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Preface

In a concise phrase, the message of this book is:

how to be a good physician

Many have written about ethics: philosophers, theologians, journalists, politi-
cians, economists, and others. This book about ethics is written by a physician. Day
by day, year by year, physicians experience the distress of people who find them-
selves at the brink of life and death. The experience from real life is what separates
mountaineers from television viewers and physicians from philosophers. This is not
to say that the opinion of a physician counts more than that of a philosopher: the two
simply observe a problem from different perspectives. When compared to other,
more theoretical volumes on medical ethics, this book should contribute to a bal-
anced understanding of the role that physicians play, or should play, in medicine and
in society.

Medical Ethics in Clinical Practice is based on lectures to undergraduate stu-
dents of medicine at the Faculty of Medicine in Maribor, Slovenia. Nevertheless,
this is not a typical textbook: it takes us beyond a systematic analysis toward lived
situations with no clear-cut distinctions or black and white categories. In ethics,
values play a decisive role, and there are often no right or wrong opinions since
everyone can assign different weights to different values. Thus, my goal was not to
build a coherent and well-polished flawless system, but rather to spur and encourage
creative thinking.

After the introductory chapter on the role of ethics in human relations, the text
continues with a brief and admittedly simplified presentation of ethical theories and
of ethical analysis. I attempted to avoid language that could only be understood by
experts: my words are meant to stimulate practical reflection in everyone. The next
few chapters deal with topics of importance for all physicians, regardless of their
speciality: communication, interpersonal relations in a medical team, professional
malpractice, and medicine with limited resources. In “the Portrait of a Physician,” a
broad landscape of our profession is presented, portraying exceptional historical
figures as well as anonymous physicians, often overburdened and suffering from
unrealistic expectations of their patients and of the whole of society. The last ten
chapters present a wide array of ethical dilemmas in different branches of medicine,
from preventive medicine, the beginning of life, and genetics to intensive care, end-
of-life issues, and clinical research. By wandering through the paths outside of
oncology as my own field of medical speciality, I here and there find myself walking
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on thin ice; however, this is a small price to pay, compared to the alternative of offer-
ing only general rhetoric without an opinion on concrete ethical dilemmas.

The final part of the book contains a list of ethical problems and tasks, as pre-
sented to students of medicine. I hope that the readers will take them as an encour-
agement for reflection. Some tasks—such as a visit to a historic monument, a
Partisan Hospital from World War II—are not practical for readers outside of
Slovenia. I kept them on the list to give an idea to other teachers of medical ethics
about the wide spectrum of experience which can stimulate ethical discussion.

Clearly, a book of modest size cannot include all the ethical dilemmas of modern
medicine. While I am most grateful to reviewers for their comments and sugges-
tions, the responsibility for including or omitting particular topics and for interpre-
tation of ethical dilemmas is mine. To keep the discussion short, I explained my
attitudes toward each ethical issue and did not attempt to offer a deep and balanced
discussion of each problematic medical activity. Together with a comprehensive list
of references, such an extensive discussion would grossly increase the volume—
with an inevitable decrease in the interest in reading the book.

While the book has been written with physicians and students of medicine as the
target audience, I am confident that it will be of interest also to professionals and
students of other professions devoted to human health, to journalists, and to a gen-
eral audience with an interest in medicine.

Comments and opinions are welcome: matjaz.zwitter @ guest.arnes.si

Sincere thanks:

» To my wife, Neta, for many years of encouragement and support.

e To the dean, teachers, and students of the Faculty of Medicine in Maribor for
the stimulating work environment.

e To MatjaZ Lunacek, Marjan Kordas, and Raanan Gillon for their critical
comments and suggestions.

e To friends and colleagues who contributed illustrations or consented to their
publication.

* To Kristijan Armeni and Terry Jackson for translation and language
corrections and to Corinna Parravicini and Aruna R. Sharma and Vinodhini

Subramaniam for valuable editorial support.

Maribor, Slovenia Matjaz Zwitter
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Ethics and Law

Abstract

Human conduct and relations are regulated by legal and ethical norms. Why are
there two systems? Legislation consists of clear formulations, is limited by polit-
ical frontiers, and has clear sanctions. In contrast, ethical norms are broader and
often limited to recommendations, may cross political or cultural borders, and
may be applied retroactively. While the legal system adequately regulates rela-
tions among individuals of a comparable position, it often fails to protect the
weak side in cases of significant differences in power and social weight. The
relations of children to parents, students to teachers, citizens to politicians, read-
ers to journalists, and patients to physicians are examples for which the legal
system alone cannot offer adequate protection to the weak side, and for which
ethical limitations to the power of the stronger side are essential.

Partial overlap of legally unacceptable actions and ethically unacceptable actions. Some actions
are not against the law but are ethically unacceptable; and vice versa

© Springer Nature Switzerland AG 2019 1
M. Zwitter, Medical Ethics in Clinical Practice,
https://doi.org/10.1007/978-3-030-00719-5_1
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2 1 Ethics and Law

On his desert island, Robinson Crusoe needed neither laws nor ethics. However,
when we live in a community with other people, our freedom is limited by the free-
dom, interests, and rights of others—the people we share our planet with and the
people of the past and future generations, and also by the freedom, rights, and inter-
ests of other living beings. Therefore, we need rules that we can use as guidelines
for avoiding conflicts. Such rules can be written as part of legal norms. As we are
about to explore, however, legal norms alone are not enough: for a coherent and
active society, we also need ethics.

1.1 Law

Law is based on explicit, written norms with a clear system for enacting such norms.
Legal norms (approved international agreements, national constitutions, laws, and
regulations) are organized hierarchically, should be mutually consistent, have a
clearly defined spatial scope of their enactment, and can only apply to actions com-
mitted after the legal norm has been enacted. When an individual violates a specific
legal norm, clearly defined procedures for establishing guilt and prescribed sanc-
tions are in place.

Constitutions, laws, regulations, and other similar documents provide us with
precise guidelines on how to act as individuals in a society. Why then do we need
ethics?

1.2 Ethics

The foundations of ethics are different. When we evaluate an act as unethical, we
most often do not refer to any concrete ethical document. For millennia, ethical
rules have been incorporated into all religions. Fascinating are the many similarities
between the Jewish and Christian ten commandments, the Islamic ten command-
ments, and the five principles of Buddhist ethics (prohibition of killing, stealing,
lying, sexual misconduct, and alcohol consumption). It appears that the basic ethical
principles are grounded in the fabric of human society and, therefore, extend beyond
the limits of time and place set forth by political, national, or religious belonging.
Ethical commandments found in different religions apply to all members of a
religious community. In a state where a religious doctrine is formally linked with
state authorities or when it adopts a leading role, such commandments often apply to
all citizens. In addition, smaller communities create their own specific ethical rules
that are adopted by very different groups: physicians, nurses, teachers, scientists,
journalists, economists, lawyers, retailers, artisans, politicians, athletes, hunters, and
soldiers, to name just a few. All human pursuits have led to the creation of rules that
should be respected if we want to perform the activities in line with the interests of
other members of the group and the society as a whole. Ethical rules of any given
group, therefore, act inwards and outwards: they regulate the relations within the
group and protect the group as a whole from conflicts with a wider community.
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Once we realize how variable the societal circles that adopt such ethical rules are,
it becomes obvious that we are not talking about a coherent system, but rather a set
of rules which often even contradict each other. Another difference between legal
and ethical rules is that the latter do not generally prescribe sanctions; when ethical
rules do include sanctions, these only carry “social” consequences—for example,
an individual might be expelled from the group.

1.3  Law and Ethics: Why Do We Need Two Systems?

Why then do we need ethics in addition to legal norms for regulating our society?
Would it not suffice if we simply translated some of the ethical provisions into the
legal system?

Here one must realize that the law is fairly successful in regulating relations
among individuals of comparable power. When the rules for regulating the relations
are abused, the victim of comparable power has all legal means available for claim-
ing his or her rights. The victim’s situation changes drastically, however, when the
involved parties happen to be in a relationship of clear inequality. Consider the fol-
lowing relationships: doctor—patient, politician—citizen, teacher—student, journal-
ist-reader, parent—child, nursing staff—client in a retirement home. These are all
instances of relationships with profound imbalances in knowledge, power, position
in the local environment and in society at large, and in capacities for action, such
that a potential victim cannot be sufficiently protected by the law. Moreover, the
weaker party almost never relies on legal protection. Can you imagine citizens suing
politicians for fraud when the latter fails to fulfill the promises that brought them to
their current positions? In private conversations, patients will often complain about
the way the healthcare staff treated them; nevertheless, filed complaints of this sort
are relatively rare. Similar conclusions apply when considering the environmental
damage we are leaving behind for our future generations: the children of our chil-
dren cannot take legal action against us; nevertheless, they should have the right to
be born in a healthy environment.

We have already seen that in cases of violations, ethics does not provide clear
sanctions, as the law does. Let us point out another difference between the two sys-
tems: ethical guidelines are not as fixed as legal norms, they are more general and,
as such, much more open to interpretation. Whereas laws apply only to activities
after enactment of a legal norm and great attention is paid to how norms are put into
words, ethical guidelines can be interpreted from a broad range of perspectives and
can occasionally even be retroactive. Is this a disadvantage? I do not think so. In
times of rapid changes, legal systems often cannot cope with the new aspects of all
human activities. Consequently, numerous acts that we do not approve of and that
are not beneficial to society are left unsanctioned. In business, financial markets,
environmental damage, healthcare systems, especially when healthcare meets the
pharmaceutical industry, there is a great deal of wrongdoing and fraud that the legal
system has not (yet) recognized and included on the list of prohibited activities.
Ethics aids us in assessing such acts and reaching a stance on the issues at hand.
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Those who violate legal norms are subjected to the judicial system with prosecu-
tors and judges. Violations of ethical principles, in contrast, are for the most part
dealt within professional organizations, for example, in ethical councils operating
within a medical chamber, bar association, or an association of journalists. It is true
that there will be more room for compassion in professional circles when consider-
ing the misconduct of a colleague—the oft-voiced public criticisms of professional
solidarity are therefore at least in part valid. However, those professional organiza-
tions that are aware of their societal role and responsibility will certainly not protect
a single member to the detriment of all others and will hence clearly pronounce on
violations of ethical rules. The goal should not be vengeance and punishment, but
rather correcting mistakes. From the wrongdoer’s perspective, an ethical conviction
by professional colleagues—even if only in a moral sense—will have much more
significant bearing than a conviction obtained by those who “do not know much
about the topic anyway.” Such concerns only strengthen the importance of ethical
considerations.

In the chapters that follow, I focus on healthcare ethics, a part of bioethics as a
broad field concerning all ethical issues relevant to biological sciences.

Suggested Reading

Arras JD, Fenton E, Kukla R, editors. The Routledge companion to bioethics. Abingdon:
Routledge; 2015. ISBN-13: 978-0415896665.
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Abstract

From Hippocrates and Chinese and Islamic healers to modern times, ethical
codes and declarations are an essential component of medical education and con-
duct. Even after many centuries, the early documents on medical ethics are out-
standing examples of clear, precise, and timeless formulations. In recent decades,
dramatic changes to the practice of medicine have led to an enormous increase in
the volume of ethical declarations and documents. Nevertheless, these docu-
ments lag behind the rapid new developments in medical research and practice
and cannot offer advice in situations in which some ethical costs are inevitable
and in which a compromise has to be made.
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In the European tradition, the Hippocratic oath is the oldest and most respected code of medical
ethics

In the previous chapter, we mentioned several professional groups that recognize
the necessity of conforming to ethical activity, especially in situations of imbalance
of power. Among all professions, medical doctors were the first to recognize the
importance of a proper ethical approach.

There are two ways of determining whether an act is ethical. The first approach,
as presented in this chapter, is to compare the act against written guidelines—ethical
codes and declarations. In the chapters that follow, we will introduce ethical analy-
sis as the second approach: the act is evaluated by reasoning about the degree to
which it is in accordance with specific ethical principles.

2.1 Hippocratic Oath and Other Ancient Documents
When discussing ethical codes and declarations, one has to begin with Hippocrates.

The most important legacy of Hippocrates and of his students is the Hippocratic
Oath. After 2500 years, this document remains the foundation of medical ethics.
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Roughly 1000 years later, the renowned Chinese physician, Taoist, and alchemist
Sun Simiao presented his ethical recommendations for physicians in his book enti-
tled On the Absolute Sincerity of Great Physicians [1].

In the ninth century, Ishaq bin Ali Rahawi was the first to write a book on the
principles of medical ethics in the Islamic world. In 20 chapters, the book lays out
guidelines for the work of physicians. As the guardian of the patient’s body and
soul, the physician should work for the benefit of the patient, even if the patient is
considered an enemy. The physician shall not prescribe any lethal drugs or assist
with an abortion. Ali Rahawi also wrote the rules of good behavior, confidentiality
and non-corruption, and mutual respect and solidarity between physicians [2].

Let us not forget that these documents written by physicians are older than any
law aiming at regulating medical work and protecting patients’ rights. At that point
in time, ethics was already a major step ahead of law, and I dare to say the same still
holds today.

Hippocratic Oath

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

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

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

* [ will neither give a deadly drug to anybody who asked for it, nor will I
make a suggestion to this effect. Similarly I will not give to a woman an
abortive remedy. In purity and holiness I will guard my life and my art.

e [ will not use the knife, not even on sufferers from stone, but will withdraw
in favor of such men as are engaged in this work.

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

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

o If I fulfill this oath and do not violate it, may it be granted to me to enjoy
life and art, being honored with fame among all men for all time to come;
if I transgress it and swear falsely, may the opposite of all this be my lot.
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The Purpose of Medical Practice
1. The object is to help, not to gain material goods.
2. Save life and do not kill any living creature.
3. Do not seek fame: virtuous conduct will be rewarded by humans and
spirits.
The Requirements of a Great Physician
4. Master the foundations of medicine thoroughly, work energetically
and unceasingly.
5. Be mentally calm and firm in disposition; do not give way to selfish
wishes and desire.
6. Commit oneself with great compassion to save every living creature.
Manner of Medical Practice
7. Possess a clear mind and maintain a dignified appearance.
8. Do not be talkative, engage in provocative speech, or make fun of

others.

