminophen. He finally recovered from his car-
diac decompensation and was discharged in stable condition.

Patient #2 was a 72-year-old male who underwent a Jarvik 2000 implanta-
tion in 2016. He was admitted for an LVAD exit-site infection. He had multi-
ple comorbidities: type 2 diabetes, CKD, atrial fibrillation, dyslipidemia, 
history of endocarditis and two cerebral ischemic strokes. Ten days before 
admission (in March 2020) he reported an episode of fever, treated at home 
with acetaminophen. During the hospitalization, his roommate developed 
COVID-19 and died. For this reason, our patient underwent a nasopharyngeal 
swab test that was positive for SARS-CoV-2. The exit-site infection was suc-
cessfully treated with antibiotics (levofloxacin) and no other problems related 
to the device were found. He did not develop pulmonary symptoms and 
got well.
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47.2  Search Strategy

For this topic, a PUBMED search strategy was used. A single year search was 
applied, and the databases included those of our own data. Keywords used for search 
were COVID-19 and acute cardiovascular events/hospitalization.

47.3  Discussion

47.3.1  Lockdown of the Country

On January 31, 2020, the first two COVID-19 cases were confirmed in visitors to 
Italy and the National Emergency was declared. The first Italian patient with 
COVID-19 was identified only on February 21, 2020. The first two patients identi-
fied came from Wuhan and were isolated in Rome whereas the first Italian patient 
was identified in Codogno, a small city in the North of Italy. As a way to contain the 
disease, the government established a stepwise strategy starting with the complete 
lockdown of the initial foci in northern Italy (such as Codogno in Lombardy, and 
Vo’ Euganeo in Veneto (see Fig.  47.1) on February 20, 2020, and subsequent 

Fig. 47.1 Map showing the location of the two main coronavirus disease-19 (COVID-19) foci in 
the North of Italy by the end of February 2020
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adoption of progressively more stringent lockdown measure of the entire nation as 
of March 9, 2020 [4].

The lockdown phase did not allow people to leave their homes except for essen-
tial reasons such as a key job, visiting a doctor or pharmacy, and buying groceries. 
Political restrictions focused on stay-at-home measures and appropriate physical 
distancing to mitigate transmission. These restrictions lasted until May 4, 2020, 
when, as a result of a favorable COVID-19 epidemiological regression trend, the 
Italian Government decided to start the so called ‘phase two’. Public activities were 
gradually reopened, and people were allowed to meet each other again, with a pro-
gressive loosening of previous rules by means of additional decrees [5].

47.4  Healthcare System Reorganized

Health care systems have been reorganized to cope with the enormous increase in 
the number of acutely ill patients (see Table 47.1). The pandemic has also led to 
deferral or cancellation of nonessential procedures, in-person patient visits, and rou-
tine diagnostic evaluations.

47.5  Effect on Cardiac Services

Cardiac surgery services have been significantly affected by COVID-19 worldwide 
[6]. In response to the burden of the current pandemic, many elective cardiac sur-
gery procedures have been delayed. The main reasons were the unquantifiable risk 
of acquiring COVID-19, and many of the intensive care resources have been redis-
tributed to the care of the tremendous volume of COVID victims. A similar scenario 

Table 47.1 Ethical principles applied during a pandemic

Principle Application

Beneficence Emergent and urgent surgeries (including heart transplantation and mechanical 
devices implantation for acute treatment of cardiogenic shock) must be 
guaranteed during a pandemic, and patients are treated as if infected until results 
of the molecular tests are known, to avoid the risk of infection of the health 
personnel

Non- 
maleficence

Elective surgeries may be delayed, based on patients’ health conditions to avoid 
aggravating their infection

Autonomy Telemedicine may be the main “at-distance” tool used to empower patient 
autonomy and keep the quality and the continuity of their healthcare at the 
highest level during COVID 19 pandemic

Justice As the number of elective surgeries has been reduced, at least half of our ICU 
beds, ventilators and supplies were re-distributed to support care of COVID 
patients. Furthermore, almost a quarter of our staff, especially, OR and ICU 
nurses were referred to COVID wards
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happened in northern Italy, where the Regional Authorities decided to delay elective 
procedures during the acute phase (March–April 2020), allowing only emergent 
surgeries [7].

Differently from the northwestern Lombardy region (in which 16 of the 20 car-
diac surgical units discontinued services and all emergent/urgent cases were diverted 
to the remaining four ‘hub’ centers), the Italian northeast area did not establish a 
‘hub’ center and all cardiac surgery units continued to individually manage the 
incoming emergent cases [7, 8].

Patients with cardiovascular disease seem to face an excessive risk of severe ill-
ness with COVID-19 [9]. However, there also is an indirect impact of the pandemic 
on these high-risk patients, even among those without direct viral infection or expo-
sure. Several reports have identified a lower volume of hospital presentations for 
acute cardiovascular illnesses during the pandemic such as acute coronary syn-
dromes and aortic dissections in developed countries (e.g., U.S. and Europe) 
[10–13].

These data have raised concerns that similar reductions may be seen across other 
life-threatening cardiovascular conditions that generally require early in-hospital 
evaluation and emergent surgical treatment. Emergency cases in cardiac surgery 
represent serious, unexpected, and often dangerous situations requiring immediate 
action. Each cardiovascular guideline defines emergent scenarios according to the 
timing of surgical treatment. The main list of emergencies in adult cardiac surgery 
is summarized in Table 47.2.

Table 47.2 Summary of emergencies in adult cardiac surgery.

Emergency Definition

Acute thoracic aortic 
syndromes (AAS)

Type A aortic dissection
Intramural hematoma
(with pericardial effusion, periaortic hematoma, or large 
aneurysms)
Type A penetrating aortic ulcer
Aortic pseudoaneurysm
Rupture of aortic aneurysm
Traumatic aortic injury (free aortic rupture or large periaortic 
hematoma)

Acute coronary syndromes 
(ACS)

Non-ST-elevation ASC
(very high-risk patients with ongoing ischemia or hemodynamic 
instability with an indication for coronary artery bypass grafting)
ST-segment elevation myocardial infarction (STEMI)
(selected STEMI patients with ongoing ischemia and large areas of 
jeopardized myocardium, unsuitable for percutaneous coronary 
intervention)
Cardiogenic shock due to mechanical complications of myocardial 
infarction
(papillary muscle rupture with severe mitral valve regurgitation, 
ventricular septal defect, free wall rupture, 
rupturedpseudoaneurysm)

(continued)
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Literature analysis based on the most recent evidence published worldwide on 
‘lockdown’ politics confirms that the COVID-19 pandemic has caused a significant 
reduction in the number of patients presenting with emergent cardiovascular condi-
tions. De Rosa et al. [11] and Mafham et al. [12], in Italy and England respectively, 
found a reduction between 40–50% of acute coronary syndrome (ACS) cases (either 
N-STEMI and STEMI) from February to March 2020 as well as when comparing 
March 2019 to March 2020, similar to our data. Furthermore, a preliminary study 
about the incidence of type A acute aortic dissections among cardiac surgical ser-
vices in New York City recognized a significant drop in monthly surgical case vol-
ume of this life-threatening condition before and after March 1, 2020 [13].

Several hypotheses might explain this finding. First, a true population-level 
reduction in cardiovascular events necessitating healthcare attention is plausible: 
shifts in dietary patterns and reduced exposure to ambient air pollution (as during 
spring 2020 thanks to lockdown measures) may have contributed to reduced daily 
risks. However, the observation that the decline in emergent admissions had partly 
reversed by the end of May 2020, suggests that environmental changes were unlikely 
to be major contributors to the observed trends in cardiovascular emergencies in the 
current pandemic. Additionally, public health messages promoting social distancing 
and new reports focusing on the death toll associated with COVID-19, contributed 
to increased generalized anxiety in society.

Our preliminary data (yet unpublished) on the topic, collected in a high-volume 
Center, also a hub for the heart failure network in the Italian Northeastern Regions 
(see Fig. 47.2), demonstrated that the smallest weekly number of emergent admis-
sions was found in the same week in which the northeast Italian area counted the 

Table 47.2 (conitnued)

Emergency Definition

Emergent valve surgery Severe aortic regurgitation
(in the setting of acute aortic syndromes or endocarditis)
Severe mitral regurgitation (in the setting of ACS)
Obstructive prosthetic valve thrombosis in critically ill patients 
without a contraindication to surgery

Emergent endocarditis Aortic or mitral native or prosthetic valve with severe acute 
regurgitation, obstruction or fistula causing refractory pulmonary 
oedema or cardiogenic shock

Acute heart failure or 
cardiogenic shock 
(INTERMACS 1)

Short-term mechanical support systems, including percutaneous 
cardiac support devices, extracorporeal membrane oxygenation 
(ECMO), and paracorporeal ventricular assist device
Heart transplantation in level-1 urgency status patients (Italy)

Cardiac tumors Cardiac myxoma obstructing the mitral valve
Acute cardiac tamponade or massive endocardial invasion requiring 
surgical management

Others Acute penetrating cardiac trauma (e.g., stabbing, shotting) with 
hemorrhagic shock
Massive pulmonary embolism
Other forms of acute cardiac tamponade
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highest number of COVID-19 cases during the first half of 2020 (see Fig. 47.3). 
From January 1 to June 30, 2020, 571 patients required an emergent admission and 
cardiac surgical procedure in the 8 cardiac surgical centers involved in our study. 
The total number of emergent cases admitted during the pre-lockdown and the lock-
down period were 84 and 51, respectively, with a reduction of 39% in the number of 
cardiac surgical emergencies. Therefore, a significant reduction was found in the 

Fig. 47.2 Geographic 
distribution of the adult 
cardiac surgery centers 
involved in this study
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number of acute cardiac syndromes during the lockdown phase according to the 
national government decrees, although overall diagnosis for emergent conditions 
dramatically decreased but not the rate of in-hospital mortality.

To explain this finding, patient aversion to seeking care in medical centers that 
cared for documented or suspected patients with COVID-19 (a notion well captured 
in the lay media) certainly played a role. In Italy, the Lombardy region documented 
a 59% increase in the number of out-of-hospital cardiac arrests between February 
21 through March 31, 2020 [14]. A similar study performed by the Emergency 
Department at the Padova University Hospital (a center in our study) did not find a 
significant increase in out-of-hospital cardiac arrests during lockdown when com-
pared to the same period in 2019 [15].

Additionally, mechanical complications of myocardial infarction (e.g., papillary 
muscle rupture with severe mitral valve regurgitation, ventricular septal defect, free 
wall rupture, ruptured pseudoaneurysm) requiring emergent cardiac surgery signifi-
cantly increased during ‘phase two’ when compared to the same period in 2019. 
This dramatic change in the type of patients admitted for emergent cardiac surgery 
had already been anticipated by a previously published case series, in which all 10 
patients delayed seeking medical attention (despite being symptomatic for days) 
because of the fear of contracting SARS-CoV-2 [16].

Late manifestation of cardiovascular disease (such as those reported above) rep-
resent an indirect consequence of lockdown restrictions: in fact, stay-at-home mes-
saging from major associations, governmental bodies, and media outlets, may have 
led to patients delaying or deferring hospital admission for acute cardiovascular 
conditions requiring emergent treatment. Therefore, an increase in the proportion of 
deaths related to acute heart failures requiring emergent cardiac surgery was found 
during phase two and gives pause for thought (see Fig.  47.4). In fact, patients 
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missing their outpatient consultations might have worsened their cardiac function to 
the point of developing acute heart failure requiring surgery, with a worse prognosis.

To this purpose, strategies concerning people’s education and centralization of 
cardiovascular care toward ‘protected’ structures could restore the patient’s confi-
dence in going to the Emergency Departments at an early stage of symptoms and 
stem a phenomenon that could trigger an important increase in cardiovascular mor-
bidity and mortality. Furthermore, additional resources such as telemedicine should 
be greatly increased (especially in the field of outpatient consultations) [17–19].

Among the 396 surviving heart transplant patients to date, six patients developed 
COVID-19 with two succumbing to the disease. This small series led us to develop 
a specific protocol to manage heart transplant patients both while on the waiting list, 
and at the time of donor heart availability and during follow-up [20, 21].

47.6  Guidelines at the Time of COVID-19

The European Society of Cardiology (ESC) in mid-2020 produced a guidance—not 
a formal guideline—regarding the COVID-19 pandemic [22]. The document sug-
gests appropriate measures to prevent SARS-CoV-2 spread among Health Care 
Personnel (eg. use of appropriate protection masks, hand washing, body temperature 
monitoring and surveillance nasopharyngeal swabs). Regarding patient manage-
ment, less invasive diagnostic tools and procedures are suggested whenever possible, 
but no significant changes have been applied to normal clinical and surgical practice. 
It encourages health care workers to educate patients in wearing masks, promoting 
social distancing and washing hands. The Italian Society of Cardiac Surgery, [7, 8] 
however, recommended that during the pandemic outbreak and in the presence of a 
high number of COVID-19 cases, it is preferable to postpone elective surgeries, 
permitting only admission to emergent/urgent cases [23]. When the SARS-CoV-2 
status is unknown at the time of admission in these patients as well as in COVID-19 
positive patients admitted for acute cardiovascular disease, two different pathways 
should be organized. Whenever possible, short intensive care unit and hospitaliza-
tion length of stay should be favored. Patient follow-up (especially for management 
of chronic compensated disease) should be ensured by means of telemedicine tools.

47.7  A New Sunrise: 2021 and the Vaccination Era

After authorization of the Pfizer-BioNTech COVID-19 vaccine by the European 
Commission on December 21, 2020, Italy started its vaccination campaign on 
December 27, 2020. Health care and administrative personnel, together with guests 
and personnel of nursing homes have been the first people to be vaccinated. 
1,072,086 vaccines have been administered by January 16, 2021, which means >1% 
of the Italian population. Despite an initial skepticism among health care workers, 
almost 80% of all the distributed doses have already been administered 
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(demonstrating that health care workers trust in the new vaccination program and 
recognize its importance). Almost 60% of all vaccinated persons are between 40 
and 60 years of age [24]. According to published data, Italy and Germany are cur-
rently the leading countries in EU for the number of vaccinated people [25]. The 
vaccination program in the general population has started, with the only limitation 
being vaccine availability (dependent upon Big Pharma delivery). Italy is aware that 
a rapid strategy of vaccination in addition to the current rules of hand washing, mask 
wearing, and social distancing are the only tools to lower the health and economic 
consequences of the COVID-19 pandemic. For this reason, the National Health 
Ministry is already recruiting physicians and nurses to administer vaccines among 
the population, starting with the oldest and the most fragile people.