9. Do not ponder upon self-interest and fortune; sympathize and help
wholeheartedly.

10. Examine and diagnose carefully, prescribe accurately, and cure
effectively.

Attitude Towards Patients
11. Treat everyone on an equal basis, no matter whether they are rich or poor.
12. Do not reject or despise a patient who suffers from abominable dis-
eases such as ulcers and diarrhea: be compassionate and sympathetic.
13. Do not enjoy oneself in a patient’s house while the patient is
suffering.
Attitude Towards Other Physicians
14. Do not belittle another physician in order to exalt one’s own virtue.
15. Do not discuss others and decide about their rights and wrongs.

Why are we mentioning the Hippocratic Oath, Sun Simiao’s ethical guidelines,
and Rahawi’s recommendations? Despite the fact that these texts were created in
different cultural, religious, and social environments over a span of more than 1500
years, there are astonishing similarities between them. Diligence and professional
competence, protection of life, compassion and help for the sick regardless of their
social status, humility and relinquishing one’s own comfort, confidentiality, solidar-
ity among physicians—it is remarkable how valid these written rules remain today.

2.2  Medical Ethics in Modern Documents
Nowadays, written ethical codes and declarations abound. Such documents have

been adopted by national and international professional medical associations, as
well as by specialized medical associations in the fields of gynecology, psychiatry,
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pediatrics, emergency medicine, intensive care medicine, public health, occupa-
tional medicine, and sports medicine, to name just a few. Due to their high number,
physicians cannot be familiar with all the documents and possibly none of us has a
complete overview. The second negative consequence of the abundance of ethical
codes and declarations is contradictory information across documents. Even more
so: one can easily spot inconsistencies and internal contradictions within a single
document. The third drawback is that written recommendations are constantly lag-
ging behind the developments in medicine. Think about research in genetics, the
ever more intensive involvement of preventive medicine into the healthy population,
development in medical diagnostics and treatment, and the high degree of entangle-
ment between contemporary medicine and the interests of the pharmaceutical
industry—these are all areas where both legislation and ethical codes and declara-
tions fall behind recent developments.

2.3  Advantages and Disadvantages of Normative Ethics

It would be of course wrong to suggest that we could do away with medical laws,
codes of medical ethics, or the declarations of the World Medical Association. In its
2500 years, the oldest of the documents—the Hippocratic Oath—has not lost its
significance. In many respects, codes and declarations provide good general guide-
lines. However, one would be misled into thinking that the sheer existence of an
ethical code would help us solve numerous ethical dilemmas in physician’s work.
Real ethical dilemmas arise when each of the measures physicians have at their
disposal incurs some ethical costs. To turn the phrase differently: genuine dilemmas
are those for which one has to choose among several actions, of which none is with-
out unwanted consequences. Ethical codes and declarations provide us with no
advice for such situations. This leads us to the next chapter: ethical theories and
ethical analysis.
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Abstract

Our brief and admittedly incomplete discussion will be limited to four ethical
theories: utilitarian ethics, deontological (or Kantian) ethics, virtue ethics, and
principlism. As the oldest of the three, utilitarian ethics is based on the ethical
principle of beneficence: with the available resources, do as much good as you
can. This advice may be reasonable in a massive disaster or in preventive medi-
cine, but the application of pure utilitarian ethics to regular physicians’ activities
with patients might lead to very problematic decisions, such as the legalization
of euthanasia and denial of the right to decent palliative care. Deontological, or
Kantian, ethics is based on respect of autonomy and sacredness of every human
being. Once we agree on an ethical rule, it should be applied regardless of the
consequences. Nevertheless, it is hard to argue that consequences, specific cir-
cumstances, or personal relations are irrelevant for a physician’s decision. As the
third ethical theory, virtue ethics focuses on virtues (or vices) of the moral agent
and is associated with a good, happy, flourishing life (eudaimonia). Since excess
wealth does not contribute to happiness, the most esteemed virtues are those that
serve others. Blind virtues not supported by experience may be harmful, and
practical wisdom (phronesis) has been proposed as a link between virtues and the
consequences of every human activity. Finally, we will present principlism, as
based on four ethical principles: autonomy, beneficence, non-maleficence, and
justice and as a framework for the ethical analysis of complex situations.
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B

Due to his faithfulness, compassion and veracity, Le Petit Prince, a creation of Antoine de Saint-
Exupéry, is a most convincing and charming embodiment of virtue ethics

Let us repeat the final words of the previous chapter: real ethical dilemmas are those
for which none of the possible actions is without ethical costs. Here is a very simple
example: if in my office I spend an hour talking to a severely distressed patient who
urgently needs the conversation, I have to let other patients wait; however, they
might need urgent treatment as well.

Ethical theories tend not to provide concrete solutions. Rather, they are a tool
with which everyone can approach a dilemma. Ethical theories help us to evaluate
possible actions and thus may lead to a recommendation.

Each ethical theory could easily provide enough material for an entire book of its
own. Our discussion will remain brief and admittedly incomplete: a comprehensive
theoretical discussion on ethical theories would be beyond the scope of this book; it
would also require a different author. As a physician, I simply cannot pretend to be
in a position to write long philosophical treatises. I will, therefore, leave aside many
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important ethical theories and provide sketches of only four theories. We will begin
by discussing three that are necessary for further discussion: utilitarian ethics, deon-
tological (Kantian) ethics, and virtue ethics. As we will soon see, these three ethical
theories are not sufficient, which is why we will conclude the chapter by introduc-
ing the ethics based on four ethical principles, sometimes called common morality
ethics or principlism.

3.1 Utilitarian Ethics

The basic principle of utilitarian ethics is do good, which is the oldest and most
straightforward ethical principle. We can rephrase this principle in a way to make it
useful for solving concrete ethical dilemmas as follows:

Using the available means, act in such a way as to do as much good as possible.

This sounds simple and useful. When is it appropriate to apply this principle and
when not?

Principles of utilitarian ethics are useful primarily in catastrophic situations. In
times of war, earthquakes, or other major accidents, we have to save as many lives
as possible in the shortest amount of time with very limited means. In a rational tri-
age, one would group the wounded into those with minor wounds and injuries who
can wait and those who require that we urgently stop their bleeding, clear their air-
ways or prevent further aggravation of their health condition.

Utilitarian ethics also offers appropriate advice to activities in the field of public
health and preventive medicine. The goals of these branches of medicine are often
of statistical nature, rather than directed towards an identifiable individual. When
choosing among different activities, we will often choose those with the greatest
benefit for the available resources.

However, a large part of medicine and medical work does not consist of cata-
strophic situations or public health. Despite the fact that we encounter the problem
of limited means on a daily basis, it would be very inappropriate and dangerous to
rely on utilitarian ethics in everyday medical work. Let us take an example of the
utilitarian pleading of euthanasia found on the web:

In the financial aspect, the legalization of euthanasia will reduce the burdens for both the
patients’ families and the medical system. Because of taking care of the patients with long-
term disease, countless families have spent a lot of time and paid most of their fortune. The
medical system also has to provide a good quantity of resources. Besides, in many coun-
tries, there is a shortage of hospital space and the energy of doctors. If euthanasia can be
conducted, the resources could be used for people whose lives could be saved instead of
those who are not given hope to recover [1].

Indeed, in utilitarian reasoning, the argument in favor of euthanasia holds: in terms
of public health and healthcare statistics, care for the terminally ill provides much
less benefit than some other branches of medicine. Nevertheless, many—probably
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most—physicians believe that one cannot simply adopt euthanasia of the terminally
ill to reallocate the resources for vaccination or, for example, to purchase a helicop-
ter for urgent medical transport.

Let us for a moment digress and consider a situation outside medicine in which
utilitarian ethics is similarly of limited use. Imagine the police are hunting a terrorist
group leader responsible for the deaths of hundreds of people, a man who is plan-
ning new attacks on civilians. The police decide to capture the family of the terror-
ist. They broadcast a video of the terrorist’s 12-year-old son and announce they will
cut off one finger from the boy’s hand every day—as long as the terrorist does not
surrender himself. Even a most hardened criminal would probably not be able to
stand by and watch his child being mutilated and would surrender. Adopting a utili-
tarian perspective, one could conclude: for the price of a child’s two fingers, we
captured a terrorist who could kill many more people in the coming days. Even if
true, it should be clear that we should not involve the terrorist’s family in the hunt.

It would be wrong to entirely abandon utilitarian ethics. Apart from catastrophic
situations and public health, rational use of limited means is also needed in every-
day life and should be taken into account in our decision-making. It is essential to
emphasize, however, that an act should not be valued only by considering its conse-
quences, and that ethics cannot be based solely on the principle of doing good, let
alone on the principle of maximizing good.

3.2 Deontological Ethics

Whereas from the perspective of utilitarian ethics, the ethical status of an act
depends only on the consequences, deontological or more specifically Kantian eth-
ics is based on the opposite principle: an act can be deemed ethical only insofar as
it complies with an ethical accord or an a priori agreed-upon ethical norm. Therefore,
if we agree and accept that “Do not lie!” is an ethical norm, then lying can never be
ethical even if by lying one could prevent severe negative consequences. According
to Kant, then, it is not the consequences of the act that can be deemed good and bad;
what is important is that the act stems from genuine ethical motivation. Kant con-
cluded that everyone should always act in line with what he or she wants to be a
general, permanently valid rule. Finally, a human being, as a unique being, can
never be only a means; he or she can only be the goal of our actions.

In utilitarian ethics, the most prominent status is given to the principle of benefi-
cence. Kantian ethics, however, leads us to appreciate the individual, one’s free will,
and rational responsibility for one’s decisions—the most important is, therefore, the
ethical principle of the respect for autonomy. By requiring one to follow, without
exception, universal rules, Kant excluded emotions and interpersonal relations from
entering ethical reflections. Even more: an act is ethical only if the motivation comes
from the general rule. If done from fear or love, the ethical value of the same act is
neutral. In Kantian ethics, there is no place for compromise and no weighing of
motivations for acting against the consequences, regardless of how predictable, and
thus avoidable, the latter could be.
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With all due respect to the great philosopher, I nevertheless wonder how some-
one can claim that attachment, love, and responsibility for a fellow human being
must not influence our decisions? The man who never had a family, who lived in his
own world of philosophical discussions, who never left his hometown of Kénigsberg
(now Kaliningrad) on the cold Baltic Sea gave us a rigid and cold system of advice
for life. Please forgive me if [ say that I can find more useful and real-life philosophy
in The Little Prince by Antoine de Saint-Exupéry. Do you recall the fox and the
explanation of why the Little Prince’s rose is more important and dearer to him than
a whole bush full of seemingly equal roses?

No, in developing ethical guidelines, we cannot single out our emotions, inter-
personal relationship, and the consequences of our actions. The autonomy of the
individual is a very important ethical principle; however, it cannot serve as our sole
criterion for judging whether an act can be deemed ethical or not. This brings us first
to virtue ethics, and then to the four ethical principles.

3.3 Virtue Ethics

In ethical assessment, utilitarians look at the consequences of a particular act, and
deontological ethicists at the conformity of the act with pre-defined rules. Virtue
ethics stands in a different position: its foundation is the ethical characteristics of a
person. Certain personal characteristics are recognized as virtues and others as
vices. Honesty, generosity, compassion, courage, justice, fidelity, and veracity are
virtues that characterize an ethical person, while deception, selfishness, cruelty, infi-
delity, and disingenuousness are some of the many characteristics that denote a
vicious person.

Before attributing certain virtues or vices to a person, some limitations have to be
considered. No opinion can be given about persons whom we do not know well, or
whose motives are not clear. Beneficence towards another person may be sincere
and altruistic or may be based on fear or selfishness. In the first case, we are observ-
ing an act of a virtuous person; in the second case, the act may be ethically neutral
or even wrong. We also have to consider that virtues are often less than ideal: many
people are beneficent, honest, and compassionate to a certain level but are not per-
fect. In addition, someone may be a highly virtuous person in many respects but
have a blind spot, such as an ethically unacceptable harsh position towards
immigrants.

While virtue ethics is not based on consequences of actions, a virtuous person
will foresee these when considering a particular action. An essential part of virtue
ethics is, therefore, a rational ability to discern, also called practical wisdom or, in
Greek, phronesis. A child or an adolescent often acts with the best of intentions yet
it is not able to foresee possible bad consequences of his act. He lacks practical
wisdom which only comes after years of life experience. It is only an experienced
person who decides to help an old beggar but does not offer money to a young drug
addict, one who would immediately spend it on a new shot of heroin. Only an expe-
rienced physician will be able to decide whether to reveal the full truth to a severely
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ill patient and accept the risk of the patient’s severe depression, or whether conceal-
ing the truth would be an unacceptable deception.

Virtue ethics is associated with the concept of a good, happy, flourishing life—in
Greek eudaimonia. According to this concept, a happy life is not one devoted to
selfish striving for wealth since an excess of wealth does not contribute to happi-
ness. On the contrary, excessive accumulation of material goods brings insecurity
and will often dilute one’s inner feeling of happiness. For true, deep happiness, it is
essential to re-direct one’s attention and develop virtues that will serve others—
one’s relatives and friends, a wider circle of people, or (for those with special abili-
ties) the whole of humanity. It is clear that the degree of happiness also depends on
some other external factors and on fortunate or unfortunate circumstances which are
beyond our control. The elementary postulate holds: only those who unselfishly
develop and nourish their virtues may attain deep inner happiness; and on the oppo-
site side, vicious persons will never experience real happiness and will never flour-
ish, no matter how rich and mighty they may be.

Virtue ethics may be seen as an upgrading of utilitarian and deontological ethics.
While virtues are in a central position, the incorporation of practical wisdom also
brings consequences into virtue ethics. The rules of deontological ethics are impor-
tant, yet not unbreakable. Finally, the main advantage of virtue ethics over the other
two theories is that it includes human relations, and indeed gives a central position
to them, a factor that has a decisive role in the practical reasoning of all of us.

A long-lasting relationship of a physician with a chronic patient, relationships
within a family, a community of friends, or a healthcare team depend less on rules
and more on trust and fidelity. In the absence of such trusting relationships, such as
the first visit of a new patient, rules and codes of conduct come to the forefront.
Thus, virtue ethics may be of lesser importance in contacts with strangers or in situ-
ations when the decisions are less personal. In such instances, the four ethical prin-
ciples and ethical analysis might be the preferable approach.