47.8  Case Concluded

Our case series highlights the unpredictable behavior of SARS-CoV-2 infection. 
According to the current literature, SARS-CoV-2 has been more aggressive in frag-
ile individuals and our patients were at extremely high risk due to their multiple 
comorbidities. However, the successful outcome of both patients might be the con-
sequence of multiple factors: LVAD as a guarantee to maintain support of cardiovas-
cular function, and anticoagulation therapy as a protective treatment against 
COVID-19 related thromboembolism. Regarding this second point, the anticoagu-
lation/ antiaggregation levels was strictly monitored through serial thromboelastog-
raphy and platelets aggregation tests and adjusted accordingly. We left unchanged 
our protocol which consists of oral anticoagulation with a target of 2.5–3.0 
INR. Antiplatelet agents are added in HeartMate III patients according to aggregome-
try profiles, and in Jarvik 2000 patients due to its intrinsic negative action on plate-
lets count. Consequently, no prophylactic modification to therapy was applied 
without clinical or laboratory evidence.

47.9  Conclusion

During the lockdown phase of the COVID-19 pandemic in the northeast area of 
Italy, there was a significant reduction in hospital admissions for cardiac surgery 
emergencies (with young male patients being the mostly involved group). However, 
during the recovery phase (‘phase two’) there was a significant surge in the number 
of late manifestations of cardiac disease (e.g., mechanical complications of myocar-
dial infarction, acute heart failure), with an increase in the proportion of in-hospital 
deaths related to acute heart failure requiring surgical management. Although rea-
sons for the observed decline in these hospital admissions are likely multifactorial, 
educational platforms and formal guidance for high-risk patients regarding when to 
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seek emergency care are needed. Furthermore, this high-risk population should be 
longitudinally followed to determine the potential impact of COVID-19 pandemic 
on long-term cardiovascular health.

47.10  Selected References

• Bonalumi G, di Mauro M, Garatti A, Barili F, Gerosa G, Parolari A; for the 
Italian Society for Cardiac Surgery Task Force on COVID-19 Pandemic. The 
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surgery. Eur J Cardiothorac Surg. 2020;57(6):1025–1028. doi:https://doi.
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• Bhatt AS, Moscone A, McElrath EE, et  al. Fewer Hospitalizations for Acute 
Cardiovascular Conditions During the COVID-19 Pandemic. J Am Coll Cardiol. 
2020;76(3):280–288. doi:https://doi.org/10.1016/j.jacc.2020.05.038

• Parolari A, di Mauro M, Bonalumi G, et al. Safety for all: coronavirus disease 
2019 pandemic and cardiac surgery: a roadmap to ‘phase’ 2. Eur J Cardiothorac 
Surg. 2020;58(2):213–216. doi:https://doi.org/10.1093/ejcts/ezaa187

 – These selected papers have been produced during the pandemic to highlight 
the indirect consequences of national lockdowns on hospital admissions for 
cardiovascular disease. They have also pointed out that a strong joint effort of 
multiple centers has been necessary to open a new, emergent, clinical path to 
face the pandemic with regard to the management of patients with cardiac 
disease.
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Chapter 48
Ethical Questions of Surgical Trials
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Abstract In surgical clinical trials, the pillars of medical ethics (beneficence, non- 
maleficence, justice, and autonomy) all play a role. During the conceptualization of 
a surgical study, there must be established doubt as to the value and/or role of the 
studied intervention (clinical equipoise) to ethically conduct the study (non- 
maleficence). Trial design must be carefully approached to minimize risks to par-
ticipants (non-maleficence) while maximizing the clinical value of the outcomes to 
serve future patients and allow for the practice of evidence-based medicine (benefi-
cence and justice). In trial enrollment, the surgeon must have appropriate conversa-
tions with patients about the understood risks and benefits of treatment arms, 
randomization, and the potential for non-therapeutic interventions if applicable. 
With appropriate informed consent, patients can voluntarily participate in studies 
(autonomy). There are many hurdles in conducting clinical trials in surgery, some of 
which present as ethical dilemmas. However, the failure to better understand the 
interventions we provide can ultimately lead to widespread patient harm. Thus, 
advancing knowledge by conducting or participating in surgical clinical trials sup-
ports a surgeon’s ethical duty to both their patients and the field of surgery.
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48.1  Introduction

In the transition from student to physician, when we accept the responsibility and 
privilege of wearing the long white coat and caring for the lives of other human 
beings, we have a ritual. We take an oath. Referencing the origins of medicine in 
Greece and the practice of Hippocrates, medical school graduates vow to uphold a 
certain standard in their work. These declarations emphasize the ethical principles 
of beneficence, non-maleficence, autonomy, and justice. Also, central to this oath is 
the idea of applying the scientific data attained by one’s predecessors to patient care 
and then growing that body of knowledge to further the field [3, 4].

As such, from the beginnings of individual medical practice, we each find our-
selves at the intersection of ethics, research, and clinical care. We have pledged to 
practice and contribute to evidence-based medicine, but how do we pursue this 
while balancing these ethical principles? This is especially pertinent in the field of 
surgery where, in an effort to heal, we take the knife to another’s flesh. To take a 
patient’s life into one’s hands in this way, the surgeon must be confident in the out-
comes. But how do we measure whether this confidence is justified? Further, how 
do we ethically perform surgical clinical trials to improve our practice for patients 
of the future while maintaining our commitments to the current patient at the 
bedside?

Case
A 55-year-old woman is currently being treated for breast cancer. She pre-
sented with a right-sided 3 cm triple negative (estrogen receptor, progesterone 
receptor, and HER-2 receptor negative) invasive ductal carcinoma with no 
concerning lymph nodes on ultrasound. She completed neoadjuvant chemo-
therapy, and subsequent imaging showed radiographic complete response. 
Vacuum-assisted biopsy of the tumor bed showed pathologic complete 
response, concordant with radiographic findings. She presents to surgery 
clinic to discuss options for next steps in therapy. National Cancer Care 
Network (NCCN) guidelines recommend sentinel lymph node biopsy in con-
junction with mastectomy or with partial mastectomy and radiation as the 
next steps in her care [1]. However, there is debate within the breast surgical 
oncology community as to the benefit of surgical intervention in these excep-
tional responders to neoadjuvant therapy, such as this patient. To address this 
question, there is an ongoing surgical clinical trial assessing oncologic and 
survival outcomes of such patients who forgo surgical intervention and pursue 
breast radiation as the only local therapy [2]. She meets inclusion criteria to 
be enrolled in this trial. Yet, as her surgeon, there are certain ethical concepts 
that must be considered.
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In this chapter, we begin by exploring the historic breeches in ethical codes that 
led to the creation of national and international guidelines in human experimenta-
tion. [5–7] From there, we compare and contrast the process and barriers in the 
development of medications with those of the implementation of novel surgical 
techniques. Next, we explore the idea of clinical equipoise as the foundation on 
which we justify creation of and enrollment in surgical clinical trials. Even if equi-
poise is established, there remains controversy in the ethics of trial design including 
the utilization of placebo (or sham surgery), which we explore [8, 9]. We then con-
sider patient autonomy as it relates to informed consent for participation in trials. 
Lastly, we shift to discuss the practice of evidence-based medicine and the balance 
of ethical principles to serve both individuals and society (Table 48.1).

48.2  Search Strategy

A systematic search in the National Library of Medicine (pubmed.gov) from incep-
tion to May 15, 2020 was conducted. Searches were not restricted by language or 
study type. References of the included articles were also searched manually. The 
search terms included “ethics and surgical clinical trials,” “ethics and surgical 
research”, “ethics and emergency surgery research,” “equipoise and surgical trials,” 
“ethics and placebo-controlled surgical trials”, and “ethics and sham surgery.” The 
most relevant articles were selected for inclusion.

Table 48.1 Key ethical points in surgical trials

Historic breeches in ethical conduct in the study of human subjects led to the creation of 
national and international ethical codes that are mandatory in development and execution of 
surgical clinical trials.
There are unique barriers to conducting surgical clinical trials, as compared to medical trials. 
For a surgeon to participate in such research, there are surgeon-specific, patient-specific, and 
community-specific ethical issues that must be considered.
Clinical equipoise is the concept of uncertainty over the ideal treatment approach when 
considering available options among the surgical community and is required to develop and 
conduct surgical clinical trials.
Appropriate study design to minimize risk, respect autonomy, provide appropriate comparison 
(if indicated), and address key surgical questions that could change clinical practice is key in the 
ethics of surgical trials.
Informed consent is an integral part of ethical study conduct (autonomy).
It is the duty of the surgeon to take care of the patient (beneficence) while minimizing harm 
(non-maleficence) and respecting the patient’s wishes (autonomy), ultimately serving the 
community (justice). To do this, one must have the data to make informed treatment decisions. 
Therefore, surgeon participation in clinical trials promotes clinical ethics.

48 Ethical Questions of Surgical Trials
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48.3  Discussion

48.3.1  Ethical Standards in Clinical Trials: 
A Historical Perspective

National and international codes of conduct for the study of human subjects have 
been created to guide the ethical development of clinical trials. While these guide-
lines are now widely recognized and accepted, they originated from necessity in 
response to historic, atrocious human experimentation that grossly violated ethical 
principles [5–7]. During World War II, Nazi physicians conducted medical experi-
mentation on unwilling, vulnerable populations with flagrant disregard to the con-
cepts of beneficence or non-maleficence. In the aftermath of the war, when these 
crimes were acknowledged, the Nuremberg Code was created. This policy delin-
eates the minimum standards necessary in the conduct of human trials where volun-
tary participation is required (autonomy); potential benefits are maximized while 
minimizing risk (beneficence and non-maleficence); and the study is stopped if 
clear harm is appreciated (non-maleficence) [5]. The World Medical Association 
further refined these international regulations in the Declaration of Helsinki in 1964 
[3, 6, 10]. A decade later, gross neglect of these standards were again acknowledged 
in the United States where over the course of decades, black patients living in pov-
erty were unwillingly and unknowingly subjected to experimentation with antici-
pated serious morbidity by the researchers. Physicians withheld available therapy to 
treat syphilis to study long-term effects of untreated disease with known harm to the 
subjects. This atrocity led to the drafting of the Belmont Report, which emphasizes 
the standards of incorporating and balancing the ideals of justice, autonomy, benefi-
cence, and non-maleficence in all trials involving human subjects. These experi-
ences ultimately led to current practices with respect to these codes and external 
regulation of clinical trials by institutional review boards. [3, 7, 10, 11]

48.3.2  Clinical Trials in Medicine and Surgery

With this history and these guidelines in mind, one can begin to consider how to 
approach the goal of scientific research to improve clinical practice and treatment 
options. On the spectrum of treatment advancement, one must appreciate the differ-
ence between new drug development and development of novel surgical techniques. 
Typically, randomized controlled trials are conducted to determine safety and effi-
cacy of new medications. Then, these data are reviewed by the United States Food 
and Drug Administration where drug approval decisions are made. However, this 
routine, rigorous testing and outside approval method are neither standard nor 
required in surgery. Rather, novel techniques are often pioneered by individual sur-
geons, sometimes based on data from animal or human studies. New procedures are 
then carried out in a number of patients, a case series may be published, and, most 
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times in the absence of clinical trials, this new method may become widespread and 
perhaps widely adopted [10, 12]. Thus, as opposed to medical clinical trials, trials 
in surgery usually occur after techniques have been extensively adopted in the com-
munity [13]. Ashton et al. describe this phenomenon as “dissemination first, evi-
dence later.” [12].

This spread of innovative techniques as treatment options for patients without 
data supporting their efficacy, or defining their risk, creates a barrier to further study 
that is unique to surgery. The techniques that have already been adopted may be 
believed to offer benefit, bringing into question the clinical need for further study. 
Some surgeons believe that conducting a trial in this circumstance may deprive 
patients from the benefits of this technique, while subjecting them to risk and poten-
tially creating a burden on society where resources must be diverted to the study: 
conceptually questioning beneficence, non-maleficence, and justice [3, 13]. Despite 
these concerns, belief in efficacy of a practice and the ability to generate evidence 
supporting that practice do not always coincide. As an example, ligation of the inter-
nal mammary artery to treat angina used to be a common practice. Physiologically, 
this procedure would be expected to divert blood flow to the coronary arteries and 
relieve symptoms; however, when subjected to study, this procedure was found to 
be ineffective, despite its popularity [3, 14]. Thus, pursuing the actual evidence 
changed practice, and ultimately led to better patient care with respect to ethical 
principles. As such, Adibe et al. and Burger et al. propose that perhaps there should 
be a change in the process where surgical trials could be conducted before wide-
spread dissemination [10, 13].

Unique to surgeons are barriers both in starting and in completing clinical trials. 
In fact, Mouw et al. report that once a trial has started, the rate of trial completion is 
higher in medical trials than in surgical trials (55.51% versus 39.49%, p < 0.001), 
and being a surgical trial is an independent risk factor for early trial discontinuation 
(OR 1.25 p = 0.041) [15]. One contributor to these findings is poor or slow enroll-
ment. Though the reasons for this are multifactorial, this brings to light a key ele-
ment: equipoise [15].

48.3.3  The Concept of Clinical Equipoise

Equipoise occurs when there is uncertainty over the ideal treatment approach when 
considering available options. In order to ethically conduct a study, one must have 
equipoise [3]. When equipoise is applied to treating surgical patients, one must 
acknowledge that it is multi-faceted. Here, we discuss this in the context of equi-
poise per the surgeon, per the clinical community (clinical equipoise), and per the 
patient.

Surgeons typically have strong opinions about which treatments are best for their 
patients (no personal equipoise) [16]. While some surgeons may call for a trial to 
evaluate a surgical approach because they feel there is equipoise, other surgeons 
may feel that one approach is unquestioningly better than the other and hence do not 
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condone the study. Some of the roots of this go as deep as surgical residency. 
Surgical training is structured such that we learn to operate and how to make surgi-
cal decisions in an apprenticeship-model where our mentor’s and our institution’s 
practices are dogma [13, 17]. As such, surgical approach and surgical decision- 
making may be quite different between two well-trained surgeons, and these sur-
geons may feel strongly that their personal practice best serves the patient, despite 
the lack of evidence either way [12, 13]. These strong feelings of individuals have 
led to the failure of trials to reach enrollment targets to obtain statistical study 
power, have slowed trial enrollment, and have led to selection bias of participating 
patients [18]. For example, the lack of personal equipoise for individual surgeons 
led to the early discontinuation of the Stenting and Angioplasty with Protection in 
Patients at High Risk for Endarterectomy (SAPPHIRE) trial that was designed to 
compare outcomes of carotid endarterectomy and carotid stenting [12]. Similarly, 
lack of personal equipoise led to slow enrollment and highly selected patients 
enrolled on the American College of Surgeons Oncology Group (ACOSOG) Z0011 
trial. This study compared outcomes of breast cancer patients with limited axillary 
disease on sentinel lymph node biopsy during breast conserving therapy: comparing 
those who underwent completion lymphadenectomy or no additional axillary sur-
gery. The slow, selected enrollment led to criticisms on the universal applicability of 
the study findings and recommendations [16].

In the age of evidence-based medicine, however, the surgeon must transcend 
their data-less opinions in order to find the truth. Without data, one runs the risk of 
depriving patients of optimal treatment (beneficence) and ultimately harming 
patients (non-maleficence) throughout their surgical career despite the surgeon’s 
good intentions. Clinical equipoise requires the investigator to not know which 
treatment is better. As such, it serves as the ethical basis for any clinical trial. In this 
way, it is the avenue down which an individual, opinionated surgeon may put aside 
personal belief that is lacking evidence in order to pursue data on optimal treatments 
of current and future patients (justice) [13]. From data generated through the appli-
cation of clinical equipoise to support trials, the historic, common, invasive prac-
tices of extracranial-intracranial arterial bypass for stroke and arthroscopic knee 
debridement for osteoarthritis were found to be non-therapeutic and were aban-
doned [13]. Additionally, surgical clinical trials in breast cancer have revolutionized 
breast cancer care by improving oncologic outcomes and reducing morbidity over 
the last century [19].

In the pursuit of data to optimize patient care, at least one more point of view 
must be considered: the patient’s. Even in the context of clinical equipoise, the 
patient may prefer one treatment over the other. Sometimes this is secondary to 
marketing of a new technique or approach [3]. Patients may seek surgeons who 
exclusively perform the preferred intervention. Or if on trial, the patient may elect 
to cross-over treatment arms, which poses a potential barrier in trial completion and 
interpretation [12]. Yet, this underscores the key ethical principle of autonomy, 
which must be respected and balanced with other ethical principles in clinical 
research.
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48.3.4  Ethics of Study Design

Once one has ethically assessed whether a study is indicated, the next question is 
one of design- both ethical and practical. How can the study be structured such that 
it addresses the question at hand to gather relevant and potentially practice- changing 
data to further medicine (justice and beneficence) while maximizing benefit as well 
as minimizing risk (non-maleficence) and respecting the choices and personhood of 
the participants (autonomy)? With so many different, and at times competing, fac-
tors to consider, this must be approached in a thoughtful manner. Ashton et al. pro-
pose a detailed, phased plan of key components to consider at the interface of ethics 
and surgical clinical trials. They describe the intimate relationship of ethics and 
clinical trials at four key phases of the surgical trial: trial initiation, trial design, trial 
conduct, and data analysis and reporting [12].

One integral step to this approach is determining the appropriate comparison to 
make. Ethical questions arise as one considers options of comparing a surgical 
approach with another surgical technique, with a surgical placebo (sham surgery), 
with a non-operative medical treatment, or with no intervention [8]. When two oper-
ative interventions are compared that are felt to be therapeutic, clinical equipoise is 
the key element that must be present to ethically proceed with the trial. As the prac-
tice of laparoscopic cholecystectomy became routine, a trial comparing outcomes 
of laparoscopic and open cholecystectomy began. With time, however, the trial was 
discontinued early; even without clear data, the belief that laparoscopic cholecys-
tectomy was superior became widespread throughout the surgical community. Thus, 
ethically, it was felt that the trial could not continue (loss of clinical equipoise) [17].

Beyond innovative techniques, another research interest in surgery is de- 
escalating therapy to reduce morbidity (non-maleficence) but maintain therapeutic 
outcomes. Once an intervention has been accepted and there are data to support its 
value, there are ethical issues to consider in de-escalation. Angelos et al. describe 
key components that should be incorporated into a non-intervention surgical trial to 
make it ethically sound, using the specific example of non-operative therapy for 
early-stage thyroid cancer [20]. These include ensuring that the goal of the research 
is both valuable in a social and scientific context; the study design is appropriate to 
achieve these endpoints with independent review apart from the researchers; there 
is fair patient selection without targeting vulnerable populations and with appropri-
ate informed consent to participate; and the study is designed for minimization of 
personal risk while maximizing societal and perhaps personal patient benefit as pri-
vacy is maintained [20].

Interestingly, there is quite a bit of controversy over study types comparing sur-
gery to a non-operative intervention or no intervention with respect to the role of the 
placebo effect [10, 21]. Some have proposed that the invasiveness itself of a surgical 
procedure may carry with it a placebo effect that alters patient outcomes, irrespec-
tive of the technical aspects of the procedure. This could potentially skew study 
outcomes toward inappropriately favoring a non-therapeutic surgical approach over 
medical therapy or no therapy at all [22, 23]. To that end, the study design that 
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carries the highest level of evidence and is considered the gold standard in clinical 
trials is the randomized, blinded, placebo-controlled study [13]. The concept of sur-
gical placebo poses unique problems and ethical concerns to the surgeon. To pro-
vide an invasive intervention with no known or postulated therapeutic component, 
the surgeon puts the patient at risk for complication with no expected personal ben-
efit to the patient. This is at its root distinct from medication trials where the placebo 
“sugar pill” poses no real threat [3]. Though the level of risk may vary based on the 
design of the sham operation, no surgery is without risk of complication. Therefore, 
the surgeon must carefully weigh these individual risks to the patient (non-malefi-
cence) with the potential benefit of generating the data to form guidelines for future 
patients (justice and beneficence). Some investigators are proponents of utilization 
of the surgical placebo-control arms under specific situational contingencies [8, 23, 
24]. This type of trial design may be appropriate when there is clinical equipoise, 
the clinical question potentially offers value to patient care, there is no standard 
data-supported other surgical intervention to compare, the potential value of the 
knowledge gained outweighs the risk of placebo where that risk is minimized, and 
the patient knows placebo is an option and consents to it [8, 23, 24]. Others argue 
that sham surgery is not ethical, as there are typically alternative study designs that 
could lead to the same conclusions without putting patients in the placebo group at 
the same level of risk of a nontherapeutic procedural intervention [9]. Additionally, 
there is an unquestioned intimate relationship between a surgeon and their patient 
where trust is key. Some argue that in performing non-therapeutic surgery where the 
patient is blinded to the intervention, the surgeon violates that trust by misleading 
the patient (issues of autonomy) [3].

48.3.5  Informed Consent: Patient Autonomy

Along with clinical equipoise, voluntary informed consent in trial participation repre-
sents another cornerstone of ethical clinical research and is a key concept in both the 
Nuremberg Code and the Belmont report. [3, 5, 7] The surgeon must appropriately 
engage the patient in conversation regarding the study design: treatment arms, thera-
peutic options, potential risks and benefits, and randomization if appropriate. Patients 
can then knowingly and willingly enroll in trials, accepting treatment based on the 
study design. With these open and honest discussions, surgeons can circumnavigate 
the aforementioned issues of violating the patient’s trust through deception [3]. One 
pitfall of trial participation is the common misconception of the patient that by partici-
pating in a study, they are personally going to benefit from the study intervention, 
despite the lack of evidence and presence of equipoise [25]. Although this idea of 
“therapeutic misconception” is prevalent, one can again address this by having truth-
ful and detailed discussions with patients who are making decisions to consent about 
the reality of the treatment arms [10]. In this way, the patient can be appropriately 
informed about trial participation and have the opportunity to voluntarily participate.

But what about clinical trials in surgical emergencies where time is of the 
essence, and patients may be too ill to provide informed consent to participate in a 
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trial? Patients who present in this way are particularly vulnerable. Yet, when clinical 
equipoise is present and data are needed to better treat patients globally, Doig et al. 
argue that there are situations where study enrollment without initial consent is 
appropriate, citing the Closed or Open after Laparotomy (COOL) study which 
examines outcomes of patients who undergo primary as opposed to delayed primary 
abdominal fascial closures in emergent laparotomies [11]. In this study, identifica-
tion of potential patient participants could only be made in the operating room at a 
time when the patient could not consent. The requirements for recruitment to waive 
upfront consent were that immediate intervention is required secondary to a serious 
threat; there must be clinical equipoise; risk and benefit of the experimental arm is 
appropriately weighed; the participant does not have decision-making capacity to 
consent; another appointed decision-maker cannot be consulted because of emer-
gency timing needed to intervene; and the patient has no prior directive related to 
participation. After initial enrollment, there was opportunity for delayed consent of 
the patient or the surrogate decision maker. [11] This approach centers on justice 
and potential benefit and non-maleficence for patients of the future to whom these 
data could be applied; however, there remains disagreement around the ethical 
issues in waiving consent in regards to patient autonomy, even in these emergency 
situations [21].

48.3.6  Evidence Based Medicine and Need for Surgical Trials

Without sound data to treat patients, we cannot always know whether we are serving 
them or doing them harm. Evidence based medicine is described as “the conscien-
tious, explicit, and judicious use of current best evidence in making decisions about 
the care of individual patients…[by] integrating individual clinical expertise with 
best available external clinical evidence from systematic research.” [26] To contrib-
ute to the data we use to make evidence-based decisions, one must participate in 
trials. Some argue that it is a surgeon’s ethical duty to their patients to participate in 
clinical trials; continuing to perform a surgery that may put patients at risk without 
benefitting them because “that’s how we were trained” is contradictory to the oath 
we took to first do no harm [3, 4, 13, 22]. However, in approaching these studies, 
one must consider all of the facets of clinical ethics and weigh them in an effort to 
best serve the patient at the bedside and the patients in the future.

48.4  Case Discussion

To care for the patient with breast cancer who has had a complete clinical response 
to neoadjuvant therapy with the option of trial enrollment to study non-operative 
management, the aforementioned ethical concepts must be considered [2]. First, 
there is uncertainty within the breast oncology clinical community as to whether 
patients benefit from surgical intervention when they have no evidence of residual 
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invasive disease; hence, there is clinical equipoise that justifies the study of no sur-
gical intervention. With surgery as part of the breast cancer treatment algorithm, 
patients typically have excellent oncologic outcomes, but they are at risk of morbid-
ity associated with surgical intervention. Trial enrollment for no surgical interven-
tion could eliminate that surgical risk; however, we do not understand the potential 
oncologic risk a patient takes on by forgoing surgery (weighing beneficence and 
non-maleficence). Through this study of individual patients, our understanding of 
breast cancer treatment could change. With that, new treatment guidelines could be 
created to improve the outcomes of breast cancer patients of the future (justice). But 
we must make the risks to the individual participants clear. There must be an open, 
honest, and detailed discussion with the patient regarding the standard surgical 
interventions and trial enrollment with non-operative therapy. To enroll in the trial, 
the patient must voluntarily give informed consent, and may withdraw at any time 
(autonomy). Lastly, in an effort to do no harm, if preliminary results suggest poor 
outcomes in patients in the trial compared to those undergoing standard therapy, one 
must have a low threshold to discontinue the study (non-maleficence). In this case, 
after appropriate counseling, the patient elected to enroll on the trial with active 
surveillance for breast cancer rather than pursue surgical intervention.

48.5  Concluding Remarks

Ethical considerations in surgical clinical trials are vast. Clinical equipoise is neces-
sary to ethically move forward in studying differential outcomes of two interven-
tions (or non-intervention). In study design, one must take into account how a trial 
could change the practice of medicine and surgery to improve outcomes of patients 
in the future (beneficence and justice) and weigh this against potential harm for trial 
participants (non-maleficence). One of the key concepts in ethical study enrollment 
is appropriate informed consent of the participants (autonomy). A balance among 
these ethical principles should be pursued as we strive to understand and optimize 
surgical interventions and ethically designed surgical clinical trials can benefit our 
patients and advance the surgical field.
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and Medical Devices
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Abstract Introducing new procedures, technologies, and medical devices to one’s 
practice inherently presents a surgeon with ethical dilemmas regarding their safety 
and efficacy. This chapter provides an overview of the history of surgical innovation 
and how new medical devices and surgical procedures are regulated, with discus-
sion on ethical dilemmas surgeons may face as they expand their armamentarium of 
surgical techniques. Above all, this chapter aims to encourage innovation that is safe 
and appropriate, and to equip surgeons for the decision-making and discussions that 
should accompany surgical innovation.
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49.1  Introduction

We once believed the earth was flat, we were the center of the universe, and disease 
was caused by imbalances in our body fluids. Only after the ridicule and persecution 
of scientific pioneers have these theories been debunked. Major advancements in 
medicine are no different and have nearly always been met with resistance. Yet 
medical advancements carry the weight of human life, and a healthy dose of caution 
is both necessary and appropriate.

The dangers of medical advancement lie in large part within the unknown. We 
often stand on the shoulders of giants who have come before us, and only hear about 
the successes and breakthroughs. We hear much less about those giants whose 
experiments went poorly. Historically we as a people have been fearful of new 
things and have rejected scientific breakthroughs that could save lives; yet it is also 
true that ‘new’ does not always equal ‘better.’ The unforeseen risks of new devices, 

Case
Imagine that you are a surgeon who specializes in sleep surgery within the 
field of otolaryngology. You are very intrigued by a new surgical technique 
that has been developed to treat obstructive sleep apnea (OSA). The proce-
dure includes implanting a new, static device into the pharyngeal wall, which 
increases overall anterior-posterior (AP) diameter of the pharynx. It has been 
approved by the Food and Drug Administration (FDA) for use in adults who 
meet specific clinical criteria for OSA and have failed other treatments.