3.4 The Four Principles and Common Morality Ethics

Four decades ago, Tom Beauchamp and James Childress presented their ethical
theory, which is not based on a single principle. Later also called principlism, their
theory rests on four basic principles:

¢ Autonomy of the individual
¢ Non-maleficence

¢ Beneficence

e Justice

Autonomy of the individual is more than a simple right to self-determination. One
can state that this principle is the first among equals and has, at least in our European
and North American culture, such a prominent status that we shall dedicate an entire
chapter to it. At this point, let us briefly point out that the autonomy of the individual
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includes the right to being informed (for there is no autonomy without information)
and the right to confidentiality and privacy (otherwise other parties might influence
an individual’s decisions without considering his or her will). The respect for indi-
viduals’ autonomy depends to a greater extent than other principles on the cultural
environment: in southern and eastern parts of the world, the values and interests of
the community are treasured significantly more than those of the individual. In the
next chapter, we will also discuss the questions pertaining to limited autonomy: sur-
rogate decisions and advance directives.

When reviewing the basics of utilitarian ethics, we learned about the ethical prin-
ciple of beneficence; the principle of non-maleficence is closely related. Some ethi-
cists prefer to subsume both of these principles under a single principle of
beneficence. However, for our purposes, and especially for the purposes of ethical
analysis, it is nevertheless important to treat the two principles separately. The dif-
ference between beneficence and non-maleficence is in the spectrum of people
affected by my actions, be it good or bad. The respect for beneficence applies to a
much narrower circle of people than the principle of non-maleficence does. The
commitment to beneficence holds much more strongly for my relationships with my
family members, friends, high-school classmates, my patients, rather than for per-
fect strangers. Even when I am off duty on a Saturday, I will go to the hospital and
see the patient to whom I prescribed a risky treatment the day before; but I will let
my colleague on duty take care of other patients who are not “mine.” Similarly, if
my brother loses his house due to a fire, I will welcome him, his wife, three kids,
and their dog in my house for the time they need to find a new place. On the other
hand, it would likely appear to my wife very strange and hard to understand if I
wanted to host five homeless strangers in our apartment.

The principle of non-maleficence is distinguished from the principle of benefi-
cence by the circle of people to whom it applies. Essentially, here the circle of
people has no limits. We must respect the principle of non-maleficence even in our
relationships with complete strangers. No one has the right to spit at a stranger’s
face, to spur hate or disseminate racist thoughts, or to destroy the environment for
the future generations.

Justice is the fourth ethical principle. Here, we will be concerned only with the
principle as it applies to medicine and will leave aside the issue of justice in every-
day life and in relations outside of healthcare. When it comes to disease, justice can
be understood in two very different ways. If we oversimplify the current global
image, there is, on the one hand, the European conception of justice in medicine
and, on the other, medical justice as perceived in the USA and many developing
countries. In Europe, Canada, Australia, New Zealand, and some other countries,
access to healthcare is based on solidarity and is not limited by the individual’s
social status and his or her past contributions to the healthcare fund. Protection of
health is, therefore, a human right and is guaranteed constitutionally and by law.
Health insurance normally includes all citizens. It is true, however, that treatment is
often not completely free. Most of the healthcare systems require partial participa-
tion in costs so as to prevent misuse of the system. Nevertheless, such participation
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does not represent a huge financial burden for people, and even the very expensive
modes of treatment are accessible to those from the lower social strata.

In countries with no universal healthcare, justice is conceived differently: anyone
is free to decide what kind of health insurance he or she wants to purchase. It would
be considered by many to be unfair or unjust to use the money collected from those
who have paid insurance premiums also to provide medical care for those who have
not paid for medical insurance. For those without health insurance, many countries
will cover the costs of life-saving treatment or the basic healthcare for the poorest.
Here, the solidarity ends. Roughly one quarter of middle-class Americans are with-
out healthcare insurance, and even more are those for whom their insurance does
not cover costs for very expensive modes of treatment.

This concludes our overview of the four principles of medical ethics. In the next
two chapters, we will present the concept of moral status and then connect the four
principles in the context of ethical analysis.
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Moral Status 4

Abstract

Assignment of moral status to those concerned is an essential element of every
ethical deliberation. Indeed, differences in definition of the moral status of a
fertilized human egg cell, of an embryo, of a patient in the terminal phase of an
incurable disease or of a laboratory animal are at the roots of ethical disputes.
Several criteria for definition of moral status have been proposed, including
human properties, cognitive properties, moral agency, sentience, and ability to
establish relations. Since none of these criteria adequately covers all dimensions
of moral status, only a combination of them will lead to a balanced definition.
The question of moral status should not be understood as an all-or-nothing phe-
nomenon, but rather as a gradual acquisition of moral status, depending both on
the degree of reflection of the individual and on her/his future potential.
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A newborn, a fertilized human egg cell, a pet, a bee, a monument. Moral status should not be lim-
ited to human species and is a matter of degree, rather than an all-or-nothing attribute

In discussions of ethics, we speak about moral status: only those who have moral
status have the right to expect that others will respect their ethical rights. Indeed, the
definition of moral status opens the doors to some of the most critical ethical discus-
sions. Diverging views on the right to abortion, on procedures linked to physician-
assisted insemination, on euthanasia for terminally ill patients or for individuals in
persistent vegetative state, on vegan diets, or on our commitment to sustainable
development with the preservation of the planet for future generations—all these
discussions sooner or later touch upon the question of the moral status of the indi-
viduals concerned. Religions, traditional relations, as well as financial and eco-
nomic aspects play a role in defining whom to protect. As an example, consider the
recent debate on global ecology: do we assign moral status to the children of our
grandchildren, those to be born sometime in the middle of the twenty-first century?
Or may we act as if we had no responsibility for their lives or for their future
problems?

4.1 Who Has Moral Status?
Let us start with a list of those to whom moral status might be assigned:

e Adult competent person
¢ Woman in a country with legislation based on Islam
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e Anillegal migrant on a boat to Italy

e 12-year-old boy working in a mine in Africa

e 3-year-old child

e Patient in persistent vegetative state

e Neonate

e Fetus in the 32nd week of pregnancy

e Fetus in the 8th week of pregnancy

e Fertilized egg cell

* A dead person

e A child who will be born in 2030

e A chimpanzee

e A laboratory mouse

e Acow

e A whale

* A mosquito

e “Yaksugi”: a Japanese cedar tree more than 1000 years old and under UNESCO
World Heritage protection, on the Yaku Island in Japan

e Palmyra, an ancient Semitic city in Syria

There should be no doubt that all of us with a capability of deciding about our-
selves have moral status. Still, in some parts of the world, women continue to have
lower moral status in comparison to men. Not long ago, moral status was not granted
to slaves. While slavery has been prohibited, relations identical to slavery persist in
many parts of the world, here including some affluent countries which deny basic
human rights to immigrant workers. When politicians discuss the problem of illegal
migrations, they seem to accept the fact that thousands of migrants continue to
drown during the unsuccessful crossing of the Mediterranean. Imagine that 10,000
European citizens were trapped on the shores of North Africa: European govern-
ments would immediately send planes or ferries and bring them quickly and safely
across the sea. Clearly, the lives of African or Asian migrants are not considered
worth the same effort and, in practice, they are not considered to be persons with full
moral status.

4.2 Criteria for Moral Status

For some philosophers, recognition of moral status is limited to persons capable of
self-reflection. In a heavily criticized treatise, Peter Singer denied the moral status
of newborns, thus justifying infanticide in cases in which the existence of the neo-
nate was incongruent with the wishes of the parents [1]. It is clear that such views
are unacceptable.

What is the moral status of an unconscious person, especially if in a terminal
stage of an incurable disease? What is the moral status of a fetus, of a fertilized
human egg cell? What is the moral status of a dead person? Has a chimpanzee moral
status and, if so, is it higher than that of a frog or a mosquito?
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A comprehensive presentation of the wide philosophical field on moral status is
clearly beyond the purpose of this book. In their classic text, Beauchamp and
Childress present five theories of moral status. According to a theory based on
human properties, all humans have full moral status, and only humans have moral
status. A theory based on cognitive properties does not limit the moral status to
homo sapiens; rather, moral status belongs to individuals capable of perception,
memory, understanding, and thinking. Next is the theory based on moral agency:
moral status is attributed to those individuals with the capacity to act as moral
agents, capable of making moral judgments, and with motives that can be judged
morally. Even wider is the definition of moral status according to a theory based on
sentience, according to which the key criterion is consciousness with the capacity to
suffer and to feel pain or pleasure. Finally, a theory based on relationships empha-
sizes the importance of social interaction and reciprocity.

It is difficult to take a single one of the five theories as an instrument to draw a
line between those individuals with moral status and those who are not granted
moral status and, hence, do not have rights. Such a position would deny moral status
to non-human animals such as great apes (using the theory based on human proper-
ties), or to fetuses and unconscious patients (using theories based on cognitive prop-
erties and on moral agency). Most of us, therefore, believe that for the definition of
moral status, a blend of the theories above is the preferred approach. It is also clear
that grading of moral status has to be introduced: while I accept that my neighbor’s
dog has some degree of moral status, it is still lower than the moral status of a child,
and I may justly kill the dog if it attacks a child. The question of moral status should
not be understood as an all-or-nothing phenomenon, but rather as a gradual acquisi-
tion of moral status, depending both on the degree of reflection of the individual and
on his future potential. According to this view, a dog has a higher moral status than
a fish in an aquarium, and a fetus in the 4th month of pregnancy has a higher moral
status when compared to a fertilized egg cell.

The criteria of human properties, cognitive properties, moral agency, sentience,
and relationship all coupled with grading—with these, have we reached a widely
accepted approach to the question of moral status? We should understand that there
will never be a consensus on the weight of individual criteria, let alone on grading.
Many factors influence our reasoning, including religion, traditional beliefs, and the
degree to which individual autonomy is limited by the interests of society. In addi-
tion, most discussions on moral status deal with the moral status of individuals,
either of human or of non-human origin. Yet, moral status should also be attributed
to groups of individuals with no identifiable individual names, such as refugees
from Afghanistan, or members of the community of Jehovah’s witnesses. Potential
moral status should be given to future generations of humans and of all living
beings, so they too should be included in the ethical analysis.

What about the dead? They have no cognitive properties, cannot be considered to
be moral agents, and have no sentience; yet, they are human, and they are linked to
us according to the theory of relationship. Regardless of religious or cultural view-
points, we all respect our ancestors, remember them, and often feel that they con-
tinue to be with us, so they too deserve a degree of moral status.
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We started this chapter with a list of those to whom moral status might be
assigned. At the end of the list, [ added a rare tree and a historic monument. In my
view as a humble physician, destroying such a tree or a monument is not only illegal
but is also highly immoral. Yet, using the five theories mentioned before, I see no
possibility of assigning them moral status. I, therefore, conclude this short chapter
with a plea to fellow philosophers: please invent a way to assign moral status also to
miracles of nature and to monuments of human history.
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Ethical Analysis 5

Real life is, for most men, ... a perpetual compromise between
the ideal and the possible
Bertrand Russell

Abstract

Real ethical dilemmas are those for which every possible action (including the
omission of action) brings some ethical costs to a person, or to a group of persons
involved. Ethical analysis begins with a list of persons involved and then explores,
for each of them, the ethical benefits and costs of a certain action according to the
four ethical principles: autonomy, beneficence, non-maleficence, and justice. In
this way, two or more possible actions with their ethical benefits and costs are
compared. Ethical analysis does not automatically lead to the recommended
action; rather, it is a practical approach to analyze a dilemma, identify the prob-
lematic aspects of each of the possible actions, and alleviate the related ethical
costs.
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In ethical analysis, two or more actions with their ethical benefits and burdens are compared

If an act exists that will benefit all concerned and will not offend anybody, including

oneself, then ethics or ethical analysis is not needed. Ethical consideration is also

not applicable to situations in which the actor has no choice. Very often, however,

we do have a choice; nevertheless, each act brings some benefits and some burdens

to the persons whom the act involves. Ethical analysis is helpful in such situations.
The three steps of ethical analysis are:

e A list of possible actions

e List of persons or groups of persons whom the actions concern

e Preparing a table with rows for each person or group of persons concerned and
columns for the four ethical principles: autonomy, non-maleficence, beneficence,
and justice

Let us start this chapter with an example of a concrete ethical dilemma.

Marco, aged 3, was seriously hurt in a traffic accident. Upon arrival to the intensive-care
unit, he is in severe hemorrhagic shock. His father, a Jehovah’s Witness, prohibits blood
transfusion, even after being told that immediate blood transfusion, followed by an opera-
tion is the only possibility for survival. The physician has to decide whether he will order
blood transfusion or follow the father’s demand.

The possible actions are blood transfusion against the father’s will or no transfusion.
The persons involved are Marco, his family, and the physician. In addition, we will
also add to the list the community of Jehovah’s Witnesses since they might be hurt
if they learn that their religious belief was ignored. This brings us to the following
table:

Autonomy | Non-maleficence | Beneficence | Justice

Marco

Marco’s family

Physician

The community of Jehovah’s
Witnesses
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The physician’s decision to apply blood transfusion against the father’s will is to
be compared to the alternative option—no transfusion, an option that would almost
certainly lead to Marco’s death. We will now insert ethical benefits, marked with a
“+” and ethical costs, marked with a “—”". Assessment of ethical benefits and costs
is clearly subjective; however, subjectivity is an unavoidable characteristic of every
ethical deliberation.

Autonomy | Non-maleficence | Beneficence | Justice
Marco ? +++ +++ ++
Marco’s family -—= +4++ +4++ ++
Physician +++ ++ ++
The community of Jehovah’s - = + + +
Witnesses

As we can see, the ethical benefits of a transfusion against the father’s demand
greatly outweigh the ethical costs. The physician in the intensive-care unit has to
make decisions without delay. If an agreement between doctors and parents cannot
be obtained, some countries provide an urgent court authorization for assessments
of lawfulness. If there is really no time, the doctor would institute the blood transfu-
sion but seek retrospective court approval for his or her emergency life-saving treat-
ment provided in the child’s best interests. In many countries, however, no such
urgent court service is available and physicians have to make a decision and accept
full responsibility. In such a case, a physician rightly chooses a transfusion in order
to give Marco a chance for survival but should not ignore the ethical costs of her/his
decision. She will later speak with both parents, including with the mother who was
not present at the time the boy was brought to the hospital. In a calm conversation,
she will do her best to relieve the stress of the parents. She will assure them that she
respects the very positive aspects of their religion. Furthermore, she will tell them
that some Jehovah’s Witnesses do not refuse blood transfusions and that their reli-
gion does not prohibit organ transplantation. Since blood transfusion is only the
temporary transplantation of a liquid organ, the teaching against blood transfusion
(but approving organ transplantation) is, in fact, not logical. The physician will also
emphasize that the decision for blood transfusion is her decision, not theirs. All
members of the intensive-care unit will be clearly reminded of the obligation to
keep the transfusion confidential, so as to prevent leaking the story to the public or
to journalists, which would bring an unnecessary burden to all involved. She might
even “forget” to include information about the transfusion into the final medical
report to be sent to the family physician. After all these measures, some minuses in
the table may be reduced.

Let us now consider another case, similar at first glance, yet quite different after
ethical analysis.

Damian, aged 12, has been treated for neuroblastoma for two years. Despite intensive treat-
ment with three lines of cytotoxic drugs, he is now in relapse. Physicians agree that there is
no indication for further active treatment and recommend only supportive and palliative
treatment. Due to anemia, Damian is weak and dizzy. A blood transfusion might lead to
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short-term improvement of his symptoms but clearly cannot reverse the course of the dis-
ease. As Jehovah’s Witnesses, his parents refuse blood transfusion.

The possible actions are a transfusion against the parents’ will or no transfusion.
The persons involved are Damian, his family, the physician, and the community of
Jehovah’s Witnesses. Here is the table, as prepared for the decision to order blood
transfusion against the will of the parents.

Autonomy | Non-maleficence | Beneficence | Justice
Damian - = ? +(?) ?
Damian’s family - - = - = _—_
Physician + ? ? ?
The community of Jehovah’s -—— - - _
Witnesses

As we can see, the transfusion brings very few benefits and severe ethical costs,
which no lengthy explanation can reduce. As a teenager, Damian understands the
religion in which he was raised. For the parents, the extremely painful experience of
the imminent death of their child would be even worse due to a lack of respect from
physician’s side. Their sorrow and anger might spread to the whole community of
Jehovah’s Witnesses.

The ethical analysis may also be used for more general discussions. Let us use
this approach in the assessment of the obligatory notification of all new cancer cases
to a cancer registry.

On the basis of legislation on the obligatory registration of cancer cases, the Cancer Registry
of Slovenia was established in 1950, with the task of analyzing data on the diagnostics and
treatment of patients with cancer in Slovenia. Thus far, individual consent to collect and
analyze personal data has not been required. Recently, an initiative has been presented to
change the law. On the basis of the ethical principle of autonomy, the proponents insist that
patients with cancer have the right to consent before being included in the database.
Members of the Parliament do not understand that this would lead to the incomplete regis-
tration of patients with cancer and would severely undermine the professional and scientific
role of the registry.

The persons involved are patients with cancer; all citizens as potential future cancer
patients; public services in charge of control of the quality of medical care; public
services in charge of the rational planning of medical facilities; and scientists
(oncologists, ecologists). Let us prepare a table for ethical analysis, comparing a
decision not to change the law against a proposal to require individual consent.

Autonomy | Non-maleficence | Beneficence | Justice
Patients with cancer - — - + + 4
All citizens +++ + +++ + 4+
Quality control +++ + +++ +
Planning of healthcare facilities |+ + + + +4++ +
Oncologists, ecologists +++ + + ?
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The analysis shows ethical costs for patients with cancer in the fields of auton-
omy and non-maleficence. This indicates the importance of the stringent protection
of personal data: personal information in a public database becomes problematic
only in the case of its misuse. However, most other fields reveal ethical benefits.
Analyses prepared by the registry offer information on the quality of cancer care, on
the pressing needs for the better organization of cancer care, and on the connections
between the incidence of cancer and environmental factors. These data benefit cur-
rent and future cancer patients. Twenty years ago, data from the Cancer Registry
convincingly demonstrated that nearly half of Slovenian patients with mesotheli-
oma lived within 30 km of a large asbestos factory, leading to the halting of produc-
tion of asbestos. Another example was an episode of great public concern, following
the news of two cases of childhood leukemia near a nuclear power plant. The data
from the registry were decisive in resolving the panic, showing that in over 20 years
of the operation of the plant, the local incidence of leukemia and of other cancers
was not above the national average.

Should we use similar arguments to support a proposal for a national registry
of psychiatric patients? Most probably not, since we may expect greater ethical
costs and fewer benefits. In comparison to patients with cancer, the stigmatiza-
tion of psychiatric patients is much more pronounced, and eventual unauthor-
ized access to the database would lead to severe ethical costs. In addition, no
benefits may be expected from the prevention or early detection of psychiatric
diseases.

What about a permanent registry of condemned pedophiles, without the possibil-
ity of being erased? There is no doubt that ethical analysis would reveal ethical costs
in the fields of their autonomy, non-maleficence, and beneficence. Still, they should
be aware of this possibility when they perform their revolting activities. While some
will insist that pedophiles should have the right to start life anew, without the burden
of the past, we should also consider those parents who do not wish such a person to
become a coach for their children or a young widow with three children who will
rent a room in her house to a stranger. It is therefore not logical to protect the
autonomy of a pedophile and, at the same time, to limit the right to information and
hence the autonomy of all others who have a legitimate interest to be informed
about his past.

It is clear that ethical analysis involves both ethical and professional arguments.
Ethical analysis is a strong tool against one-sided presentation of ethical dilemmas.
Attention to a single dimension, most often to respect for individual autonomy,
should not obscure the ethical benefits and costs for other persons whose interests
are also at stake. It is clear that ethical benefits and costs are subject to individual
interpretation. Ethics is not mathematics, and conclusions from an ethical analysis
may be debatable, based on different professional arguments. Thus, ethical analysis
does not provide a single answer, but rather a framework for balancing and reaching
a rational conclusion.
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Abstract

As the leading ethical principle in the Western world, autonomy deserves a
detailed discussion. Understood as the right to self-determination, autonomy
includes the right to information and protection of privacy. In an ideal situation,
a patient with full autonomy participates in all essential medical decisions and
consents to every invasive procedure. However, even patients with full capacity
have the right to transfer their autonomy to others: to a family member, friend, or
to his/her physician. In cases of patients unable to decide for themselves and
therefore with limited autonomy, surrogate decision-making is justified. Two
aspects of surrogate decision-making deserve special attention. First, loss of
autonomy is rarely complete: every person should be offered appropriate infor-
mation and allowed to participate in decisions within her/his capacity. Second,
surrogate decision-making should be based upon the ethical principle of benefi-
cence and not upon autonomy. In other words: while a person with full autonomy
may refuse a life-saving treatment, a physician is not ethically obliged to respect
a directive by a surrogate decision-maker if this directive is clearly against the
patient’s interests. Finally, some persons make advance directives, to be followed
in case of their future incapacity to participate in decisions regarding their treat-
ment. While such written or oral directives are helpful, their validity may be re-
considered in situations that the person could not foresee at the time of making
the advance directive.
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Dr. Lewis Thomas was a physician, immunology researcher, dean, poet, etymologist and essayist.
He was known worldwide for his columns in the New England Journal of Medicine, which later
appeared in his book The Lives of a Cell—Notes of a biology watcher (The Viking Press, 1974).
One of his key metaphors was a comparison of humans to ants. Many animals act as a large organ-
ism: a single ant cannot survive, and only an anthill possesses all the functions of an organism. Are
humans much different? How strictly should we understand the autonomy of an individual?

Among the four ethical principles, respect for autonomy is of such importance that
it deserves its own chapter. We usually speak about the respect for the autonomy of
an individual, but the principle also applies to groups of persons, such as the respect
for the autonomy of physicians or for university teachers. While our discussion
focuses on medicine, we have to emphasize that the same rules are also valid when
discussing the autonomy of an individual in another context: in relation to govern-
ment, to media, or to professional associations. In these relations, politicians, opin-
ion leaders, or chairpersons should recognize the right to autonomy of those who
are on the weak side.

Let us begin with a brief reflection on patients’ autonomy in the past. It is only
since the second half of the twentieth century that patients’ autonomy has been
brought to a central position in our discussions on medical ethics. For centuries,
very few spoke about patients’ right to be informed and to participate in decisions
regarding their treatment. The extent of information was left to physicians who also
made decisions and carried on the treatments which they considered to be the most
appropriate. It is interesting that such a clearly paternalistic attitude prevailed in the
times when medicine was most often powerless, when diagnoses were more than
uncertain, and when treatment methods were often ineffective, if not overtly harm-
ful. In the early twenty-first century, we are in a different situation. Nowadays, most
diagnostic and therapeutic methods are on a firm scientific basis. Despite this fact,
we simply cannot imagine excluding a patient from the information and from the
process of making a decision.

The word autonomy is derived from the Greek words auto (self) and nomos
(law)—one who gives oneself one’s own law. For full implementation of autonomy
of an individual, the following conditions have to be respected:



6.2 Right to Confidence 37

e Right to information

e Right to confidence

e Right to privacy

e Ability to deliberate and formulate a decision

e Ability to implement a decision, and the right that the decision is respected

6.1 Right to Information

Full information is an essential basis for any rational process through which an
individual can form an opinion and reach a decision. The duty to inform is, there-
fore, among the basic tasks of every physician. Due to the importance of this topic,
the next chapter will be dedicated to communication and information in medicine.

Regarding language, form, and contents, information should be adapted to
patient’s understanding; it should contain all essential facts upon which a decision
is built. With every chronic disease, presenting information to a patient should be
regarded as a process, rather than a single event: information changes along with the
dynamics of the disease and our deeper understanding of its course.

The patient’s right to information corresponds to the physician’s virtue of
veracity.

6.2 Right to Confidence

In this brief overview, the right to confidence and the right to privacy are discussed
within the broad principle of respect for autonomy. These two rights might well fit
also under the ethical principle of non-maleficence.

Since the time of Hippocrates and other ancient healers, respect for confidence
has been among the basic physician’s duties. Disrespect of confidence may affect
patients’ autonomy since individuals not authorized by the patient may influence
decision-making as well as infringing the patient’s privacy often regarded as an
aspect of autonomy. Other patients’ rights and interests may also be affected. As an
example, spreading the information about a genetic predisposition to a disease may
affect individual’s interests regarding education, employment, health and life insur-
ance, or choice of partner, and may also affect the lives of other family members.

Commitment to confidence may be disregarded only in two situations: upon a
patient’s permission, or in the case of public interest, as specified by law and by an
ethical code. A patient may authorize the physician to reveal information on his/her
disease to relatives or others. From the ethical standpoint, oral permission is suffi-
cient; however, lawyers often require a written document, usually for evidential
reasons. In addition to such explicit consent, situations may arise when implicit
consent to reveal patient’s personal data was made. We speak about such implicit
consent when a patient holds out an arm to have blood pressure taken. But it might
also be relevant when a patient or his relatives widen the field of confidence and
openly speak about the disease in public. Here are two such situations.
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When talking to a journalist, 24-year-old J.K. told her that he had advanced testicular can-
cer with lung metastases. During chemotherapy at the Institute of Oncology, he suffered
from severe nausea and vomiting and, therefore, declined further treatment. Instead, he
contacted a healer who proposed goat milk and treated him with bio-energy. Since then,
three years have passed. He feels healthy, and chest X-ray and tumor markers are now nor-
mal. A paper entitled “Natural treatment cured him of cancer” appeared in a local tabloid.

Is it acceptable for his oncologist to send a letter to the journal, explaining that the
cure for this cancer is due to chemotherapy and not to the alternative approach?
After five (of the planned six) cycles of intensive chemotherapy, the lung metastases
disappeared, and tumor markers returned to normal values. May he assert that the
statement that the “official medicine had thrown up its hands” is not true? Most
lawyers would say that the doctor may reveal personal information only after the
patient’s explicit consent. From my own ethical standpoint, however, it should be
not only acceptable but indeed highly justified to offer an explanation that would be
beneficial to other patients who might follow such distorted reports.
Here is another example of implicit consent.

In an interview published in a national weekly magazine, the father of 12-year-old Domen
accused a physician of committing malpractice. At the age of 3, the boy was brought to a
hospital due to pyrexia. The diagnosis of meningitis was made only three weeks later. Due
to a delay in diagnosis, Domen is severely handicapped and is mentally on the level of a
2-year-old child. According to his father, the doctor should be prosecuted for the conse-
quences of malpractice. The name of the accused physician appeared in bold letters on the
cover page of the magazine.

After such a public attack, should the physician be allowed to defend herself by
revealing the whole story? May she tell that the course of disease was very atypical
for meningitis? The first two lumbar punctures were negative, and only the third
lumbar puncture confirmed meningeal inflammation. The diagnostics were per-
formed according to all standards, and there is nothing to support the accusation of
a professional malpractice.

In ethical consideration (but not necessarily so in the legal perspective), it is the
patient who defines the field of confidence. In case of a complaint against his physi-
cian and addressed to the Medical Chamber, members of the Ethical Committee are
informed about his complaint and seek an explanation from the physician. Still, they
are bound by the rule of confidence and therefore should not reveal the story to
anyone outside of their circle. However, if the patient or his/her relatives bring the
issue to the public, then I believe that the physician has every right to address the
same audience with his explanation.

Finally, we have to add a comment about breaking confidence due to a higher
interest—the interest of other persons, or of society at large.

Airplane pilot Andreas Lubitz, aged 28, attended a psychiatric out-patient clinic. Due to
Lubitz’s tendency towards suicide, the psychiatrist declared him to be unable to work.
Lubitz kept this report to himself and went back to work as a co-pilot. On March 24, 2015,
when flying over the Pyrenees, he locked himself into the flight deck and intentionally
crashed the plane, killing 158 people.
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I firmly believe that the psychiatrist should have sent his report to his employer, the
airline: we are dealing with a higher public interest which should have priority over
the patient’s right to confidentiality. Even if the chances of committing suicide were
slight, the consequences were so grave that the airline company should have been
contacted.