You are a talented surgeon who has completed all your residency and fel-
lowship training, but you have not yet performed this specific procedure. You 
have attended several lectures, undergone extensive online training, and have 
interacted with the device itself on numerous occasions. Your department 
chair, who is a huge proponent of the device and whose spouse helped to 
develop it, is very eager for you to begin performing the surgery. It has under-
gone one clinical trial, which demonstrated overall safety and efficacy in a 
cohort of 100 patients.

Finally, the perfect patient comes in who meets all the necessary criteria 
and who you think is a good candidate for the surgery. He even has a great 
insurance plan that will cover the entire global fee of the surgery and postop-
erative period.

Much time is spent discussing the new device with the patient, and you 
explain in detail how it works and how it could improve his OSA. He is very 
interested, as his poor sleep has led to high blood pressure and is negatively 
affecting his quality of life. Yet he is a nervous gentleman and worries about 
the risks of something ‘experimental.’ He finally asks you if you have done 
this before, and how your other patients have done after the surgery. What do 
you say?

K. C. Landeen et al.



689

the inexperience of a surgeon with a new procedure, and the inability to predict 
outcomes all hang in the balance of novel breakthroughs in surgery. Nevertheless, 
much of the oversight in surgical innovation comes from surgeons themselves, and 
this responsibility is not to be taken lightly.

In this chapter we will discuss the ethical dilemmas inherent in surgical innova-
tion, how innovation is regulated today, and the important role that a surgeon plays 
in ensuring the ethical administration of care when it comes to new technologies, 
procedures, and devices (see Table 49.1).

49.2  Search Strategy

A thorough literature review was performed to investigate the ethical considerations 
in surgical innovation. Using PubMed® (National Library of Medicine, 1996), 
searched terms included “surgical ethics,” “surgical innovation,” “medical device 
regulation,” “surgical regulation,” and “surgical transparency.” For historical exam-
ples of medical advancements, this search was expanded to include sources found 
via the Encyclopaedia Brittanica, Inc. (15th edition, 2010), which was accessed 
online. Further research into current regulation of medical devices and pharmaceu-
ticals included thorough review of the United States Food and Drug Administration 
(FDA) current policies, as outlined on the organization’s governmental website.

49.3  Discussion

49.3.1  Medical Advancements in History

When Ignaz Semmelweiss, a Hungarian physician in Vienna in 1847, proposed 
handwashing between obstetric cases as a method to reduce puerperal fever, he was 
met with outcry. Physicians everywhere were skeptical, offended, and hostile. 

Table 49.1 Principles of Medical Ethics and their Applications in Surgical Innovation

Beneficence    • New surgical procedures and devices may improve outcomes
   • Morbidity and mortality may be reduced
   • Cosmesis may be improved

Nonmaleficence    •  There is a learning curve associated with new techniques, and 
complication rates may be higher when a surgeon is learning

   • We do not know all of the long-term complications of new
Autonomy    •  Transparency is vital, and a surgeon must communicate lack of 

experience, potential for unforeseen complications, and conflicts of 
interest

   •  Consent in these patients may never be truly informed due to the 
unknowns

Justice    • Patient selection for new procedures and devices should be fair

49 Introducing New Techniques, Technology, and Medical Devices
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Despite demonstrating reduced mortality in his practice, he was mocked and shamed 
by the western medical community for decades [1]. Yet around the world, a very few 
others were noticing similar patterns. Due to worsening mental illness, Dr. 
Semmelweiss was committed to an asylum in 1865, where he tragically died from 
injuries after being beaten by the institution’s guards. It wasn’t until germ theory 
gained more traction with the breakthroughs of John Snow, Louis Pasteur, and 
Joseph Lister that the medical community posthumously accepted Semmelweiss’ 
theories on hand washing [2]. Today he is regarded as one of the first proponents of 
germ theory and a pioneer of surgical antiseptic technique [3].

Skepticism about new medical advancements, however, is often warranted and 
should give pause to practitioners. Consider the lobotomy procedure, which was 
developed in the 1930s as a surgical means to ameliorate symptoms in mentally ill 
patients prior to the advent of antipsychotics. It involved drilling or driving a pick 
into the frontal lobe of the brain in order to sever neural connections thought to 
cause overstimulation, excess emotions, and psychiatric symptoms. There were 
multiple variations, and lack of oversight meant that surgeons had vast liberty to 
develop new techniques and modify the procedure as they saw fit. Regardless of the 
variation, the lobotomy was met with both enthusiasm and skepticism [4]. While it 
could be successful in calming patients, it often left them with debilitating func-
tional disabilities requiring institutionalization. Other serious side effects included 
brain hemorrhage, seizures, and death. Possibly the most famous lobotomy was 
performed on Rosemary Kennedy, the 23-year-old, intellectually handicapped sister 
of President John F. Kennedy. The procedure left her incapacitated, partially para-
lyzed, and barely able to speak; she was institutionalized until her death at age 86 
[5]. Lobotomies were gradually outlawed in various countries, but not before over 
40,000 lobotomies had been performed in the United States alone, well into the 
1970s [4].

Medical devices are a prime example of how ‘new’ is not always ‘better.’ When 
a device is approved for the market, it has likely only been tested in a small cohort 
of patients. The long-term outcomes are still to be determined. One study found that 
first-generation gastric bands had a complication rate of nearly 20%, which was 
reduced to 10% in second-generation models [6]. This demonstrates that despite a 
shaky start, the industry was able to learn from post-market surveillance and 
adjusted the device accordingly to make it safer.

In addition to dangerous surgery, there is also the possibility of fraud. There are 
many historical examples of medical scams. In the 1900s Harry Hoxsey, a man with 
an eighth-grade education and no medical training, made a living by vast sales of 
tonics that reportedly cured cancer. As expected, these remedies have now been 
proven ineffective and he has been discredited [7]. In the 1920s and 1930s John 
Brinkley falsified his medical degree and touted a ‘miracle cure’ for male impotence 
by surgical xenotransplantation of goat testicles into humans; he too was ultimately 
discredited, but not before he had performed fraudulent surgeries on countless men 
and women and earned over $12 million [8]. Even as recently as 2019, Italian sur-
geon Paulo Macchiarini, who performed highly dangerous tracheal transplants, 
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falsified his data despite unfortunate results and deaths. He was ultimately sen-
tenced to 16 months in prison [9].

This is in contrast to physicians like Semelweiss and Snow who went against the 
teachings of the time to pioneer innovation for the betterment of society. Dr. Ernest 
Armory Codman was the first physician to keep his peers accountable and to estab-
lish the importance of long-term follow up of surgical outcomes. He spearheaded 
hospital reform at the turn of the twentieth century by developing his End Results 
System. He kept track of his patients after he operated on them and monitored them 
for at least one year, often longer, and identified adverse outcomes, which he pub-
lished in a book. He also attempted to audit other surgeons and monitored their 
patients, believing that all outcomes should be publicized to the community. Dr. 
Codman ruffled many feathers in his efforts and was often viewed as rude, over-
reaching, and misguided. He was reviled by the medical community for daring to 
question its “successes and practices” and was even fired from Massachusetts 
General Hospital. Although he died in relative anonymity, he forever changed 
accountability in modern healthcare by being a founder of what would become the 
American College of Surgeons and the Joint Commission on Accreditation of 
Healthcare Organizations. His End Results System ultimately paved the way for 
surveillance epidemiology and regulatory oversight [10].

As we learn and grow as a medical community, we continue to make incredible 
strides in surgical advancement by way of persistent innovation and the develop-
ment of new technologies. The coming of the digital age, minimally invasive sur-
gery, laser procedures, and implantable devices has made the field of surgery almost 
unrecognizable from what it was even 20 years ago.

49.3.2  Modern Medical Oversight

In order to explore the ethics of modern surgical advancements, it is important to 
understand how innovation is regulated. In the case of surgical technique, formal 
regulation does not currently exist. This is because surgery uses known anatomic 
landmarks to help guide the improvisation necessary to navigate a targeted pathol-
ogy. No two patients are alike, and different approaches are used based on intraop-
erative findings and decisions. There are also variations in region, practice 
environment, and physician preference. Historically, surgical innovation has 
resulted from the endeavors of a few well-respected individuals who have shared 
their knowledge with the medical community for critique and adaptation [11]. The 
mentorship model of medicine means that an accepted technique or practice is then 
shared with trainees and adapted for their own personal use.

The lack of regulatory oversight in surgery has been deemed an ethical ‘grey 
zone,’ as there are significant improvements in patient care that can be made with 
this ability to refine techniques, but they are not risk-free [12]. For example, enthu-
siastic acceptance of laparoscopic cholecystectomy in the 1990s, while overall 
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reducing morbidity and mortality, was associated with an increase in injury to the 
common bile duct [13]. There is no review board or advisory committee that vets 
every surgical method practiced and procedural variation. It is interesting to note 
that the distinction between a ‘new’ surgical technique and a ‘minor variation’ in an 
established procedure is not clearly defined, and so it is often unclear which new 
procedures necessitate human subject experimentation with oversight by an institu-
tional review board (IRB).

We have limited objective data on surgeries due to the narrative nature of opera-
tive reports; medications, on the other hand, are categorically logged by time, dos-
age, and administration method. Procedural ‘data’ as it exists is often a subjective 
account in the form of an operative report and is often lacking the detail necessary 
to catalogue the nuances of the intervention [14]. A surgeon’s outcomes can and 
should be monitored. Surgeons practicing risky maneuvers are, and should be, sub-
ject to institutional review and malpractice suits. Ultimately, however, it is up to 
surgeons to operate ethically, and to maintain honesty with patients and with them-
selves on their limitations of known and novel procedures.

49.3.3  The Role of the Food and Drug Administration 
in Regulating Medical Devices

The FDA was specifically designed for oversight of pharmaceuticals. Medications 
must undergo several stages of clinical trials both before and after they are approved 
for use in the general population (see Fig. 49.1). They are also classified based on 
their risks and benefits and labeled with any warnings deemed appropriate. This 
process takes several years, and only in rare instances is approval expedited [15].

While not as clearly delineated as the pharmaceutical regulation process, the 
FDA must also approve the sale of any new medical devices including diagnostic 
tests, implants, and instruments. This starts with classifying the risk of the device. 

Fig. 49.1 Clinical trial phases. (https://www.ildcollaborative.org/resources/phase- iii- ipf- clinical- 
trials (public domain))
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All devices are classified from Class I (least risk to patient) to Class III (most risk to 
patient) based on indications and intended use (see Fig. 49.2). The manufacturer 
may classify their device based on FDA data and classification of existing similar 
devices or may request a formal classification by the FDA for a fee. The FDA may 
re-classify the device upon review [16].

A device may not be marketed within the United States until it has been approved 
or cleared by the FDA. Class III devices, or class II devices for which no existing 
device similar in safety and efficacy exists, must be approved through a process 
known as pre-market approval, which typically requires clinical trial data. 
Interestingly, more than 90% of devices on the US market are only ‘cleared’ by the 
FDA through the 510(k) pathway, with the FDA merely agreeing with the manufac-
turer that the device is as safe and effective as at least one other marketed device, or 
so-called ‘predicate’ device [17, 18]. This pathway does not generally require 
human clinical trial data, and post-marketing surveillance, while recommended, is 
in practice rarely requested. Finally, there are regulatory exemptions that do not 
require a 510(k) submission. This includes almost all Class I and many Class II 
devices [19]. Importantly, there is the possibility for abuse of the system by 

Class I Devices

Class II Devices

Class III Devices

47%

43%

10%

% of
Medical
Devices

Examples Potential Risk
Level

Subject
to

Low to
none

Potentially
pose more

risk

Potential for
adverse
outcome

Toothbrushes,
oxygen masks,

elastic
bandages

Orthopedic and
spine implants,

IV pumps,
ultrasound
equipment

Cardiac
pacemakers,
implantable
defibrillators,

coronary stents

“General” controls to
ensure device safety

and effectiveness
once manufactured

“General” control + 
“Special” controls
(labeling, testing
and performance

standards)

Premarket approval
since they typically
support or sustain

life or are implanted
in the body

Examples: Manual toothbrushes and stethoscopes, mercury thermometers, bedpens 

Exempt – If a device falls into a generic category of an exempted Class I device, a
premarket notification application and FDA clearance is not required before marketing
the device in the U.S. However, the manufacturer is required to register its establishment
and generic product with the FDA.

Fig. 49.2 FDA medical device classification. (https://healthtrustpg.com/thesource/clinical- 
connection/checks- and- balances/ (public domain))

49 Introducing New Techniques, Technology, and Medical Devices

https://healthtrustpg.com/thesource/clinical-connection/checks-and-balances/
https://healthtrustpg.com/thesource/clinical-connection/checks-and-balances/


694

comparing a new medical device to an obsolete, or even dangerous, predicate with 
little or no clinical data. Introduction of these new devices instead relies upon the 
integrity of the device manufacturer, presuming that the company has done its due 
diligence.

Even in the case of new devices requiring pre-market approval, the level of clini-
cal evidence is limited compared to that required of pharmaceuticals [17]. One 
example of this is the Essure implantable coil, a permanent birth control device 
implanted in the fallopian tubes. Placement is minimally invasive and can be done in 
the office setting. This class III device underwent one clinical trial before it was 
given premarket approval in 2002. Only 25% of patients in the clinical trial were 
followed for 2 years, and none were followed beyond that timeframe; the device was 
also not directly compared to other permanent sterilization methods such as tubal 
ligation. Unfortunately, postmarket studies demonstrated high rates of complications 
including chronic pelvic pain, allergic reactions, autoimmune responses, and unin-
tended pregnancies. These complications often led to removal of the device, which 
sometimes resulted in the unique complication of retained metal fragments after 
attempted removal [20]. After public outcry, scrutiny, and lawsuits, the manufacturer 
did eventually remove the device from the market, but it was never formally recalled.

Furthermore, once a device is on the market, there is no required surveillance. 
The FDA monitors the ongoing safety and efficacy of medical devices via an online 
system for adverse event reporting called MedWatch. This system is also utilized to 
monitor pharmaceuticals, biologics, cosmetics, and food products after they are 
approved [21]. Both exempt and approved devices must be registered with the FDA 
for continued surveillance. Yet this system relies heavily on the voluntary participa-
tion of the manufacturer and the practitioners using these devices. Once again, 
appropriate oversight and the task of monitoring outcomes often falls to physicians.