In ethical reasoning, the Lubitz case is relatively simple. The physician’s
breaking the obligation of confidentiality would remain undisclosed if Lubitz
had kept his promise and remained on sick leave, instead of returning to work. In
contrast, the tragic consequences of non-compliance with the physician’s advice
are extreme. More delicate is a situation with a psychiatric patient who would tell
his physician about his plans to harm somebody from a narrow circle, such as a
spouse or other family members. In a dilemma between professional confidenti-
ality and responsibility for those mentioned by the patient, the physician knows
that warning the persons in question, or even a request for protection by police
does not guarantee definitive protection. At the same time, the patient will notice
the protective measures and will not trust the physician in their future
relationship.

6.3  Right to Privacy

While the obligation to confidentiality corresponds to the right of a patient to con-
trol the flow of personal information, respecting privacy should protect a patient’s
right not to be disturbed in his private world.

The degree to which the right to privacy is respected may be the most obvious
difference between state-owned and private providers of healthcare. Inadequate
conditions in overcrowded hospitals lead to frequent disrespect of the right to
privacy. During hospital rounds, patients are often interviewed or examined in
the presence of other patients in the same room. However, we should not blame
only the old hospital facilities: quite often, physicians and other health person-
nel do not even notice that their conduct is inappropriate. In the next chapter on
communication, we will emphasize that a patient should be regarded as a per-
son, rather than merely a bearer of a certain diagnosis. While the conversation
with a patient normally includes some non-medical issues, we have to be aware
that only a thin line separates the questions addressed to reveal patient’s per-
sonal life from those that may be considered as an intrusion into patient’s
privacy.

In activities related to teaching and research, the protection of patients’ privacy
is of special importance. A request for a patient’s permission to present her to a
group of students should be taken seriously, and her eventual non-cooperation
should be accepted as normal. In medical research and especially in designing per-
sonal questionnaires, the topics related to patients’ privacy should be included only
if absolutely necessary for the purpose of the research, with an option to omit these
answers.
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6.4  Voluntary Surrender of Autonomy

A person who is adequately competent, able to understand the situation, and able to
decide may also waive his right to autonomy. In medical practice, this is by no
means rare. “Doctor, you know, please do what you think is best for me,”—all phy-
sicians have often heard such words.

In such a situation, the physician should nevertheless explain all circumstances.
Continuous information on the plan for diagnostics and treatment also applies to a
patient who has transferred his autonomy to a physician. In case of a new situation,
such as a plan for a new treatment, the physician should again offer the patient the
opportunity to express his or her preference regarding treatment options.

6.5 Patients’ Autonomy and Cultural Diversity

In the world of great cultural, religious, social, and economic diversity, significant
differences are present regarding attitudes towards individual autonomy. The
European and North American view on individual autonomy cannot be simply
applied to other parts of the world. As we move to the South and East, we can see a
marked imbalance of the social role and rights of women in comparison to men. In
addition, the interests of the extended family, religious community, or the state often
prevail over the interests of an individual. This is also reflected in communication
and in decision-making in which the will of an individual and especially of a woman
is of lesser importance.

I have no personal experience regarding the situation in which a physician with
the European cultural background moves to Africa, the Middle East, or Asia, and I,
therefore, cannot offer clear advice. It seems that the physician will have to comply
with the local norms and relations. At least to some degree, the physician’s attitude
towards patients, family members, and wider society will be adapted to their expec-
tations. However, a different situation arises when a physician cares for a patient
who immigrated from different cultural surroundings. In my view, in such cases, it
is the immigrant who has to adapt. While much effort and time are needed for com-
munication and for reaching a decision, there should be no dilemma: in our cultural
and ethical tradition, the individual and his or her interests and preferences have
priority, regardless of whether we are dealing with a patient of our nationality or
with an immigrant.

6.6  Persons with Limited Autonomy

In the realization of individual autonomy, the key elements are a critical reflection
of the personal situation, understanding of the information, the ability to formulate
a judgment, and the ability to decide. When these requirements are not met, we
speak about persons with limited autonomy. This category includes:
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e Children

* Unconscious patients and patients with limited consciousness

» Patients with severe emotional stress due to unexpected serious illness

e Patients with severe psychiatric diseases, here including mental retardation and
senile dementia

It is of critical importance to understand that the dilemma between adequate and
limited autonomy is not a question of all-or-nothing. Patients with limited auton-
omy are still able to decide about some issues regarding their way of life and treat-
ment. They should be allowed to decide about all options that remain within their
ability to understand. Even if a patient is clearly not able to make a rational decision,
the physician should offer information on the disease and treatment, adapted to his
or her level of understanding. Limited autonomy is therefore not a reason to aban-
don the duty of informing the patient.

In the past, it was the physician who decided on issues that were beyond the abil-
ity of a patient with limited autonomy. Even today, such a paternalistic approach is
often the only real option in emergencies, such as immediate assistance to an uncon-
scious patient when relatives are not present. In all other circumstances, support and
agreement for a medical decision should be sought from the patient’s surrogate
decision-makers or on the basis of the patient’s advanced directives.

6.7  Surrogate Decision-Makers

We speak about surrogate decision-makers when another person, the guardian,
decides in the name of a person unable to make a decision herself. Parents for chil-
dren and close relatives for others are usually those who accept the burden and
responsibility for a decision. Occasionally, a guardian would present a written
authorization: either signed in advance by the patient, or by the court in the case of
mentally incompetent patients. More often, the guardian is a family member who
does not have a formal document to authorize his role, in which case we have to
trust and take him at his word. In such a case, some caution is recommended, espe-
cially when dealing with more complicated family relations such as divorced and
remarried persons. When the issues of finances or inheritance are at stake, the physi-
cian should strive to reach a consensus of a wider circle of family members.
Respecting the ethical principle of autonomy is the most important, and indeed
the only valid basis when a person with full autonomy decides about herself. Clearly,
a person with full autonomy may insist on a decision that is against her best inter-
ests, and a physician has to respect such a decision. In cases of surrogate decision-
making, the situation is different. Surrogate decision-making does not refer to the
ethical principle of autonomy, but rather to the ethical principle of beneficence.
When making a decision about a medical procedure for my child or for my elderly
parents with dementia, I should not defend a decision that would be harmful to
them. Children are not parents’ property, and parents share the duty to act in their
best interests. The physician has the right and the duty to defend a child or another
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person with limited autonomy when a surrogate decision-maker acts against the
patient’s best interests. In cases of disagreement, the interests of the child, or of
another person with limited autonomy should prevail. The most appropriate resolu-
tion of such a disagreement is a rapid court decision. However in many countries
including my own, Slovenia relying on a court decision would bring an unaccept-
able delay. For situations when a decision has to be made by physicians themselves,
Article 16 of the Slovenian Code of Medical Ethics states:

If the advance directive of a patient who is not capable of decision-making with respect to
his or her own care is not known, the physician shall, in consultation with the patient’s close
relatives, propose treatment that is most beneficial for the patient according to the physi-
cian’s judgment. If the consultation procedure results in disagreement, a medical council
shall decide on the patient’s greatest benefit and shall inform the patient’s close relatives
about the decision. If the disagreement is not resolved at that point, the physician is not
bound to comply with the relatives’ divergent opinion.

6.8 Advanced Directives

In cases of limited autonomy, the patient’s advanced directive is the second possibil-
ity to support a medical decision. Advanced directives are a logical consequence of
the clash between the widening options of modern medical technologies to prolong
life, and the increasing awareness of the right to control one’s own life, here includ-
ing dignity when approaching the end of life. Elderly, or patients with severe chronic
diseases often wish to express their preference regarding treatment in case of future
incompetence and deterioration of their health. Since nobody can envision all pos-
sible future scenarios, the contents of such advance directives are usually quite
broad and include statements such as refusal to be admitted to an intensive-care
unit, or refusal of resuscitation. While advanced written directives remain rare in
many countries, it is clear that this practice will become more common in future.

Advanced directives may be written and signed, sometimes in the presence of a
family physician. They may also be expressed orally, preferably in the presence of
at least two witnesses.

An advanced directive has no absolute validity. First, there is a time limit: many
laws and regulations limit the validity of patients’ advanced directives to 5 years,
after which the person should renew its validity. In my view, a physician should
always strive to understand whether the patient really envisioned the current situa-
tion at the time when formulating an advanced directive. The nature of the current
medical problem is important: while a successful antibiotic treatment of acute pneu-
monia may quickly return the patient to her previous state, such a scenario is clearly
different from a decision to start long-lasting artificial ventilation. Even when pre-
sented with a clear advanced directive, the physician should speak to a frail patient
and try to get his or her current preference: treatment including intensive medical
procedures or limited to palliative care. The physician should be aware that signing
a sentence stating “Please let me die” when in relatively good health and for some
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abstract future time is much easier in comparison to reaching such a decision when
the time comes.

In situations at the end of life, a patient’s advanced directive is of precious help
to a physician but has no absolute validity.

6.9  Physician’s Autonomy and Conscientious Objection

Many important medical decisions are formulated in a group, such as a team meet-
ing about newly diagnosed patients. When all relevant aspects are considered, and a
balanced decision is reached, such a process is clearly beneficial to the patient. In
collective decisions, the opinions of senior and experienced physicians usually pre-
vail, and it is rare that a young physician would be successful in advocating an
alternative option.

The next step is the implementation of the decision made by a team. Here, we are
dealing with a personal rather than collective responsibility. This leads us to a con-
clusion: a physician who disagrees with a decision of a medical team and thinks that
the proposed action is not in the patient’s best interest has the right and duty to
decline to perform the procedure. In such a case, we are dealing with the physician’s
right to autonomy.

The second example of respecting physician’s autonomy is conscientious objec-
tion. In this case, the physician declares, in advance, that a certain act is not compat-
ible with his or her personal values. The physician should be aware of the fact that
his conscientious objection may conflict with his regular professional obligations.
Let us be concrete: a physician who opted for specialization in gynecology and
obstetrics may, according to my personal opinion, still declare conscientious objec-
tion against performing abortions, especially if seeking employment in an institu-
tion where abortions are not performed. In contrast, it is difficult to support a
gynecologist in primary care who declares conscientious objection against prescrib-
ing contraceptives. Such a physician should understand that control of human repro-
duction is not only among the basic human rights but is widely acceptable also for
the majority of religious persons.
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Abstract

In medical education, communication is given far less attention, in comparison
to diagnostics or treatment. Proper communication is of paramount importance,
and weak communication is at the roots of most complaints or accusations of
professional misbehavior. Communication should always be bidirectional. When
dealing with relatively simple and transient medical problems, communication is
often limited to technical instructions. With chronic diseases, communication
includes much deeper insight into patient’s personality, family, and social back-
ground, and should be understood as a process, rather than as a single encounter.
Honest information about the results of diagnostic procedures and understand-
able presentation of the proposed treatment are essential. In contrast, the progno-
sis of a disease often remains uncertain and should be communicated with
caution: statistical data have limited validity for an individual, and unexpected
favorable or unfavorable course of a disease is not rare. In dealing with a serious
disease, an experienced and compassionate physician understands that positive
motivation of a patient and of his/her family or supporting team is of crucial
importance.
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Diagnostics, treatment, and communication as the three pillars of medicine may be compared to a
three-legged stool: if one leg breaks, the chair collapses

The three pillars of medicine are diagnostics, treatment, and communication. These
may be compared to a three-legged chair: if one leg breaks, the chair collapses.
Everyone will agree that we cannot choose appropriate treatment without having
established an accurate diagnosis. Similarly, the importance of selecting the best
possible treatment is obvious. However, despite accurate diagnostics and the best
treatment, physicians can fail if they are not able to communicate their knowledge
to the patient in a clear and understandable manner and if they do not adjust their
actions to the values and expectations of the patients. Inappropriate and poor com-
munication is at the roots in most allegations of malpractice.

7.1 Information Flows in Multiple Directions

In communication, information flows from the patient to the physician and of course
in the reverse direction, from the physician to the patient. Only in this way can they
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jointly establish the diagnosis and choose treatment options. Frequently, they will
also involve other persons in the process of communication, for example, medical
nurses, social workers, and occasionally a psychologist. On the patient’s side, fam-
ily members, friends, and co-workers may participate in the communication. Due to
the requirement for multidirectional communication, information should not be lim-
ited to written explanations. Booklets, informative leaflets, and other forms of writ-
ten explanation are certainly great support materials; however, these cannot replace
personal conversation.

7.2 Communication as a Process

In simple medical interventions, such as minor injuries, the focus of communication
is on technical instructions. The situation is different when dealing with severe and/
or chronic diseases.

Tamara, aged 31, a never-smoker and mother of two children, worked as a financial consul-
tant in a research institute. Due to persistent back pain, a radiological examination was
done, leading to a temporary diagnosis of a lytic lesion in a pelvic bone. Further diagnostics
discovered a primary tumor in the right lung, and biopsy confirmed the diagnosis of adeno-
carcinoma. With positron emission tomography, multiple bone and liver metastases were
clearly visible, thus confirming the advanced stage of the disease. As the initial treatment,
palliative radiotherapy to the painful bone was proposed; however, the plan changed follow-
ing an additional pathology report: the tumor was positive for mutations of epidermal
growth factor receptor. She consented to participate in a clinical trial of intercalated chemo-
therapy and a tyrosine kinase inhibitor. This treatment led to a complete response: she
returned to work and enjoyed life with her family. Two years later, however, multiple brain
metastases appeared. Palliative radiotherapy had only a temporary effect, and three years
after the initial diagnosis, she died in the palliative unit of a local hospital.

At every step of this case, proper communication was an essential task of the physi-
cian. During the 3 years of her disease, 11 situations—and possibly more—may be
identified when a detailed explanation of indications for diagnostics and proposals
for treatment were needed and when her attitude, consent, or alternative opinion
needed to be heard and considered. Gradual understanding of the characteristics of
the disease, evolution of the disease process, and the patient’s attitude towards the
disease and treatment all changed with time and influenced communication.
Communication is a process rather than a single event. The second, equally
important reason for arranging several meetings is that the patient and his relatives
cannot absorb and understand extensive information about the nature of the disease,
intended diagnostics, treatment, and supportive therapy during a single visit. We,
therefore, must schedule several meetings and make it possible for them to ask
questions about whatever might have remained unclear from previous visits.

7.3 Modern Media and the Internet

Many physicians feel irritated when admitting patients who seek opinion on infor-
mation and advice they found on the internet. The physician often has the
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impression of being a part of a communication triangle: the physician, the patient
and his relatives, and an anonymous adviser from the web. Should the physician
allow that the process of decision-making involves someone who does not know the
patient in question, someone who is not aware of truly feasible diagnostics or treat-
ment options and who obviously takes no responsibility for his or her advice? How
should the physician respond to information that does not rest on the scientific foun-
dations of contemporary medicine and is evidently driven solely by financial
interests?

A bad mood, feelings of superiority, or outright rejection of all sources of infor-
mation from the media or the web can only lead to conflict. It is true that internet-
driven information overload requires clarification, which takes the physician’s
precious time, often exceeding the limited minutes planned for the patient’s visit.
Nevertheless, the physician should maintain positive attitudes towards the informa-
tion available on the web. Physicians must understand that this is not a sign of mis-
trust but rather an attempt by the patient and the relatives to find hope despite the
perhaps distressing prognosis. At the same time, such scenarios remind us that phy-
sicians should be actively involved in curating objective information on the web.
The physician must understand that denial is not productive. The internet is a reality,
and providing objective information is the only solution for alleviating the problem
of biased information on the web.

7.4 The Broad Scope of the Conversation

The contents of the conversation between the physician and the patient are of course
strongly determined by the nature of the medical problem. In communication about
diseases that have a major impact on the patient’s life, it is crucial that the physician
and the patient establish a good interpersonal relationship during the very first
encounter. When I meet a new patient suffering from lung cancer, I simply cannot
start the conversation by asking: “Are you coughing up blood?” The patient is often
in distress, deeply worried, and uncertain. I can lead him out of this state by asking
where he came from and what he did for a living. If it turns out along the way that I
happen to know the patient’s village and his veterinarian, we have overcome the
initial mistrust. This will allow me to adapt future conversations to the patient and
his way of understanding. Even for me as a physician, the work is significantly more
interesting if I treat my patients as fellow humans and not solely as carriers of diag-
nosis. This conclusion is borne out in the numerous records made by physicians;
one can read countless surprising, often entertaining stories. What all these recollec-
tions have in common, however, is the link between the medical problem and the
patient’s life story. I will never forget a patient from Komenda, a small town near
Ljubljana. I was asking him about his profession as a blacksmith. When we were
discussing horseshoeing, I asked (being an urban dweller who never lived in the
countryside) if he was scared when nailing the hooves. “What if the horse kicks?”
“No, doctor. First, you approach the horse, stroke his mane and talk to him; then he
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will lift the foot up by himself.” The same holds for patients: kindness during the
first encounter opens the door to good cooperation.

The conversation about the disease interweaves the topics of diagnosis, treatment
options, disease prognosis, and patient motivation. Frequently, the disease is recog-
nized only gradually, and this must be reflected in communication. There is nothing
wrong with telling the patient that I do not yet know everything. Acknowledging
such uncertainty is even more important when giving the prognosis.

The experienced physician knows that statistical predictions cannot be projected
onto the individual patient and that the course of the disease can always foster
exceptions, for better or for worse. The sentence “Doctors gave me six months to
live” may be heard in clichéd TV shows but has no place in the physician’s office.
Fortunately, physicians in Europe are not yet in a situation as in the USA, where a
physician was sued for not having presented the precise survival statistics to the
patient. In my approach, I prefer that of Srecko Katanec, former manager of the
Slovenian soccer team who knew how to motivate his soccer team and led them to
victory against objectively stronger opponents, world champions from Italy. Indeed,
precise statistical predictions may be very discouraging. Every patient has the right
to hope for a miracle, or at least to hope to be on the better side of the Gaussian
survival curve. Every patient represents a unique narrative, and one of the physi-
cian’s important roles is to motivate the patient and to not shatter his hopes.

When upon learning about the serious disease, the patient experiences distress or
crises—the best help we can offer is to motivate him to be active. The physician
informs the patient about his options for improving his chances: instructions for
physical activity, healthy diet, good hydration, and breathing exercises. Some
patients even believe homeopaths, other sorts of wizards, and their “bioenergy.”
Although these therapies are certainly driven by mere placebo effects, they can offer
psychological support to the patients as additional measures. Of course, the basic
treatment must not be discontinued in such cases.

7.5 The Opaqueness of the Medical Jargon

A great obstacle to communication is the medical language that is often incompre-
hensible to persons with no medical knowledge. Many among us have been asked
by friends to “translate” a report of medical examination or a hospital report into
more comprehensible language. It is, of course, understandable that we use profes-
sional terminology in written documents; however, in a conversation with the
patient, we need to assess whether he/she can understand us. Someone without
medical education will have a difficult time understanding what we mean by “adju-
vant therapy.” When I see a woman who, despite a successful cancer operation,
needs additional (adjuvant) therapy, I explain it as follows: “Imagine we cleared the
weed from your garden by cutting it with shears. We might not see the weed right
now; yet, if this is all we do, it will grow back.” When explaining the diagnosis and
proposals for treatment, analogies with everyday life can be of great help.
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Should we avoid using the word “cancer” when talking to the patient? Should we
rather use a different word such as “lump,” “thickening,” “tumor” instead? No,
when deciding about treatment options, we cannot avoid using the word “cancer.”
Once I get to know the patient better, and I refer her to control examination after
treatment, I can relax the conversation somewhat and say that “We are simply trying
to see whether the tenant has left already.” At the right time and in the right amounts,
an entertaining tone can fit the conversation well; we must not, however, give jokes
as answers to serious questions—the patients might rightly think that we are making
fun of them.

We all know physicians who see conversations with patients as a source of
annoyance. Most often they prefer to limit themselves to technical instructions:
“Please come tomorrow at 11 AM to...”. These physicians will most often say that
they have no time for conversations with patients. The excuse about the lack of time
simply does not hold. We have already seen that poor communication is the root
cause of most allegations of malpractice. In the case of public allegations, the same
physician will lose incomparably more time when trying to defend his actions in the
media and in court.

EEINT3

7.6  Cultural Diversity

Cultural diversity is growing in society at large, and clearly also in medicine. In
patient management, we cannot disregard the patient’s system of values and the
specific environment from which the patient comes. Our sensitivity to cultural
diversity and our ability to adapt our attitudes towards patients accordingly is one of
the fundamental requirements for good communication.

In communication with patients, there is no place for stereotypes or nationalism.
Patients coming from underprivileged communities need closer attention because it
is more difficult for them to claim their rights by themselves, and they have more
difficulties expressing their wishes and expectations. While we understand that
many foreign patients do not speak our language, some have difficulties accepting
the fact that certain immigrants are not fluent in the language of their host country.
Yet, between the ghetto where they live and the construction site where they work,
there is neither the desire nor the opportunity to learn what for them is a foreign
language. The physician must realize that the contents of the communication are not
determined by what the physician said but by what the patient understood.

7.7 Practical Advice

Often though of course not always, both husbands and wives find it helpful if they
can enter the physician’s office together, as a pair. Their joint understanding will be
greater, and there will be fewer misunderstandings about what the physician and the
nurse told them. It will also be easier for them to continue the conversation at home.
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We often see that disease brings couples closer together. Old resentments are
forgotten and together they fill their relationship with new content. Care for an ill
partner can even become excessive. Especially when a wife takes care of her ill
husband, we sometimes see a disturbing insistence on feeding, an excessive prohibi-
tion of even a single drop of alcohol or a much craved for cigarette, and dispropor-
tionate attention to everything, even very minor signs of disease.

In terms of communication, the most difficult group in severe or chronic disease
treatment is single men. They find the new situation difficult when suddenly they
are not completely independent anymore and must rely on help from others. These
men have hard times acknowledging their helplessness. Some of them may be vic-
tims of the society of “permanently adolescent” boys that works perfectly in a pub,
but quickly forgets those who no longer sit at the bar. The situation is different for
single women who often build a circle of colleagues and friends whom they can ask
for help when in distress.

Let us conclude this chapter with practical advice for those readers who feel and
know that medicine is more than just a technical routine. Communication requires
readiness, space, and time. Even if the physician is sincerely willing to have a con-
versation with the patient, it is undoubtedly true that he is not available all the time
for a long conversation. In my experience, it is extremely important that the physi-
cian schedules in his agenda office hours, days and times when he is available to talk
with patients and their relatives. Otherwise, patients and relatives will be chasing
him in the office, the ward, in breaks during surgeries, during preparation for a dif-
ficult procedure or on a day off after being on duty. When relatives stop the physi-
cian in the hallway right before a meeting or a lecture, they often incorrectly assume
that he knows all the patient data and examination results. Such a passing and unre-
solved conversation can be very counterproductive. Publicly announced office hours
are not a waste of time, but instead make for a better use of it.
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Abstract

Nowadays, medicine is almost always a team activity. While physicians readily
ask for the help of colleagues of other specialities, some physicians are reluctant
to recognize the expertise of other health professionals such as nurses. However,
in the light of rapid expansion of knowledge in all fields of medicine, sharing of
knowledge, expertise, and responsibility is essential. Within a healthcare team,
discordances in professional and organizational issues are inevitable and should
be resolved in an open discussion based on arguments, rather than on power.
Authoritarian leadership is inappropriate as it leads to frustration, suppression of
new ideas, and concealing of professional misconduct.

A boat trip for a positive team spirit

In the previous chapter, we focused on communication with the patient and rela-
tives. We are left with the important question of relations within the medical team.
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Until recently, the physician was considered to be not only the first but also the
only one to decide whatever is at stake in his healthcare institution and the health-
care system generally. Nowadays, teamwork is a reality. Let us emphasize, without
any pretense, that the patient is the healthcare team’s sole focus of attention.
Anything concerning interpersonal relations among the physicians themselves and
between physicians and other professional staff members must be centered on the
interest of the patient.

8.1 Professional Competence

The amount of knowledge about the causes of diseases, disease characteristics,
diagnostic procedures, and treatment is incredibly large nowadays. It is therefore
natural for physicians to turn to specialists for answers that extend beyond their own
speciality. It is much harder to understand, however, why many physicians ada-
mantly refuse to recognize that their own knowledge can be usefully complemented
by the expertise of other domains, for example, nursing. We are only gradually
incorporating these attitudes into our own mindsets. Because we physicians too
often do not show enough concern for real teamwork and collaborative efforts with
experts from other healthcare professions, they too (medical nurses, laboratory and
radiology engineers, biochemists, etc.) all too often prefer to stay within their own
professional circles. In some places, we can therefore already see two separate sys-
tems of patient management in place: medical and nursing treatments. It should go
without saying that this is of no benefit to the patient.

8.2 Communication in a Medical Team

The same principles that we described in the chapter on communication with
patients apply to communication in a medical team. Here, too, communication must
be bidirectional, and it must be an ongoing process.

Bidirectional communication is essential in everyday work. Good communica-
tion with a medical nurse can help the physician in assessing the patient’s condition,
in forming a plan of treatment, and in conversations with the relatives. The physi-
cian is aware that he spends considerably less time with every individual patient
than the medical nurse does; her assessment can, therefore, be immensely helpful.
When faced with specific expert questions—for example on the treatment of consti-
pation or in preventing and treating bedsores—he will consult the nurse for advice.
Even in cases of decisions pertaining to invasive diagnostics in elderly patients
whose health condition is poor, a young physician might take into account the
advice of an experienced medical nurse who will be in a better position to judge that
the patient is at the end of life. Clearly, the influence is bidirectional: the physician
will explain to the entire team that this is an exceptional case and that despite the
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presently critical and—at first glance—hopeless situation, the team must do every-
thing to follow slim chances for survival of the patient.

Bidirectional communication is especially necessary when introducing innova-
tion in diagnostics and healthcare. No physician and no medical nurse should intro-
duce a new approach before presenting it to the entire medical team.

When we discussed communication with patients and relatives, we emphasized
the importance of good organization and office hours. It is similar for communica-
tion in the medical team. Questions about relations, work organization, or profes-
sional issues cannot be resolved “at the door.” The physician should prepare a
regular schedule of medical team meetings where professional and organizational
issues can be discussed. Everyone should have the opportunity to put forward his or
her proposal at the meeting before conclusions and decisions are formed.

8.3 Disagreement and Conflicts

Disagreements in medical teams are commonplace. We can distinguish between
creative and destructive disagreements. When a disagreement arises, it is in the
large majority of cases a creative disagreement: a team member sees the solution
to a given professional or organizational problem differently than most other mem-
bers or the team leader. A good team leader will be receptive to new ideas and
changes and will initiate an open discussion of proposals. Unfortunately, many of
those in leading positions see any proposal for change initiated by other team
members as a threat to their authority. Such self-centered leadership will bring
creative disagreement to a destructive phase. Wholly professional and organiza-
tional issues become intertwined with personal resentments and disqualifications.
This is to the detriment of the entire team and indirectly, obviously, the patient.
Disagreements that have entered the destructive phase cannot be solved at the same
level, which means they must be dealt with at the higher levels of management.

The relationships with patients and their relatives are similarly not always har-
monious; tensions and open disputes can also arise there. Addressing the issues as
soon as possible, honestly, without preconceived judgments or disqualifications,
and with a sense of solidarity among all healthcare professions—these are the basic
principles for solving the conflicts. It would be very inappropriate if the physician
stepped back because, say, the conflict involves the patient, the relatives, and the
medical nurse, as if the dispute were not the physician’s problem. The physician
leading a department or a clinic must accept the burden of his responsibility. On the
one hand, he should appease the patients or relatives by offering an appropriate
explanation, even an apology. He can thus prevent the dispute from entering a
destructive phase which could potentially involve the media and lawyers. On the
other hand, he should hold an open discussion with the medical team to analyze the
origins of the dispute. When a leader assumes his responsibility in managing con-
flicts with patients and relatives, this gives him the right to point out, amicably,
inappropriate measures.
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8.4  Positive Team Spirit

Let us conclude with a thought on positive team spirit. We spend a major part of our
lives at work. It undoubtedly matters if we are coming to work relaxed and happy or
embittered in unwilling. It is not just about personal feelings, but also about effi-
cient, professional and patient-friendly service. We are talking about mutual help
when we do not want our colleague to say “This is not my duty” and walk away. In
the previous chapter, we have seen how spending a couple of minutes discussing
non-medical questions with the patient can significantly facilitate communication.
In relationships with our co-workers, a short chat on family-related questions or a
team-wide afternoon retreat for bowling will help instill a positive spirit in the entire
team.