How does the current process relate to the new medical device you are interested 
in implanting in your patient as presented in the case at the beginning of this chap-
ter? There was one study demonstrating the safety and efficacy of the implant, 
which was approved by an IRB and performed by the manufacturer. The device has 
been approved by the 510(k) pathway as submitted by the manufacturer, which 
demonstrated that the device was similar to existing hypoglossal nerve stimulators. 
The new device you intend to implant, however, works by a different mechanism 
and is implanted in a different location within the neck than the previously approved 
device—so are they truly correlated? Was the comparison of these two devices 
enough to prove that your new implant is safe and effective?

49.3.4  Transparency in Surgical Innovation

As history has shown, and modern oversight reminds us, surgical advancement must 
go hand in hand with communication and transparency. Uncharted territory must be 
navigated carefully, with diligence on the part of the surgeon to ensure that these 
advancements are as safe and effective as they can be in their early stage of 
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development and acceptance, that the patient is aware of the known and unknown 
risks, and that any conflicts of interest are acknowledged.

49.3.5  Research Vs Innovation

What is the difference between innovation and research? Surgical research is not 
clearly delineated from innovation, but research is typically regarded as generating 
generalizable knowledge by way of formal testing. For example, Dr. Semmelweiss 
was innovative in his identification of handwashing to reduce puerperal fever. When 
he practiced this intervention between his procedures and analyzed the results in his 
patients, he was performing research. He did not have the help of IRBs, as we do 
today, to help determine what is deemed human subjects research. A surgeon should 
always ask him- or herself if a given procedure should be performed on a patient 
without external oversight. If there is any question, it is reasonable to reach out to 
the IRB at that institution and get help in this determination. Yet IRBs are often 
composed largely of researchers, with few clinicians, so these committees may not 
be equipped to handle questions about the appropriateness of a novel surgical tech-
nique. Ideally, alternative avenues would be available, such as an innovation over-
sight committee, although these rarely exist and are not broadly institutionalized. In 
the absence of such resources, a good place to start would be to discuss a proposed 
innovation with colleagues who have expertise in your area and can provide a sec-
ond opinion on feasibility and appropriateness.

Knowing the difference between research and innovation is important, not only 
for appropriate regulation but also for discussions with patients. Think like a patient 
for a moment. Would you like to be treated with cutting edge surgical techniques 
and breakthrough therapies? The answer is probably yes. Would you like to be a 
research study participant for an experimental surgical technique that hasn’t been 
done before? Maybe not. Patients want cutting edge treatments, but they do not 
want to be the guinea pig. They want new, but not that new.

For this reason, transparency is always of the utmost importance when discuss-
ing a new procedure or device with a patient. Your sleep apnea device is new and 
innovative, but is it experimental? One study has shown it is safe and effective, but 
is that enough? It is up to you to be open with your patient about the limited data on 
this device, and to advise him that although this is not part of a clinical trial, it is still 
new. Now more than ever, patients want to be informed and to be a part of medical 
decision-making [22]. When it comes to new technologies, patients want to know—
does it work [23]? Do the benefits outweigh the risks? What are the risks?
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49.3.6  The Learning Curve and Surgical Training

Because patients want to be informed, communication is key. This requires an 
ongoing dialogue between a physician and a patient, which begins as early as the 
initial clinic evaluation.

The first important aspect of transparency comes from the surgeon’s ability to 
discuss his or her own inexperience with the patient. Every new skill or technique is 
associated with a learning curve. Surgeons go through many years of residency 
training in existing procedures. Yet the training continues after residency, and even 
a skilled surgeon who has been practicing for years may inevitably struggle with 
adaptation of a new technique. This does not necessarily mean it is unsafe for a 
surgeon to attempt a new procedure, but it is not without risks. One cohort study in 
endonasal craniopharyngioma resection identified a distinct learning curve; after 
performing 20 cases there was a significant reduction in major neurological compli-
cations and overall better outcomes [24]. Yet for a physician to reach that point 
where outcomes improve, the procedure must be performed on those first few 
patients. The most important thing a surgeon can do is be up front about lack of 
experience and share with the patient that it is a procedure he or she is still learning.

This can be a tough discussion to have with a patient; while it is important to be 
truthful, it is also important to not cause undue alarm. The ethical thing may in fact 
be to provide reassurance on experiences that the surgeon does have and compare 
that to the new procedure while still being transparent about the lack of procedure- 
specific experiences.

When discussing with your patient, you can reference the countless surgeries 
you have already performed in the head and neck and the years of training you have 
undergone. It may be worthwhile to discuss other sleep apnea implants you have 
used, such as the hypoglossal nerve stimulators to which this new device was com-
pared in order to seek FDA approval. You may tell the patient [1] yes, it is different, 
and you are still learning, [2] there will be a learning curve, and you will have to 
adapt what you already know to this new scenario, but [3] you are confident in your 
existing abilities, your knowledge of this anatomy, and your adaptability. It is pos-
sible to be transparent without sowing fear in your patient.

An attending surgeon may not be the only one learning in the operating room. 
Another important disclosure is whether any trainees will be present. Education for 
residents on new surgical techniques may be just as important as that of the attend-
ing; it shifts their learning curve earlier, to a time when they have oversight and can 
seek help from an attending if needed. One study showed that transitioning to endo-
scopic tympanoplasty, while simultaneously educating residents on the procedure, 
maintained good surgical outcomes with similar results to the conventional micro-
scopic method [25]. Trainees are important for the structure of academic medicine 
and for our healthcare system in general, but their involvement should not be hidden 
from the patient. Always disclose whether fellows, residents, or medical students 
will be involved in patient care. The topic of surgical education is lengthy and com-
plex; it is covered in more detail in Chaps. 11, 12, 13, 14, and 15.
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49.3.7  Disclosing Potential Conflicts of Interest

Patient care comes first and should be the primary concern of any procedure. 
Disclosure to the patient must also incorporate any conflicts of interest the surgeon 
has, whether they be financial, personal, or professional. For example, if a surgeon 
developed a device and gets a fee for every time it is used, that is a financial conflict 
of interest that should be disclosed. If the surgeon’s spouse is a sales representative 
for the device, that should be disclosed. Academic conflicts of interest without 
direct financial gain may be present as well. The surgeon could be under pressure 
from his or her department to perform the new procedure. Performing this surgery 
could be the tipping point toward a promotion in academic rank. Successful new 
procedures could lead to more acceptance of research grants and further surgical 
innovation.

Some bias may be present in the data a surgeon relies on due to conflicts of inter-
est that occurred before the surgeon was even involved. For example, the main clini-
cal trial that established safety and efficacy of the first hypoglossal nerve stimulator 
that was released to the market in 2016 was funded entirely by the device manufac-
turer [26]. It is unlikely that every surgeon now performing implantation of these 
devices discloses, or is even aware of, this historical financial conflict of interest that 
brought the device to market.

Other conflicts of interest extend to the relationship between the institution and 
industry. For example, the device company could provide payments or non- monetary 
gifts to the institution for performing the procedure. Institutions can also negotiate 
contracts with companies in which they sell certain patient data or demographics to 
device companies, which can help in advertising their products. Academic institu-
tions also often enjoy broadcasting these new surgical techniques, which improves 
their reputation and attracts new patients to their healthcare network. This is termed 
the “halo effect,” in which excellence in one aspect of healthcare leads to a percep-
tion that the same institution delivers high quality care across the board, although 
this is not always the case [27]. Regardless of the type of disclosure, the important 
takeaway is that transparency is key in all physician-patient communication. For 
more information on surgical communication and transparency, see Chap. 5.

Now consider if there is anything you should disclose to your patient about the 
new device you are considering. You were not directly involved in the development 
or sale of the device, but your boss’ spouse is one of the creators. You feel like your 
chairman will respect you more if you participate in groundbreaking surgeries. You 
may get more research funds or even a promotion. You are eager to build an exciting 
practice, and this surgery could help you forge ahead in your academic career. If 
your patient were to have a negative outcome and then find out that you were pres-
sured into it, his trust in you would be devastatingly broken.

As such, it is worthwhile to disclose your close relationship to the device cre-
ators; note that this may be a conflict of interest, but it may also be an asset. You 
can disclose your conflicts to the patient while also providing reassurance of your 
confidence in the device and your advantageous connections to the manufacturers, 
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if those relationships do exist. If something were to go wrong, your patient is 
aware that you, and he, can potentially help to problem solve with the manufactur-
ers and improve the device. This helps to create buy in from the patient and dem-
onstrate that you are in this together. Again, honesty is the answer here. Be 
transparent and know that up-front communication is easier and can be a major 
asset, whereas trying to rehabilitate a broken patient-doctor relationship is often 
too little, too late.

49.3.8  Informed Consent

At this point you have already begun an open, honest discussion with the patient 
about the intended procedure. The next step is to discuss the risks and benefits of the 
procedure and to obtain written, informed consent from the patient.

The best way to discuss the risks and benefits of a new procedure is typically to 
discuss the alternatives. How does the new procedure compare to the gold standard? 
When discussing with your patient, you can compare this treatment to existing sur-
geries for OSA, to the implantable hypoglossal nerve stimulator, and to non- surgical 
treatments such as CPAP.

Many new techniques in surgery are meant to improve cosmesis rather than mor-
bidity and mortality, so in these instances it is particularly important to highlight the 
differences between procedures and why they are performed. For example, a mini-
mally invasive technique may reduce the appearance of a surgical scar, but if used 
in a cancer case it may not provide the best visualization and there is a risk of 
incomplete resection and persistent cancer.

Keep in mind that this patient’s informed consent may not truly be as “informed” 
as it would be for a more established procedure. This is because at the early stages 
of development of new procedures and devices, we have very little information on 
the efficacy and long-term outcomes. Surgeons must explain what they know, but 
they must also explain the limits of their knowledge. If only a handful of patients 
have undergone the procedure, there may be unforeseen consequences that have not 
yet been encountered.

For this reason, the post-surgical care and monitoring of patients is of the utmost 
importance. This responsibility often falls to surgeons, as Dr. Codman told us over 
100 years ago. We cannot simply perform a new surgery, or any surgery for that 
matter, and hope things go well; it is our duty to ensure close clinical follow up that 
is appropriate for each patient and procedure performed. Keeping tabs on your 
patients by way of close clinical follow up is the surgeon’s version of stage IV clini-
cal trials, or postmarket surveillance, that is performed for pharmaceuticals.

The ability to safeguard the health of patients is why physicians are often held to 
a higher standard. The ethics of when, why, how, and on whom to operate ultimately 
fall to the surgeon. The patient’s care is entrusted to the practitioner, not just for the 
few hours they are in the operating room, but for weeks, months, and even years 
after the surgery is performed. This is why the American College of Surgeons’ 
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pledge is to “pursue the practice of surgery with honesty and to place the welfare 
and the rights of my patient above all else.” [28].

49.3.9  The Principles of Bioethics: A Case Review

Let’s return to our new hypothetical sleep apnea device. When we started, your 
patient was asking you about your outcomes in the procedure, and how other 
patients you’ve implanted have fared. But of course, you’ve never done this proce-
dure before. Taking into account our detailed analysis within this chapter, what ethi-
cal considerations are there in this patient discussion?

This new device demonstrates beneficence by its ability to improve quality of 
life in people who have failed CPAP trial. Your patient may have an improvement in 
his hypertension and quality of life, which are very important to him. The procedure 
can also be an alternative to more painful procedures and does not require daily use 
like CPAP, which your patient failed. However, most surgeries do not work for 
everybody, and since it is a new device, it is difficult to prove the long-term efficacy 
of the device, and its overall benefit is not certain. There is no way to know the long- 
term effects of the device, because it simply has not been studied yet. The benefits 
may outweigh the risks for now, but we cannot know if the scales will tip unfavor-
ably toward risk as time goes on.

Speaking of risks, this device requires a surgical implantation. An implanted 
foreign body carries inherent risk of infection, biofilm formation, and rejection. 
Avoiding these risks as much as possible is the important consideration of nonma-
leficence. Since it is being implanted into the pharynx, there is also a risk of damage 
to important neurovascular structures, changes in swallowing, globus sensation, and 
difficulty breathing. You must disclose all of this to the patient. Again, since this is 
a new device, the risks we do not know are just as important to discuss. There are 
devices that were once thought perfectly safe that became problematic years later, 
and as such we cannot know exactly what long-term risks exist. We must first do no 
harm, and in this case, you must acknowledge that harm may exist without our 
knowledge or may arise in the future.

You also have not done this procedure before, and any surgery being performed 
without experience carries the possibility of complications. It is important to share 
with the patient that you are still learning. You can highlight the many surgeries you 
have performed in this anatomical location, citing completion of your training and 
several years of practice. Your knowledge of anatomy is adaptable to the new proce-
dure and will help guide your decision-making in the operating room. Yet ultimately, 
this is something you have not done. Furthermore, you will have a resident with you 
helping you through the case. Residents are vital to our healthcare system, and shar-
ing with your patient how and why your resident will be assisting is important for 
him to understand your judgment and to build trust.

The patient must know all of this in order to make an informed decision and 
exercise his or her autonomy as outlined in the declaration of Helsinki [29]. You 
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should outline the known and unknown risks so that the patient can be as informed 
as possible. You also must keep any preconceived notions, bias, or influence out of 
the discussion, and disclose any conflicts you have. Your department chair is eager 
for you to begin these implantations, and his wife’s role as device creator may have 
an influence on that. Disclosing this relationship to the patient is important. 
Fortunately, it also demonstrates your close working relationship with the device 
manufacturers and may be helpful in the future if the patient has questions for them. 
Additionally, having an implanted device requires quite a bit of motivation from the 
patient, who may need to return for frequent postoperative visits and long-term 
monitoring. You must make sure your patient is willing to put in this work to ensure 
safety and appropriate monitoring.

Unfortunately, this device is not available for everyone. The principle of justice 
ensures that the new device is distributed in as fair a way as possible. There are 
already limitations on who can be implanted, as patients must have first failed CPAP 
trial and must have a BMI <40. This patient has great health insurance that will 
cover the cost of the procedure, device, and postoperative follow up appointments. 
Could this make you see the patient as a more favorable candidate? It is important 
to be self-aware and to ensure that your medical decision-making is not swayed by 
reimbursement practices. On the other hand, this patient is very motivated. The 
responsible thing is to implant this device in motivated patients who can reliably 
make it to appointments and be monitored appropriately. Yet despite an equal distri-
bution of the device, there will inevitably be unforeseen disparities and adverse 
outcomes.

Ultimately, the conversation with this patient needs to be factual, and it needs to 
be honest. The details of these discussions, the importance of transparency when 
considering new medical devices, and the four tenets of bioethics can all be drawn 
back to those simple, yet vital, characteristics of the discussion.

In this hypothetical scenario, your honesty with the patient about the device and 
your own inexperience, combined with your confidence in your abilities as a sur-
geon, engendered trust and created an open patient-physician relationship in which 
he could share his concerns and you could address them together. The patient under-
went implantation of this new device without any major complications; at his post-
operative visit he felt significant improvement in his sleep quality, while data from 
a repeat sleep study confirmed improvement in his sleep apnea.

49.4  Conclusion

Surgical innovation is a necessity, but history has shown us that it can be met with 
resistance that can either hinder necessary progress or keep important safety mea-
sures in check. New procedures always carry inherent risks. The development of 
new technologies and devices is regulated by the FDA, but ultimately much of the 
decision-making, patient safety, and ethical decisions come down to the surgeon. 
There is minimal oversight of the development of new surgical techniques, and so 
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surgeons must keep themselves and their colleagues accountable. Our own field 
must self-regulate, and we must be able to classify what is novel enough to neces-
sitate the appropriate clinical research prior to attempting a procedure on unsuspect-
ing patients.

Throughout all stages of innovation, the surgeon must be transparent. This 
includes selecting the appropriate patients for new procedures and devices, disclos-
ing the surgeon’s own lack of experience and personal conflicts of interest, obtain-
ing consent that is as informed as possible, and keeping up with postsurgical 
outcomes to monitor for unanticipated complications.

A concept that pervades new medical technologies is the unknown—the risks we 
cannot foresee, the learning curve associated with new procedures, and the lack of 
data available. As such, the unknowns must be discussed at length with the patient; 
they are arguably just as important as the knowns. Yet the field of surgery is continu-
ally changing, and a surgeon should not be afraid to embrace the unknown. We can 
continue to innovate as long as we do so with integrity and accept the ethical respon-
sibility that befalls us to maintain the beneficence, nonmaleficence, autonomy, and 
justice of our patients.
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Chapter 50
Uterus Transplantation

Anji Wall  and Giuliano Testa 

Abstract As a non-life-saving, temporary transplant intended for the specific pur-
pose of enabling women with absolute uterine factor infertility to carry and deliver 
their own pregnancy, uterus transplantation (UTx) has engendered substantial ethi-
cal debate from its earliest stages of pre-clinical research. Currently in the phase of 
clinical trials, research protocols require graft hysterectomy (in the absence of com-
plications necessitating earlier removal) at the earlier of five years or delivery of a 
second pregnancy, to minimize the risks of long-term immunosuppressive therapy, 
given that there is no off-setting medical benefit to retaining the uterus after achiev-
ing the goal of delivering a healthy baby. A novel dilemma has arisen in the context 
of UTx recipients who do not wish to undergo graft hysterectomy as required under 
these protocols. This dilemma pits respect for the recipient’s autonomy against the 
transplant team’s obligations to avoid unnecessary harm and to maximize the ben-
efit of medical interventions. This chapter addresses the unique ethical challenge 
presented—how should the transplant team navigate patient preferences to defer or 
not undergo graft hysterectomy?
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50.1  Introduction

Uterus transplantation (UTx) is a surgical procedure that combines the fields of 
solid organ transplantation and assisted reproductive technology (ART). Currently, 
UTx is only performed under research protocols in the United States. UTx is truly a 
process rather than a procedure, with success defined as a healthy live birth. To 
achieve success, UTx recipients undergo transplantation, induction of immunosup-
pression, embryo transfer, pregnancy, and cesarean section. As an experimental sur-
gical procedure that is both an organ transplant and an assistive reproductive 
technology, the ethical questions surrounding uterus transplantation are numerous 
and the frameworks used for addressing ethical issues are drawn from each of these 
fields [1]. From the organ transplant standpoint, ethical questions include how to 
elicit appropriate informed consent for deceased and living uterus donation, if living 
donation meets the requirement of nonmaleficence and beneficence and how to 
justly allocate the limited supply of donor organs [2, 3]. From an assisted reproduc-
tive technology perspective, questions have arisen about if the risks and benefits of 
the procedure are appropriately balanced, if the alternative options of surrogacy or 
adoption should be preferred from both a risk/benefit perspective and from a justice 
perspective, and the extent to which we should respect reproductive autonomy in the 
setting of UTx [4–7]. Finally, from the perspective of an experimental surgical pro-
cedure, ethical concerns include determining the best approach for informed con-
sent given the multitude of unknowns about the procedure, deciding how to balance 
the individualized UTx recipient care with research protocols, and determining how 
to maintain transparency of clinical trial results [8, 9]. While all of these ethical 
questions are important in uterus transplantation, this case specifically deals with 
the question of how to address the conflicting recommendation of the UTx team for 
the Utx recipient to undergo a graft hysterectomy versus the UTx recipient’s desire 
to keep the graft. Analysis of this specific ethical question requires utilization of 
research and clinical ethics frameworks. Using the seven requirements of ethical 

Case
A 34-year-old female is three years status post uterus transplantation from a 
living unrelated donor. She had no complications from the operation and has 
had one successful live birth. She is currently in the second trimester of preg-
nancy with a second child. The fetus is developing appropriately, and the 
uterus transplant recipient has not had any pregnancy related complications. 
In her prenatal visits, the UTx team has discussed the need to remove the graft 
after this pregnancy because they limit the number of pregnancies for recipi-
ents to two and have a graft recipient time limit of five years so as to avoid the 
risks associated with long term immunosuppressive medications. The recipi-
ent has stated numerous times that she is not yet ready for a graft hysterec-
tomy. The medical team is struggling to navigate this disagreement.
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research developed by Emanual and colleagues, the two that are most pertinent to 
this care are ensuring a favorable risk benefit ratio and respect for enrolled subjects 
with a specific focus on the right of the participant to withdraw from the research 
trial [10]. The underlying clinical ethical principles most relevant to this case are 
respect for autonomy, nonmaleficence and beneficence [10]. In this chapter, we use 
the research and clinical ethics principles described here to analyze and resolve the 
case of disagreement about the graft hysterectomy procedure (see Table 50.1).

50.2  Search Strategy

A search was conducted in PubMed using the search terms: Uterus transplantation 
and ethics; Uterus transplantation and informed consent; Uterus transplantation and 
reproductive autonomy; Vascular Composite Allotransplantation and ethics; 
Research ethics; Ethics and assisted reproductive technology; Surgical ethics. Years 
searched were 2000–2021.

50.3  Historical Perspectives on Uterus Transplantation

Uterus transplantation is the only medical option for women with absolute uterine 
factor infertility (AUFI) who desire to experience pregnancy and child birth. Proof 
of the concept of UTx as a procedure to restore fertility began in small animal stud-
ies. The first successful live birth after UTx in an animal model was in a mouse in 
2003 [11]. The first large animal study to achieve successful UTx was a sheep model 
in Columbia which resulted in 3 of 12 sheep achieving pregnancy and subsequent 

Table 50.1 Ethical principles and application to the case

Ethical principle Example of application to the case

Respect for 
autonomy

The UTx recipient did not want to undergo graft hysterectomy and had 
decision-making capacity so if she maintains this position, the principle 
has priority over other considerations.

Respect for enrolled 
research subjects

Because this is a research trial, the UTx recipient is also protected by 
human subjects’ research regulations which require that human subjects 
have the authority to withdraw from studies if they chose to do so. The 
UTx recipient could elect to keep the uterus and withdraw from the 
research trial.

Nonmaleficience Both the proposed procedure, graft hysterectomy, and the alternative of 
keeping the graft and staying on immunosuppression have risks of harm.

Beneficence Since both options have the risk of harm to the UTx recipient, this must 
be balanced with the potential benefits. The benefit of graft hysterectomy 
is the withdrawal of immunosuppression and the mitigation of long-term 
risks. There is no medical benefit to keeping the graft in place but there 
might be a perceived psychological benefit.

50 Uterus Transplantation
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successful live births [12]. Non-human primates were the next step in animal 
research on UTx. The first non-human primate study of UTx was in baboons, in 
which 20% of the subjects reestablished menstruation [13]. An allogenic UTx per-
formed on a baboon from a living donor achieved greater than 12-month graft sur-
vival but did not result in a live birth [14]. The first non-human primate UTx to 
result in a live birth was in a macaque monkey in Japan [15]. This team performed 
a study of allogenic UTx in macaques and were able to achieve resumption of men-
struation but no pregnancies in a subsequent cohort [16].

The first successful human uterus transplant was reported in 2014 in Sweden, 
with a baby born from a UTx recipient who had received a uterus graft from a living 
donor [17]. In 2016, the first successful live birth after a deceased donor UTx 
occurred in Brazil [18]. The first live birth after living donor UTx in the United 
States was reported in Dallas [19]. To date, more than 60 UTx have been done 
worldwide and more than 20 live births have been delivered [20, 21].

50.4  Technical Aspects of Uterus Transplantation

Uterus transplantation begins with the donation of a uterus graft. The uterus graft is 
procured either from a deceased or living donor. The deceased donor procurement 
can either be done in a similar fashion to other abdominal organs, where warm dis-
section is followed by flush and then extraction, or through a workflow similar to 
living donor procurement, where the uterus is removed prior to cold flush of the 
other organs [18, 22]. The living donor operation is done either through a lower 
midline laparotomy or with a minimally invasive approach [23, 24]. The most tech-
nically challenging aspect of the living donor uterus procurement is dissection of 
the uterine vessels as they run deep into the pelvis very close to the ureters. The 
robotic donor hysterectomy technique allows for excellent visualization of the ves-
sels and the ureters, and uterus can be extracted through the vagina, so the donor has 
only a few small incisions for the robotic ports [23]. The UTx recipient procedure is 
done through a lower midline incision with exposure of the external iliac arteries 
and veins bilaterally and the vaginal cuff. The donor uterine arteries and veins are 
anastomosed to the recipient external iliac arteries and veins, respectively in an end 
to side fashion, bilaterally. The donor vagina is anastomosed to the recipient vagina 
in an end to end fashion.

50.5  The Process of Uterus Transplantation

Uterus transplantation is a process rather than a single procedure. First, potential 
recipients are screened for medical and psychological suitability [24]. Following 
evaluation, potential recipients must go through in vitro fertilization (IVF) and have 
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a minimum number of high-quality embryos, as determined by the transplant pro-
gram prior to listing for UTx. After listing, the recipient either schedules and under-
goes UTx from a living donor or is placed on the waiting list for deceased donor 
UTx. Following the transplant, uterus function is first demonstrated by return of 
menstruation, which should occur by 90 days post transplantation [25]. The next 
step for recipients is to undergo embryo transfer (ET), which can be done as early 
as thre months post UTx. The timing of ET depends on immunosuppression regi-
men, infection risk and graft stability [26]. If embryo transfer is successful, recipi-
ents carry the pregnancy to viability and deliver via cesarean section. If there are 
medical contraindications to a subsequent pregnancy or the recipient does not desire 
a subsequent pregnancy, a graft hysterectomy can be done at the time of delivery or 
in the post-partum period. If the recipient desires a second pregnancy, the uterus 
remains in place and the process of embryo transfer proceeds again when she is 
medically and psychologically ready, within the confines of the center-specific pol-
icy on maximum graft-recipient time [26].

50.6  The Unique Characteristics of Uterus Transplantation

The aim of UTx is to restore normalcy by transplanting a uterus from a deceased or 
a living donor to a woman with congenital or acquired absence of the uterus. The 
uniqueness of UTx is evident even in comparison to transplants like hand and face. 
The latter aim at restoring normalcy in everyday functions. They make the recipi-
ents closer to “normal” by been able to use their hand instead of a prosthesis and 
going out in public without psychological trauma. Uterus transplant restores nor-
malcy for one unique function: reproduction; its aim is the birth of the child. It is a 
transplant that is not intended to replace function indefinitely, since the lack of the 
uterus does not cause any physical functional deficits. It is, therefore, a temporary 
transplant that will be removed once one or two babies have been delivered. The 
alternative pathways to parenthood, adoption and surrogacy, do provide the couple 
with a family but do not offer the “normal” experience of pregnancy and delivery.

50.7  An Overview of Ethical Issues Raised 
in Uterus Transplantation

Even during the human pre-clinical phase, the ethical debate about UTx was intense. 
Questions were raised regarding its necessity since valid alternatives for parenthood 
already existed. Specifically, the ethical analysis of the necessity of uterus trans-
plantation focused on the ethical principles of nonmaleficence, doing no harm, and 
beneficence, or ensuring an appropriate balance of risks and benefits. Is uterus 
transplantation harmful to women both psychologically and physically? Are the 
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myriad potential and unknown risks of uterus transplantation outweighed by the 
potential benefit of gestational motherhood? [3, 27] Specific beneficence related 
questions were also raised regarding performing a procedure to allow a woman to 
carry her own pregnancy when the transplanted uterus could not transmit the same 
sensation of a “normal” uterus, making the experience of pregnancy absent [4]. In 
the context of non-maleficence and risk-benefit ratio for the living uterus donor, 
many questioned if the risks are justified since UTx is not a life-saving procedure. 
In addition, when family members are potential donors, there were concerns 
expressed about the potential for coercion to donate [28, 29].

The role of reproductive autonomy in uterus transplantation has also been 
addressed in ethical discourse. For example, the alternative option of adoption is 
often characterized as superior: why would a woman undergo UTx with all of the 
associated risks when so many children are awaiting adoption? [30] In addition, 
some question if uterus transplantation can be conceptualized in a similar way to 
other ART because it is so much more complex than other ART procedures like IVF 
[4, 31]. Additional concerns include the fear that the option of uterus transplantation 
will perpetuate the notion of a woman’s worth being linked to child-bearing [29, 32].