Finally, I do not want to leave the readers with the impression that I assigned too
many professional duties to the physician. Disappointments, even over actions taken
by our professional peers, are unavoidable. In such cases, the family remains our
only source of support. The physician should take care of his family and maintain
harmonious family life when his professional environment is still in good order.
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There are not many bad people. Working conditions are bad,
not people.
Andrej Robida

Abstract
Five key issues on medical malpractice will be discussed.

1. Many cases of malpractice are settled with good communication and an excuse,
when appropriate. In contrast, weak communication is at the roots of most cases
that are brought to the attention of a wider community, to media, or to the legal
system.

2. Accusations of medical malpractice often originate from misunderstanding of
medicine as an accurate scientific discipline. Patients, their relatives, lawyers,
and journalists do not understand that medical decisions are often based on
incomplete or non-specific diagnostic procedures, and that the most probable
diagnosis in a certain situation may not be the correct one.

3. Regardless of whether a suboptimal outcome is due to circumstances beyond
physician’s control or to a clearly inappropriate decision, a patient should be
entitled to financial compensation.

4. Prosecution of individual physicians is justified only in rare cases of overt
misbehavior.

5. Open discussion and careful analysis of every case of malpractice are essential
steps for the prevention of it and the improvement of patient safety.
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The Nekrep Case was a court trial that followed the death of 12-year-old Bor Nekrep, due to a
misdiagnosis in Slovenia in March 2008. The treating pediatrician misdiagnosed an inborn defect
of the urea cycle (a very rare genetic condition). After the boy had been brought by his parents to
the Pediatric Clinic in Maribor, the doctor, among other things, measured the level of ammonia in
his blood and on the basis of a significantly increased level erroneously diagnosed Reye syndrome.
Because of the misdiagnosis and a delay in appropriate treatment, the boy developed cerebral
edema and died 8 days later [1].

A family physician performs at least 5000—in some cases even more than 10,000—
patient examinations per year. A surgeon performs over 100 major operations per
year. An interventional radiologist working in a large medical center performs hun-
dreds of catheterizations and coronary artery dilatations per year.

Is it reasonable to expect that a physician will never make a mistake in reaching
a diagnosis, in the assessment of patient’s health condition or in choosing the best
mode of treatment? Is it realistic to expect that a surgeon or interventional radiolo-
gist will never fail despite their best intentions? We know the answer: it is not pos-
sible to completely avoid complications in medicine.

9.1 Mistake, Error, Neglect, Unfortunate Coincidence?
Some rephrase cases of medical malpractice as “complications,” “error,” “fault,”
“inaccurate judgment,” “neglect,” “unexpected consequences of treatment,” “unfor-
tunate coincidence,” “poor communication among members of the medical team,”
or “grave professional neglect.” In this chapter, we will deliberately leave such
pigeonholing and euphemisms aside. From the patient’s point of view, it, in fact,
does not matter what the reasons were that led to a bad outcome of a medical proce-
dure. Every individual patient has a right to expect optimal and safe medical treat-
ment, and the medical system should meet such expectations. As we shall see, this
is unfortunately not the case.

9 <
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Rare are the countries with good systems of reporting and analyzing professional
mistakes in healthcare. Sometimes physicians do not notice a mistake and fail to see
that different measures might have prevented an unwanted course of a disease. Even
more commonly, however, physicians remain silent about their own or a colleague’s
mistake since they wish to avoid criticism or even prosecution. Thus, the real burden
of medical malpractice remains unknown.

9.1.1 Limited Resources, Compromises in Probability-Based
Medicine, and the Right to Compensation

The three important implications of limited resources for medical care are an ethical
and legal burden for physicians working under suboptimal conditions, poor effi-
ciency of the existing financial resources, and suboptimal patient care. The first
issue will be discussed here, leaving the other two for the next chapter.

In many countries with a healthcare system based on solidarity, we practice
probability-based medicine since professional decisions are often subject to com-
promise. Physicians and other healthcare workers know very well what measures
should be taken in any given situation; yet, optimal and professionally correct solu-
tions are often not feasible due to financial limitations, limitations in personnel or
due to long waiting periods. Compromises are most commonly made in diagnostics.
Because there is no way we can perfectly verify a diagnosis, physicians must act
probabilistically. Decision-making that follows the logic of sports betting is of
course far from optimal.

In probability-based medicine, it is most often not possible to talk about indi-
vidual responsibility. Better stated: it would be possible to address individual
responsibility; however, one would have to go to a higher level—to a director of the
hospital, to the national secretary for health, or to the prime minister. In any case,
we cannot blame the physician as an individual. Consider the following concrete
example:

A trainee in carpentry had two of his right-hand fingers cut off during his traineeship. He
immediately wrapped the fingers in a clean cloth and covered them with ice. He got to a
hospital in 15 min. The only surgeon on duty had just started an extensive surgery of a
patient who had been injured in a car accident. The surgeon was only able to start finger
replantation procedure after three hours. After 2 weeks, it became clear that the reattach-
ment of fingers failed which was certainly due to the overly long delay time between the
accident and the surgery.

Is the surgeon to be blamed in this situation? No, of course not. Was patient manage-
ment inappropriate and did the young man suffer damage? Yes, absolutely. Would
he have the right to compensation? Well, now we find ourselves in trouble. Following
the insurance practice in many countries, the patient is entitled to compensation
only in cases when the physician is proven guilty. It would be fair that the insurance
company (where every healthcare service provider is insured for cases of profes-
sional liability) paid the compensation. At the same time, the insurance company
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should inform the hospital management that they will raise the premium should
similar cases reoccur. In such a way, the responsibility for poor professional service
would shift towards the root of the professional mistake: the hospital management
should reevaluate whether saving money on emergency services is justified.

9.2  Criminalization of Professional Malpractice

We have reached a crucial point: the criminalization of professional mistakes and
the interdependence of the right to compensation and proven guilt are the biggest
obstacles that prevent us from reporting, analyzing, and eliminating professional
mistakes in patient management. It is clear that physicians will not report cases of
incorrect diagnosis, inappropriate choice of treatment, or other types of malpractice
if our self-reporting has financial consequences or could even bring us to court. The
patient’s right to receive compensation in cases in which no guilt is established is,
therefore, crucial for physicians to be able to speak about mistakes, complications,
or malpractice openly with patients as well as with their peers. We must focus on the
event, not on the offender. Only once we accept this point of view will we be able to
seriously analyze professional malpractice and prepare measures for the elimination
of the underlying risk factors.

9.3 The Media, the Public, and Professional Mistakes

Many physicians are highly critical of the media that create sensationalistic reports of
professional malpractice to increase their ratings or circulation. There is quite some
truth to this criticism: supposed professional mistakes are often portrayed one-sidedly,
disrespectfully or with contempt (“‘gods in white”’) along with the full disclosure of the
physician’s personal information. While credible media outlets should allow the other
party—that is, the physician—to tell their part of the truth prior to publication so that
both perspectives (the patient’s and the physician’s) are subsequently published, such
a balanced presentation is rare. At the outset of the public discussion of a controversial
case, physicians usually find themselves in a defensive position. It is similarly not fair
that the patient or his lawyers can make public allegations whereas the physician’s
defense is limited by law due to the confidentiality of personal information. It was this
reflection that led us to propose in the new version of the Slovenian Code of Medical
Ethics the following: “Patients and their relatives determine the scope of confidential-
ity with respect to disclosing personal records. In cases of public accusation, the phy-
sician has the right to disclose those personal records that are crucial for an objective
evaluation of the contentious act.”

If we are sincere in placing the patient’s interest first, we must collaborate
responsibly with the media rather than turning our backs on them. To their credit, I
should stress that without media reporting many controversial cases would never
come to the light of day, numerous cases of professional malpractice would remain
unidentified, and we would not be seeking ways to perform safer and professionally
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correct service. We have noted already how we physicians often conceal our profes-
sional mistakes: be it due to distress, guilty conscience, professional solidarity or
due to the criminalization of professional malpractice. However, we are not alone in
this game: have you ever seen an economist, a judge, or a politician publicly dis-
close their unlawful behavior at their own initiative?

It is unfortunate that other involved parties do not participate in the disclosure,
analysis, and prevention of professional malpractice. For example, health insurance
companies that fund the healthcare services should protect the interests of their
insurance holders and carefully monitor the quality of the service provided.

9.4  Support for the Accused Physician

Finally, let us briefly discuss how to support the colleague who finds himself in dis-
tress due to allegations of professional malpractice. It is all too common that the
accused physician is left to himself, alone against the public, the media, the lawyers,
and even against his colleagues. Recall the story of Bor Nekrep, the unfortunate boy
from Maribor whose portrait is shown as an illustration to this chapter. In this case, the
hospital management kept silent for a long time, and renowned physicians publicly
issued strong statements about the mistake. Even the Medical Chamber of Slovenia
chose the wrong question regarding the appropriate medical procedure. Since their
question was based on a subsequently established diagnosis, they hired an Austrian
biochemist, a scientist, and an expert in a very rare metabolic disorder. Instead, they
should have considered the situation when the boy was brought to the hospital and
should have sought an answer about a professionally correct treatment of a 12-year-
old febrile and confused boy. Let me be clear: I do not claim that the physician’s
management was professionally correct. I also do not defend her way of communicat-
ing with the child’s parents, as presented to us in the media. However, I remain abso-
lutely certain that everyone, especially the hospital management and her colleagues,
should have offered her their support. Even if she, in fact, had committed a mistake, it
is our duty to lend support to our colleague. Remember the words from the beginning
of this chapter: there is none among us who have never made a professional mistake.

Reference

1. https://fen.wikipedia.org/wiki/Nekrep_Case

Suggested Reading

Adina Kalet A, Chou CL. Remediation in medical education: a mid-course correction. Berlin:
Springer; 2014. ISBN-13: 978-1493945061.

Bernstein M, Brown B. Doctors’ duty to disclose error: a deontological or Kantian ethical analysis.
Can J Neurol Sci. 2004;31:169-74.

Bono MJ, Hipskind JE. Medical malpractice. St. Petersburg, FL: StatPearls Publishing; 2018.


https://en.wikipedia.org/wiki/Nekrep_Case

62 9 Professional Malpractice

Durand MA, Moulton B, Cockle E, Mann M, Elwyn G. Can shared decision-making reduce medi-
cal malpractice litigation? A systematic review. BMC Health Serv Res. 2015;15:167. https:/
doi.org/10.1186/s12913-015-0823-2.

Kachalia A, Bates DW. Disclosing medical errors: the view from the USA. Surgeon. 2014;12:64—
7. https://doi.org/10.1016/j.surge.2013.12.002.

Kassim PN. No-fault compensation for medical injuries: trends and challenges. Med Law.
2014;33:21-53.

Klaas PB, Berge KH, Klaas KM, Klaas JP, Larson AN. When patients are harmed, but are not
wronged: ethics, law, and history. Mayo Clin Proc. 2014;89:1279-86. https://doi.org/10.1016/j.
mayocp.2014.05.004.

Pellino IM, Pellino G. Consequences of defensive medicine, second victims, and clinical-judicial
syndrome on surgeons’ medical practice and on health service. Updat Surg. 2015;67:331-7.
https://doi.org/10.1007/s13304-015-0338-8.

Perez B, Knych SA, Weaver SJ, Liberman A, Abel EM, Oetjen D, Wan TT. Understanding the bar-
riers to physician error reporting and disclosure: a systemic approach to a systemic problem. J
Patient Saf. 2014;10:45-51. https://doi.org/10.1097/PTS.0b013e31829e4b68.

Rodziewicz TL, Hipskind JE. Medical error prevention. St. Petersburg, FL: StatPearls Publishing;
2018.

Stamm JA, Korzick KA, Beech K, Wood KE. Medical malpractice: reform for today’s patients and
clinicians. Am J Med. 2016;129:20-5. https://doi.org/10.1016/j.amjmed.2015.08.026.

Surbone A. Onclogists’ difficulties in facing and disclosing medical errors: suggestions for the
clinic. Am Soc Clin Oncol Educ Book. 2012:e24-7. https://doi.org/10.14694/EdBook _
AM.2012.32.24.

Surbone A, Rowe M. Reflections of a colleague and patient on truth telling, medical errors, and
compassion. Surg Oncol. 2010;19:185-7. https://doi.org/10.1016/j.suronc.2009.07.002.

Wienke A. Errors and pitfalls: briefing and accusation of medical malpractice — the second victim.
GMS Curr Top Otorhinolaryngol Head Neck Surg. 2013;12:Doc10. https://doi.org/10.3205/
cto000102.


https://doi.org/10.1186/s12913-015-0823-2
https://doi.org/10.1186/s12913-015-0823-2
https://doi.org/10.1016/j.surge.2013.12.002
https://doi.org/10.1016/j.mayocp.2014.05.004
https://doi.org/10.1016/j.mayocp.2014.05.004
https://doi.org/10.1007/s13304-015-0338-8
https://doi.org/10.1097/PTS.0b013e31829e4b68
https://doi.org/10.1016/j.amjmed.2015.08.026
https://doi.org/10.14694/EdBook_AM.2012.32.e24
https://doi.org/10.14694/EdBook_AM.2012.32.e24
https://doi.org/10.1016/j.suronc.2009.07.002
https://doi.org/10.3205/cto000102
https://doi.org/10.3205/cto000102

Check for
updates

Limited Resources, Priorities, 1 0
and Corruption

Abstract

In this chapter, we discuss the situation in countries with a national healthcare
system and do not cover countries with private healthcare insurance or those
where services are paid out of pocket. Very few countries can meet all the costs
of modern medicine for all their citizens. The three consequences of the gap
between the available resources and the costs of modern medicine are limited
access to costly medical interventions, waiting times for diagnostic and thera-
peutic interventions, and list of priorities. From the ethical standpoint, it is essen-
tial that all three of these issues are openly discussed and agreed within a wide
circle including medical professionals and representatives of the lay community.
In case of lack of democratic agreement and of clear rules, access to medical care
may depend on the social and/or economic position of an individual. In a society
based on solidarity, such a situation is contrary to the ethical principle of justice
and may be considered to be a form of corruption.
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Dr. Jerzy Einhorn was among the first to address the question of priorities in solidarity-based sys-
tems of health care (Photo: courtesy Dr. Stefan Einhorn)

At first glance, it seems unusual to include the organizational aspects of healthcare in a
book on ethics. However, such an impression would be superficial; poor organization
can place significant ethical burdens on all parties involved—patients, physicians,
other healthcare workers, and society at large. If we carried out an international survey,
negative points in almost all categories—autonomy, beneficence, non-maleficence, and
justice—would be assigned to the organization of healthcare in many countries.