Distributive justice concerns about access to uterus transplantation have been 
discussed as well. From a financial standpoint, why would society invest limited 
financial resources, especially when provided by a government, for a non-life sav-
ing transplant when many life-saving procedures are underfunded and need finan-
cial support? [28, 33]

Research ethics concerns, especially vulnerability to the therapeutic misconcep-
tion being a primary example have also been described in ethical discourse about 
UTx. Would women with AUFI overestimate the benefits and underestimate the 
harms of UTx, thereby undermining their ability to make an autonomous decision 
or truly participate in informed consent? Even more fundamentally, with uterus 
transplant being a novel procedure with unknown risks and potential complications 
for all parties involved, recipient, child and donor, there were concerns about how 
to design a proper informed consent process for UTx clinical trial participation.

Some of these questions have been fully or partially answered with data from 
clinical trials. For example, there is greater certainty regarding the potential benefit 
of UTx with the successful births of many children following UTx in different parts 
of the world [20, 21]. Much more information is now available regarding the type 
and incidence of complications for all parties involved, allowing for a more appro-
priate informed consent[23, 34, 35]. Case reports of pregnancy during UTx also 
reveal that recipients have the same sensations as described in “normal” pregnancies 
and gain significant value from the gestational experience [36].

While all of the ethical challenges with UTx warrant significant attention, the 
purpose of this chapter is to address the unique ethical challenge presented in the 
case—how should the transplant team navigate patient preferences to defer or not 
undergo graft hysterectomy?
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50.8  Case Discussion: Addressing Conflicts Over 
Graft Hysterectomy

In the Dallas UtErus Transplant Study (DUETS), the UTx team at Baylor University 
Medical Center in Dallas performed 20 uterus transplants, 18 from living donors 
and two from deceased donors. This study resulted in the first live birth after UTx in 
the US and has now reported 12 live births following UTx [19, 37]. The DUETS 
team has anecdotally found that UTx recipients often feel reluctant to part with the 
uterus after the delivery of a child or children, when the transplanted uterus has 
exhausted its intended function.

As mentioned above, uterus transplant is designed to be a temporary transplant. 
Most of the existing UTx protocols have a time limit, after which a graft hysterec-
tomy is performed because of the known side effect of the immunosuppressive 
medications and the need to limit the uterus transplant recipient’s exposure. Most of 
the UTx research protocols have a graft-recipient time limit of five years [26]. And, 
it is possible that despite a technically successful uterus transplant, the subsequent 
embryo transfers will not materialize into a pregnancy within that timeframe, result-
ing in an unsuccessful transplant. Importantly, although a second pregnancy is dis-
cussed as an option with potential UTx recipients, this possibility is incumbent upon 
the absence of complications suffered during the first pregnancy or complications 
suffered because of the immunosuppression. No matter the reason—because of 
reached time limit, complicated pregnancy or immunosuppressive complications—
a conflict arises when the wish of the uterus transplant recipient to retain the uterus 
collides with the medical opinion or time limitation of the transplant team recom-
mending removal.

This is a new, interesting scenario previously unknown to the field of transplanta-
tion. If anything, the opposite has happened in hand transplantation where some 
patients have asked to have their newly transplanted limb removed because they are 
not achieving their desired quality of life with the transplanted hand. There are dif-
ferent reasons why the recipient of a uterus transplant would want to retain the 
uterus: the wish to have a pregnancy in a case in which the five years have gone by 
without success; the wish to have a second pregnancy; the wish not to depart from 
the new feeling of wholeness that the presence of the uterus has given. The latter is 
peculiarly important because restoring “anatomical normalcy” per se is not the pur-
pose of uterus transplant; UTx is a means to achieve pregnancy and delivery of a 
healthy child or children.

Nonetheless it is understandable how a woman born without an essential organ 
would feel “whole” after its transplant. There is plenty of evidence that the congeni-
tal lack of the uterus and consequent lack of menstrual periods is a reason for ado-
lescent trauma [38]. This trauma is intensified when women with AUFI try to 
navigate relationships and plan their families. The wish to retain the transplanted 
uterus, whether for psychological or purely functional reasons can be very strong in 
UTx patients. On the other hand, the desire to remove the transplanted uterus so as 
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to protect the long-term well-being of the recipient is also a defensible and reason-
able position for the transplant team.

The ethical challenge that the transplant team is facing is that the recipient is opt-
ing for a choice that will cause harm and has no medical or reproductive benefit. 
Respecting her autonomous choice conflicts with their obligation to avoid unneces-
sary harm as well as their obligation to maximize the benefit of medical interven-
tions and minimize the risks. This ethical dilemma is made more challenging 
because this patient underwent UTx in the context of a research trial, so the results 
are even more intensely scrutinized by regulatory bodies and by peer review of 
research publications. From a research ethics perspective, the two underlying 
benchmarks most applicable to this care are ensuring a favorable risk benefit ratio 
and respect for enrolled subjects with a specific focus on the right of the participant 
to withdraw from the research trial [10].

Starting from the principle of respect for autonomy for surgical patients and 
respect for the enrolled subjects from a research ethics framework, in UTx research 
trials, each potential recipient is informed of the risks and benefits as well as the 
process of UTx and gives her informed consent for the procedure at the beginning 
of the process but also provides informed consent for each independent procedure 
that is subsequently performed (e.g., cervical biopsies, stricture revision, cesarean 
section). So, while the recipient consented to the whole process up front, she is 
given the opportunity to refuse interventions throughout the process. In addition, 
beyond the right to refuse any given intervention, research participants also have the 
right to withdraw from research trials altogether which could be an option for this 
research participant.

If the UTx recipient refuses to consent to the graft hysterectomy, as is a real pos-
sibility in the case presented at the start of this chapter, how should the transplant 
team respond? There are a variety of options for the team when faced with this situ-
ation. At the one extreme, the transplant team can agree with the recipient’s new 
autonomous decision and leave the uterus in place. By putting respect for autonomy 
and respect for enrolled subjects first, the research team will be infringing on the 
competing ethical principles of non-maleficence, beneficence and ensuring a favor-
able risk-benefit ratio in research studies. The risk of not performing graft hysterec-
tomy is related to the long-term risks of immunosuppression treatment (e.g., cancer 
and infectious complications), which will be necessary to maintain graft viability. 
The team could allow the patient to keep the graft but recommend withdrawal of 
immunosuppression which will almost certainly result in graft rejection and ulti-
mately result in the need for graft hysterectomy. Therefore, to maintain the viability 
of the uterus, the team must continue prescribing the immunosuppressive medica-
tions needed to avoid rejection. One option in this case is to remove the patient from 
the research protocol to respect her decision to not undergo graft hysterectomy and 
transfer her clinical care to another physician. While UTx is novel procedure there 
is precedent for the transfer of post-transplant immunosuppression from the trans-
plant surgical team to a medical team in other solid organ transplants. Despite this 
precedent, it would be very unlikely for another physician to be comfortable taking 
over the care of a UTx recipient who underwent a procedure in the research trial and 
still has the graft in place. Realistically, the care of the UTx recipient would 
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certainly remain with the research team as finding a physician willing to take over 
management would be almost impossible.

At the other extreme, the transplant team could utilize the initial consent of the 
recipient, refuse to accept her new decision and proceed with graft hysterectomy, 
acting in a way that minimizes the harm of ongoing immunosuppression. While this 
option is in line with minimizing long term harms, it risks the physical and psycho-
logical harms associated with graft hysterectomy and it infringes on respect for 
autonomy and respect for enrolled subjects. Moreover, practically speaking, the 
team cannot force the UTx recipient to have a surgery she refuses to undergo. Given 
that the uterus is within the recipient and removal requires a surgical procedure, the 
recipient has a stronger claim to the uterus then the medical team and it is far- 
fetched to propose that the team would ever be empowered to remove the uterus, 
even if leaving it may mean causing harm to the mother.

While the theoretical option of keeping the uterus in place and transferring the 
care of a UTx patient to another physician would practically solve the dilemma of 
non-abandonment, it does not solve the dilemma of resolving the conflicting views 
of the parties involved. As we will discuss below, neither extreme option is desir-
able, and the ideal situation is to develop a conflict resolution process with a third-
party involved to bring the transplant team and the UTx recipient to a consensus.

Before getting to the point of total disagreement and having to decide on who has 
the ultimate claim on what happens to the transplant uterus, the transplant team and 
recipient have an opportunity to come to an agreement about the graft hysterectomy 
through conflict resolution. The DUETS protocol addresses the need for graft hys-
terectomy at the conclusion of childbearing or at 5 years post-transplant as part of 
the initial informed consent process. In addition, the discussion of timing of graft 
hysterectomy or desire for a second pregnancy is revisited in the first trimester of 
the first pregnancy. In our updated protocol, we include our clinical psychologist in 
the discussions about the timing of graft hysterectomy and the potential for a second 
pregnancy so she can help the recipients navigate these decisions. From our experi-
ences, we believe that the discussions about graft hysterectomy must happen at 
multiple time points and should include a third party, ideally the transplant team 
psychologist or psychiatrist who understands the patient’s emotional attachment to 
the uterus and underlying motivations for her decisions. It is essential that the team 
explores the recipient’s reasons for not wanting to proceed with the graft hysterec-
tomy. We have found that recipients not only have an emotional attachment to the 
graft and feel a sense of loss when it is removed, but that they also have strong 
personal preferences about the timing of graft hysterectomy. For example, some do 
not want their graft removed at the time of delivery because they will always associ-
ate that loss with the birth of their child. By having multiple conversations about 
graft hysterectomy with recipients, involving the team psychologist or psychiatrist, 
and giving recipients decisional authority over the timing of the graft hysterectomy, 
the possibility of an agreement to proceed with graft hysterectomy is more likely 
than not. If the recipient continues to refuse the graft hysterectomy, the conflict 
resolution process can help the team and UTx recipient navigate the best resolution 
when it comes to management of immunosuppression and graft surveillance going 
forward.
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50.9  Case Conclusion

In this case, with the involvement of the team psychologist, the UTx recipient 
agreed to undergo graft hysterectomy as was recommended by the team. She elected 
to have the procedure done post-partum so that it was not associated with the timing 
of the birth of her second child.

50.10  Concluding Remarks

Uterus transplantation is a novel surgical procedure that allows women with AUFI 
to have the opportunity to carry and deliver their own child. The alternatives to UTx, 
adoption and surrogacy, result in parenthood but do not offer the experience of ges-
tation. The unique features of UTx—quality of life transplant, temporary nature, 
and goal of childbirth—all contribute to the myriad of ethical issues associated with 
this procedure. In this chapter, we address one specific ethical issue that we have 
identified in the DUETS UTx clinical trial, the disagreement between a UTx recipi-
ent and the transplantation team about graft hysterectomy. While UTx recipients 
provide consent for “all” elements of UTx prior to their inclusion in the clinical 
trial, they also provide individual consent for each procedure that happens. They 
may agree to graft hysterectomy at the outset and change their minds later in the 
clinical course. Ultimately, the recipient has the final say and must consent to a graft 
hysterectomy. However, it is the role of the transplant team to navigate this difficult 
decision and encourage the patient to undergo graft hysterectomy.
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transplantation during the largest clinical trial of uterus trnaslant in the world. 
It specifcally details how failures were addressed and how each case was a 
learing experience for the next.

• Wall A, Johannesson L, Testa G, Warren AM. Two cases of pregnancy following 
uterine transplant: an ethical analysis. Narrative Inq Bioeth. 2020;10:263–8. 
https://doi.org/10.1353/nib.2020.0074.

 – This manuscript is the first case series that describes how uterus transplant 
recipients actually experience pregnancy and childbirth. In these two cases, 
the UTx recipients felt that they had ‘normal’ pregnancy experience and that 
they gained significant personal value from their pregnancies.
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Cancer Patients Paying Hefty Prices 
for Newest Treatments: Case of High 
Intensity Focused Ultrasound (HIFU) 
Ablation of Prostate Cancer
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Abstract High-Intensity Focused Ultrasound (HIFU) has recently emerged as an 
alternative therapeutic option in patients with clinically localized prostate cancer, 
who are a better fit for focal treatment. As is the case for many surgical innovations, 
the absence of long-term efficacy and safety outcomes creates the pretext for insur-
ance companies to deny coverage, limiting access to only those who can afford out 
of pocket payment. Guided by a sample clinical scenario, in this chapter we offer an 
analysis of a range of ethical concerns associated to the lack of coverage of new 
technologies, as well as a step-by-step approach to surgical decision making.
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51.1  Introduction

Depending on tumor stage and life expectancy, the European Association of Urology 
(EAU) and the American Urological Association (AUA) generally recommend radi-
cal prostatectomy, External Beam Radiation Therapy (EBRT) and AS as standard 
treatment options for patients with localized prostate cancer. HIFU has recently 
emerged as an alternative therapeutic option in patients with clinically localized 
prostate cancer, who are a better fit for focal treatment. HIFU prostate ablation uses 
a transrectal probe to deliver ultrasound to the targeted lesion, inducing local ther-
mal damage and coagulative necrosis. As the energy is delivered transrectally, the 
rectal mucosa is often actively cooled to prevent local injury and recto-urethral fis-
tula. Given that no portion of the device penetrates tissues, HIFU is a truly noninva-
sive therapy, and the low rates of adverse effects such as erectile dysfunction and 
urinary incontinence make it a more attractive option than EBRT among patients 
with localized, intermediate-risk disease (GS 7).

Clinical Case
Mr. P, a 64-year-old man with an elevated serum prostate-specific antigen 
(PSA), received news that his pelvic MRI showed a lesion localized to the 
right lobe of the prostate with a high probability for cancer. No extra-capsular 
extension or regional lymph nodes involvement was noticed. The prostate 
biopsy revealed intermediate-risk disease with a Gleason score (GS) of 7 
(4+3). Patient’s stage was T2N0. After learning about his diagnosis, Mr. P was 
told that there were three possible validated treatment choices: (1) Surgical 
resection with radical prostatectomy; (2) Regional radiation therapy; and (3) 
Active Surveillance (AS). In view of the patient’s age and excellent baseline 
health status, the surgeon recommended radical prostatectomy. However, Mr. 
P showed some concern about this procedure. Specifically, he worried about 
a potential deterioration of his erectile function and urinary continence. In 
addition, he was not willing to enroll in AS, due to the inconvenience of fre-
quent regular follow-up and biopsies. Considering Mr. P’s preference for a 
focal therapy, the surgeon told him that he was also a suitable candidate for 
High-Intensity Focused Ultrasound (HIFU) ablation, a new treatment option 
with minimal invasiveness, promising outcomes, and fewer complications 
than surgery or radiation therapy. Nonetheless, he was also cautioned about 
the need for more robust evidence on long-term efficacy, and the lack of cov-
erage by healthcare insurances, including Medicare. After inquiring about the 
surgeon’s level of experience and preliminary results, Mr. P commits to this 
novel approach, deciding to pay out of pocket to undergo HIFU prostate 
hemi-ablation.
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Unfortunately, the absence of long-term oncological outcomes remains a major 
limitation and pretext used by insurance companies to deny coverage. Therefore, 
men hoping to avoid some side effects of prostate cancer treatment must pay thou-
sands of dollars for a procedure whose long-term effects are still unknown. The data 
available so far suggest that HIFU has fewer negative side effects than surgery or 
radiation and gives selected patients another valuable management option, beyond 
just actively watching their cancer. However, while the continuing debate regarding 
patients’ treatment options has created an opportunity for HIFU, it has also increased 
the risk of the procedure’s benefits being overstated, leading patients with low-risk 
disease (GS 6) to get a treatment that they do not need. Finally, HIFU requires a 
complex set of skills to be performed appropriately, urging the need for validated 
credentialing and privileging processes.

In this chapter we will focus on the major issues that physicians can face during 
surgical decision making with patients eligible for innovative yet-uncertain treat-
ments, particularly challenging the core ethical principles, such as beneficence, 
nonmaleficence, respect for autonomy, and social justice. We will refer to the case 
of Mr. P as an example of how to address those issues without compromising or 
influencing patient’s choice. In addition, we will review relevant literature on the 
interdependence between surgical innovation and healthcare coverage.

51.2  Search Strategy

A literature search using the search engines PubMed and Medline was performed 
with limitation to the English language and the years 2005–2020. The search terms 
utilized were prostate cancer, HIFU, surgical innovation, Medicare, CMS, CED, 
insurance, reimbursement, coverage, clinical trial, clinical registry, and out of 
pocket. We selected 19 articles for review.

Table 51.1 The four-box model approach (adapted from Jonsen [1])

Medical indications Patient preferences
   •  Medical problem
   •  Treatment goals
   •  Treatment options
   •  Likelihood of success
   •  Possible complications

   •  Aware of risks
   •  Understands benefits
   •  Decisional capacity
   •  Personal preferences
   •  Surrogates

Quality of life Contextual features
   •  Baseline functionality assessment
   •  Independence and lifestyle
   •  Expected recovery time
   •   Possible long-term and permanent deficits resulting from 

treatment

   •  Conflicts of interest
   •   Financial gain/interests
   •  Economic burden
   •  Professional biases
   •  Research conflicts

51 Cancer Patients Paying Hefty Prices for Newest Treatments: Case of High Intensity…
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51.3  Discussion

Surgical decision making is a process requiring absolute respect to the ethical prin-
ciples of beneficence, nonmaleficence, patient autonomy, and social justice. This is 
even more critical in surgical innovation, where the surgeon’s desire to push the 
envelope must be counterbalanced by the responsibility of ensuring patient safety 
(see Chap. 49). Jonsen et  al. [1] developed a general model called the four-box 
approach (see Table 51.1) to provide physicians with a practical guide to making 
ethical decisions, which is applicable in most clinical scenarios. This decision- 
making tool includes four major areas: (a) Medical Indications; (b) Patient 
Preferences; (c) Quality of Life; and (d) Contextual Features. With particular 
emphasis to the last topic, below we review all four areas and see how to use them 
in our clinical case.

51.4  Medical Indications

Medical Indications is the physician’s clinical judgment aiming to provide the most 
appropriate treatment to the patient. The ethical principles behind this clinical pro-
cess are beneficence and nonmaleficence. Beneficence primarily means to cure or 
improve patient’s health. Nonmaleficence means to provide care to the patient in 
ways that prevent further injury. Relevant questions to be asked in this respect are: 
What are the goals of treatment? What are the probabilities of success of various 
treatment options and how can harm be avoided? From a more radical but aggres-
sive approach such as prostatectomy to the least invasive AS, the surgeon presented 
to Mr. P the entire spectrum of available options, including HIFU.  Still, cancer 
resection being the primary goal, the surgeon recommended surgical 
prostatectomy.

51.5  Patient Preferences

Patient Preferences are the choices that reflect the patient’s own experience, beliefs, 
and values as informed by the physician’s recommendations. Respect for patient 
autonomy, by acknowledging his moral right to choose and follow his own plan of 
life and actions, is the guiding ethical principle of this topic. Relevant questions to 
be asked are: Has the patient been informed of the benefits and risks of treatment 
recommendations? Does the patient have the capacity to decide, and if so, what are 
his preferences for treatment? If the patient lacks decision making capacity, who is 
the surrogate decision maker that will be making healthcare decisions for him? 
Although in theory the goals of both patient and doctor should align, patients some-
times refuse the recommendations doctors provide. Listening to patient preferences 
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is the foundation of trust, and necessary for a better doctor-patient relationship. 
Patients who collaborate with their physicians to reach a shared healthcare decision 
have greater confidence in their doctor, and express greater satisfaction with their 
care. By contrast, Mr. P. seemed equally concerned about the risk of incontinence 
and erectile dysfunction, diverting his interest away from prostatectomy and EBRT.

51.6  Quality of Life

Clinical factors such as relatively young age and good general health status led the 
surgeon to consider his patient a good candidate for surgery. However, the ethical 
dimension of patient care must include not only appropriateness of interventions 
(beneficence) and respect for patient’s preferences (autonomy) but also the improve-
ment or preservation of quality of life (beneficence as satisfaction). To do so, the use 
of objective assessment measures such as quality of life questionnaires is of great 
help to properly evaluate preoperative baseline function and provide postoperative 
estimates for each treatment options. Relevant question to be asked in this respect 
are: Do quality of life assessments raise any questions that might contribute to a 
change of treatment plan? What are the ethical implications of improving or enhanc-
ing a patient’s quality of life? In our case, Mr. P. not only showed particular interest 
in preserving urinary continence and sexual function, but the use of specific ques-
tionnaires such as International Prostate Symptom Score (IPSS) and Sexual Health 
Inventory for Men (SHIM) revealed optimal performance, likely to be affected with 
prostatectomy. We can’t stress enough the importance of inquiring patients about 
their personal preferences and expectations.

51.7  Contextual Features

The fourth topic contains external items that are not part of the clinical workup, 
such as professional, legal, and financial implications. In the case of HIFU, lack of 
insurance coverage represents a major obstacle leading to a series of controversies 
and ethical debacles, such as fairness to healthcare access, voluntary consent to 
research, and risk of coercion [2–4]. Relevant questions to be asked in this respect 
are: Are there any financial factors creating conflicts of interest in the clinical deci-
sion? Is patient’s enrollment in clinical research free of constrains? Medical device 
companies attempting to market a new treatment device in the U.S. often make the 
erroneous assumption that obtaining clearance from the Food and Drug 
Administration (FDA) is the final step. In fact, going through the FDA regulatory 
process is only the halfway point. Healthcare coverage is a key component in mak-
ing new medical technology available to most patients, but the complex path to 
reimbursement can take years and many companies don’t make it through, failing to 
produce revenue as patients would have to pay out of pocket for a procedure with no 
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clear evidence on long-term outcomes. As recent decades have witnessed acceler-
ated advances in medical technology, many complex medical, economic, and social 
issues have been raised about lack of coverage and patient accessibility.

51.8  The Responsibility of Funding Innovative 
Treatment Options

The FDA plays an important role in determining how new technologies are used, 
given its regulatory responsibilities: conducting premarket reviews of new products 
to ensure their safety and effectiveness, administering good manufacturing process 
requirements, and performing post-market surveillance [5–7]. However, a much 
bigger hurdle is obtaining medical codes to facilitate reimbursement from public 
and private payers. In recent years, insurers have had a significant impact because 
of their coverage and payment determinations. Because few patients can pay for 
their health care directly, third-party payers play a central role in determining how 
new medical technologies are used [8, 9]. Technology manufacturers rely on insur-
ance reimbursement to create a favorable climate for selling their products, while 
health providers depend on this reimbursement to offset the costs of incorporating 
new products into their medical practices [2, 10–12]. Insurer coverage policies and 
payment rates are tied to procedure codes. If a new procedure involves more costly 
equipment, is more difficult to perform, or requires more skill than current proce-
dures, new codes are a necessary precondition for securing a higher payment rate. 
New codes also spur insurers to consider whether the new procedure should be 
covered. These are difficult decisions even when there is a rich body of evidence 
about the impact of new technologies on health outcomes. When new devices do not 
fit into established insurance categories, when they attract attention because of their 
cost, or when they are used for new indications, reimbursement plays an extremely 
important role. Insurer coverage and payment processes not only determine whether 
current technologies will be made available to patients, but they also create a cli-
mate that can provide incentives or disincentives for manufacturers to innovate in 
the first place [2, 8–13].

Medicare, because it has a major role in public policy and is a very large payer, 
has come under pressure to find ways to reconcile the tension between strict 
evidence- based coverage standards and being rapidly responsive to innovation and 
emerging technologies. The need to address this tension led to a series of decisions 
over the past decade in which Medicare payment has been linked to a requirement 
for prospective data collection. Therefore, the Center for Medicare Service (CMS) 
chose to link coverage decisions to prospective clinical studies with a Coverage 
with Evidence Development (CED) program [6, 14]. However, this policy raises 
many concerns, such as the lack of a defined rationale behind new treatment eligi-
bility and the possible “coercive” link between insurance coverage and research 
study participation [2, 10, 14–20]. Currently, whether CED is recommended 
depends on both the characteristics of the technology (is it expected to have a posi-
tive net benefit?) and the range of authority of the purchasing institution (can they 
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ensure that the research is properly conducted?), with no clear criteria or formal 
guidelines. This lack of guidance causes concern that CED could slow innovation 
by creating a disincentive to develop new products for conditions for which the 
evidence base is not well developed. Formal protocols for CED should be accompa-
nied by a clear statement defining type of study design and data required to provide 
evidence development and reduce uncertainty. Designing the necessary clinical 
research, getting funding, and implementing a scheme in a time frame that is con-
sistent with the needs of clinicians, patients, and other decision makers is challeng-
ing. Short-term studies are not desirable given the considerable investment in 
evidence development, while long-term schemes are also not desirable given the 
costs and risks involved. Additionally, physicians are not usually paid for data col-
lection and reporting, which may affect the quality of the data and lead to bias. 
Compliance with data collection may be weak and the monitoring of the study poor 
also because of limited clinical staff availability. On the other end, stakeholders can 
influence decisions around the conduct of CED decisions. For example, manufac-
turers may pressure the initiation of a study and relevant conflicts of interest arise 
when they play a role in the funding, data collection, and evaluation of a research 
protocol. Therefore, patients who are not aware of what a CED scheme entails, may 
be distrusting and assume that the primary objective is cost containment, rather than 
a genuine effort to support early access to innovations and clinical research. 
Identifying and counselling potential participants, and obtaining consent requires 
considerable effort and if patients are not adequately informed, they may decline to 
participate or prematurely withdraw. The legislative language underpinning 
Medicare promising coverage for all care deemed “reasonable and necessary” does 
not imply a right or entitlement to coverage for interventions that do not meet the 
evidentiary standard established by Medicare itself. So, many have questioned 
whether it is ethical to restrict access to new technologies only to patients paying out 
of pocket or willing to participate in registries and clinical trials, and to withhold a 
potentially beneficial innovation from a subset of patients who cannot participate 
(see Chap. 49). Certainly, requiring that clinical data be placed in a research registry 
to receive covered treatment would not infringe on the right to covered medical 
care, as all patients and their physicians who would prefer the treatment in question 
would have access to it. However, as patients must be willing to participate in a 
research investigation to qualify for reimbursement, it is debated whether their 
study enrollment should be considered voluntary and free of coercion.

51.9  Concluding Remarks

Over the years, public and private insurers have had the expectation that if they are 
to pay for medical services within a covered benefit category, then those services 
must be medically necessary. Such coverage usually ends up excluding treatments 
and technologies that are considered experimental. Often, emerging therapies such 
as HIFU fall somewhere in the middle—past the point of being experimental, but 
with uses so new that in many cases medical societies have not issued consensus 
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guidelines on their use—creating a dilemma for payers and a social justice contro-
versy for patients and providers. The CED policy presents a creative initiative from 
Medicare with the potential of filling the gap between no evidence and no coverage. 
Health insurances instituting a CED policy should take steps to develop transparent 
and accountable criteria defining standards for new treatments eligibility; describe 
the rationale for the choice of registry or clinical trial as the vehicle for evidence 
development; and ensure adherence to ethical requirements.

51.10  Selected References

• Carter D, Merlin T, Hunter D. An ethical analysis of coverage with evidence 
development. Value Health. 2019;22(8):878–883. https://doi.org/10.1016/j.
jval.2019.02.011

 – Sometimes a government or other payer is called on to fund a new health 
technology even when the evidence leaves a lot of uncertainty. One option is 
for the payer to provisionally fund the technology and reduce uncertainty by 
developing evidence. This is called coverage with evidence develop-
ment (CED).

• Felgner S, Ex P, Henschke C. Physicians’ decision making on adoption of new 
technologies and role of coverage with evidence development: a qualitative 
study. Value Health. 2018;21(9):1069–1076. https://doi.org/10.1016/j.
jval.2018.03.006

 – When new medical technologies enter the market, their time of adoption is a 
key point in patient care, as evidence and experience regarding their utiliza-
tion often differ in their extent. With the aim of maximizing patient benefit 
and reducing risks, many new technologies can lead to better outcomes in 
patients’ treatment and diagnosis; however, there might be uncertainty regard-
ing their effectiveness and risks because at the time of market approval only 
little or no evidence may be available.

• Sorenson C, Drummond M, Burns LR.  Evolving reimbursement and pricing 
policies for devices in Europe and the United States should encourage greater 
value. Health Aff. 2013; 32(4):788–796. https://doi.org/10.1377/
hlthaff.2012.1210

 – Policy makers and other stakeholders in Europe and the United States are 
increasingly concerned with getting better value from investments made in 
technological innovations. One potential solution is to rely more heavily on 
studies of the effectiveness and costs of new technologies to inform coverage, 
reimbursement, and pricing decisions.
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