The central part of the discussion highlights ethical issues in countries whose
legislation includes free healthcare for all their citizens. I am referring primarily to
the East and Central European countries that have transitioned from single-party
regimes with declared socialist ideologies to multiparty systems and a free-market
economy but have at the same time maintained their old promises of a universal
solidarity-based healthcare system. Ethically controversial organizational issues are
less common in the West and North European countries with a longstanding tradi-
tion of democratic discussion about common needs. On the other extreme of the
spectrum is the USA, where healthcare is predominantly based on corporate and
profit-based principles. Such a system leads to very expensive healthcare which
remains unaffordable to a significant proportion of the population.

No country in the world is rich enough to offer state-of-the-art and completely
free universal healthcare. We cannot change the fact that there will never be enough
money for healthcare. It is our ethical duty, however, to use the available means in
the most rational way possible.

10.1 Consequences of Poorly Organized Healthcare

A thorough analysis of professionally and ethically questionable approaches in the
organization, financing, and management of healthcare is, of course, beyond the
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scope of this book. Instead, we will focus on the difference between what is prom-
ised and what is realistically achievable. In all parts of the world, including former
socialist countries, old Western democracies, and developing countries, this gap is
widening. Since health insurance companies cover significantly fewer services than
the citizens, in fact, need, waiting times arise and are becoming longer. Long wait-
ing periods lead to negative consequences for the quality of patient care, for the
rational use of available resources, and may lead to corruption.

In cases of long waiting times for up-to-date diagnostics, a definitive diagnosis
cannot be established. Instead of a firm diagnosis, physicians opt for the most prob-
able one. This leads to the practice of probability-based medicine. As we said in the
previous chapter on malpractice, decision-making that follows the logic of sports
betting is far from optimal. If not treated immediately, many diseases deteriorate,
leading to inferior service to patients and to additional costs for treatment of more
advanced disease. Waiting periods in diagnostics and treatment also prolong sick
leave.

Insufficient public funding and the resulting waiting times open the doors for
out-of-the-pocket immediate services for procedures that should have been avail-
able within a reasonable time to anyone. Self-funding in private healthcare is in
serious conflict with solidarity and the ethical principle of justice. Waiting periods
come with an additional problem that the wealthy patients and those with influential
acquaintances and connections will find a way to faster diagnostics and treatment.
Circumvention of waiting periods is frequently the most significant form of corrup-
tion in healthcare.

Members of disadvantaged communities are those who are most significantly
affected by the poor organization in healthcare. The socially disadvantaged and
those with no social influence cannot circumvent waiting periods and have substan-
tial difficulties in affording private healthcare service.

In the background of discussions on waiting periods and on the accessibility of
healthcare is the question of the rational use of healthcare resources. As already
said, a delay in medical intervention means that a disease is more advanced and
hence the treatment is more expensive. Additional unnecessary costs arise from the
fact that patients with minor complaints can wait and will ultimately get the service
for free. This leads to unnecessary specialist examinations even for minor issues,
hospitalization due to social reasons, and originator instead of generic drugs.! In the
non-rational use of healthcare means, physicians play their part as well. Too often,
they are not critical in the evaluation of reports from sponsored clinical trials and
insist on the introduction of new costly drugs which may be only of marginal benefit
in comparison to old and well-established therapies.

We can now reaffirm our opening remark in this chapter: poor organization in
healthcare places significant ethical burdens, from the perspective of beneficence,

!'Originator (also original) drugs are those that have been granted marketing authorization on the
basis of studies done by the manufacturer that prove the drug’s safety, quality, and efficacy. Once
the originator drug loses patent protection, another manufacturer can make and market a generic
drug with the same active substance. Generic drugs are typically not tested in additional clinical
studies and can be significantly cheaper.
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non-maleficence, and justice, on all those involved—patients, healthcare workers,
and society at large.

From a principled perspective it is clear: in solidarity-based healthcare systems,
citizens should be promised only those healthcare services that can be realistically
performed under the state budget. It is, therefore, necessary to determine and agree
on priorities, a topic of later sections in this chapter.

10.2 Probability-Based Medicine

In many countries with solidarity-based healthcare systems, we practice probability-
based medicine. Due to waiting periods and because not all contemporary diagnos-
tic tools are available, the physician must frequently speculate about the most likely
diagnosis. True, the physician can tick “urgent” on the referral document for cases
requiring examination on the same day; however, the physician could have done the
same for all the patients. Technically, it is clear that the level of urgency cannot be
reliably determined until we have established a firm diagnosis. Any form of chest
pain can be due to heart infarction; lower back pain or problems with digestion can
be the first signs of cancer. The same holds for treatment; the physician does not
always have all the means available to perform a safe and the most successful treat-
ment. Consider the example of managing labor pain: technically, the best solution is
to use epidural analgesia. Nevertheless, labor pain is still frequently managed with
Remifentanil, which is less efficient and can cause respiratory depression in new-
borns.? Obstetricians are well aware of this issue—but what should they do when
there is no anesthesiologist at hand who could perform epidural analgesia?
Probability-based medicine is the source of at least three significant deficiencies
in the healthcare system: it curtails the levels of professionalism, imposes ethical
and legal responsibilities on physicians, and leads to increased costs. The signifi-
cance of consequences that the lack of the latest diagnostics and treatment has for
effective medical treatment cannot be overstated. Similarly, it is evident that we
impose a significant ethical burden and also a legal responsibility on the physician
who cannot follow his expertise in patient management. However, we are quick to
forget that attempts to reduce the costs of modern medical treatment can easily
backfire. The initial, properly planned, and correctly performed treatment is often
significantly cheaper than the inappropriately chosen treatment with the subsequent
management of associated complications. Imagine the costs that the family and the
health insurance company have to bear because a child in the family is suffering

2In Slovenia, the physician can indicate one of the four levels of urgency when referring a patient
to a specialist: urgent, very fast, fast, or regular.

3In the drug information leaflet, the manufacturer writes: “We currently do not have sufficient data
based on which we could recommend the use of Remifentanil during labor or Caesarean section.
Remifentanil is transported through the placental membrane; analogues of Remifentanil can cause
respiratory depression in newborns.” English anesthesiologist Prof. Felicity Reynolds Spencer, a
leading expert, wrote that Remifentanil is “worse than useless” for managing labor pain and in
many respects harmful to the newborn (personal communication, January 2, 2016).
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from cerebral palsy—a situation that could have been avoided if delivery at child-
birth had been performed professionally. Or take the example from my own area of
expertise: in about a third of lung cancer patients with an apparently localized dis-
ease, the PET-CT examination shows that the cancer has spread widely. In such situ-
ations, aggressive surgical treatment or radiation therapy are not appropriate.
However, because we are frequently forced to make decisions without performing
the PET-CT examination, some patients are subjected to inappropriately aggressive
treatment which also represents huge and unnecessary costs. Indeed, in discussions
on probability-based medicine, on waiting periods, and on the availability of diag-
nostics and treatment, a bit of mathematics and utilitarian ethics is needed.

10.3 Priorities

The years are passing by quickly; one health reform will be followed by another.
Sooner or later, we will realize that we must give up certain rights in healthcare and
promise people only what we can pay for. However, whatever is promised should be
available without waiting periods, out-of-pocket payment, and corruption. When
this time comes, we will be faced with a difficult task of defining our priorities.

At present, solidarity-based healthcare systems are still prevalent in Europe,
where we believe that people must not be discriminated on social grounds when it
comes to disease. Such understanding of justice in health and disease is evidently
beneficial to the disadvantaged part of the population that on average gains signifi-
cantly more from the healthcare system, compared to its financial contribution. An
additional advantage of solidarity-based systems is that the more influential classes
of society support a decent level of public healthcare; otherwise, they would be
going against their own interests of receiving proper treatment in case of a disease.
The downside of this type of systems is the recognition that no country on earth can
offer completely free, state-of-the-art healthcare. Even the rich countries of the
Persian Gulf guarantee free healthcare only to its citizens but not to the numerous
foreign immigrants on temporary work visas. In solidarity-based healthcare sys-
tems, we are, therefore, inevitably faced with the problem of priorities: we must
determine what services are included in healthcare and are provided to all citizens
and what cannot be provided.

Scandinavian countries and Great Britain are examples of countries whose politi-
cians had sufficient courage and honesty and stated clearly what the limits of the
healthcare system are. The citizens are not promised “castles in the sky,” but only as
much as the state can afford. They have a system of priorities—and therefore also a
list of healthcare services that their public healthcare systems cannot offer. The cost
efficiency of specific healthcare measures is not the only criterion; however, it is a
meaningful one when such national programs are being developed. Ethical aspects
of healthcare measures are also significant.

Defining national priorities in healthcare is far from trivial. There are at least two
reasons why we must not entrust defining of priorities entirely to the physicians and
the healthcare sector alone. First, it would provoke serious disputes among



68 10 Limited Resources, Priorities, and Corruption

physicians; every physician will care primarily for his own speciality. Who is to
adjudicate if dermatologists, orthopedist, and oncologists start competing for inclu-
sion on the priority list? The only way out of such disputes would be a rigorous
application of utilitarian ethics and calculation of costs per year of life gained
including the additional factor of quality-adjusted life years. However, this approach
in itself is difficult since we do not have accurate data about the efficiency of spe-
cific modes of treatment and because there can be huge disagreements in estimating
quality-adjusted life years. Second, we cannot entrust the selection of priorities
exclusively to physicians since the consideration necessarily includes other values
not based on medicine. We physicians should be aware that we might know how to
manage diseases; however, everyone has the right to define the values upon which
our decisions are based.

Jerzy Einhorn, a Polish Jew by birth, was one of the most respected Swedish
oncologists and a member of the Swedish parliament in his later years. In 1993,
the Swedish healthcare authorities realized that, in spite of their high living stan-
dard, they could no longer provide to their people all services of contemporary
medicine. Dr. Einhorn then led a parliamentary committee, travelled even to the
most remote parts of the country and conducted four extensive surveys. When
deciding on priorities in healthcare, they followed the three core principles: human
dignity, human needs and solidarity, and cost efficiency. On the basis of numerous
discussions involving several thousands of people from all strata of society, the
Swedish Priority Commission proposed the following priority groups in clinical
activity (Table 10.1).

In many Central and East European countries, we adhere to unlimited rights
which in practice, however, remain unavailable to the majority of people. We cur-
rently do not yet dare to raise the issue of setting priorities in healthcare and limiting
the list of healthcare services. At the same time, we should agree that minor, less
important healthcare services should be paid directly by the citizens themselves or
through voluntary, complementary health insurance.

Agreement about healthcare priorities requires much political courage. The big-
gest barrier towards reaching a social consensus is the political decision. Politicians

Table 10.1 Swedish Priority Commission: priority groups in clinical activity [1]

Priority

group Content of care

1A Care of life-threatening acute diseases and diseases which, if left untreated, will
lead to permanent disability or premature death

1B Care of severe chronic diseases
Palliative terminal care
Care of people with reduced autonomy

1T Individualized prevention in contacts with medical services
Habilitation/rehabilitation as defined in the Health and Medical Services Act

111 Care of less severe acute and chronic diseases

v Borderline cases

v Care for reasons other than disease or injury
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should honestly tell the citizens that public healthcare insurance does not cover the
costs of all medical procedures. Understandably, many will have little enthusiasm
for such a message. Plans for a broad social and political consensus on the necessity
of healthcare reform are diluted when concrete solutions are proposed. Healthcare
reforms are listed on agendas of almost all governments in Central and East
European countries; however, I cannot escape the impression that these are mostly
cosmetic changes with which the politicians buy themselves time to the next elec-
tion. The politicians are not addressing the crucial question—redefinition of the
promised rights. Therefore, we cannot expect improvement in access to healthcare
services and alleviation of all professional, ethical, and also financial problems that
arise due to the discrepancy between what is promised and what is realistically
achievable.

10.4 Corruption

Let us open the discussion on corruption with the issue that we have already dis-
cussed in some depth in this chapter: waiting periods. Upon receiving information
about the estimated waiting time for diagnostics or treatment, the patient has three
options. First, he can practice patience and wait. Second, he pays for the healthcare
service himself as a self-funded patient. Third, he can seek ways of bypassing the
waiting list. In the latter example, the patient, therefore, steps ahead of all other
patients on the waiting list. From an ethical standpoint, this is undoubtedly a form
of corruption, regardless of whether such an arrangement is due to personal acquain-
tances or bribery.

The chances are slim that stricter forms of control could eliminate the circum-
vention of waiting lists. Medicine is not mathematics, and it is challenging to pre-
cisely triage the patients according to the degree of urgency in each medical
intervention. Stricter control over waiting periods also leads to additional ethical
issues. Consider the example of treating a medical colleague: without exception, all
ethical codes from the Hippocratic Oath onwards assign the special duty of attention
and solidarity when offering medical help to other physicians. In contemporary
codes of medical ethics, the scope of solidarity is often broadened to include other
healthcare workers and medical students. Another example of an ethically justified
criterion for preferential treatment is the patient’s age. Let me illustrate this with an
anecdote from my professional practice. When a colleague of mine called and asked
me for the admission of a 28-year-old lung cancer patient, I accepted her the very
next day; an elderly patient with the same diagnosis got an appointment a week
later. The decision on preferential treatment of a diseased physician or consideration
of the patient’s age as the criterion for preferential treatment nicely highlights the
dilemma discussed in the introductory chapter on the relationship between law and
ethics: although such decisions are legally debatable, they are nonetheless ethically
correct. We can, therefore, conclude: the ethical burden of waiting periods can be
alleviated only by ensuring that the services that the patient needs are available
within a reasonable time.
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The second field of possible corruption in healthcare is the involvement of physi-
cians in the provision of medical materials and equipment. Physicians, of course,
must collaborate in these decisions. However, it is essential that the criteria for
selection are impartial and defined in advance. Any form of direct or even indirect
profits by physicians or others involved in the procurement process is ethically and
legally absolutely unacceptable.

The third area of corruption in healthcare opens up whenever a physician plays a
double role—as a physician who has the duty to treat the patient and as the owner,
co-owner, or a shareholder in a healthcare institution. In such cases, physician’s
decisions are not only influenced by considering patient’s interests but also by com-
mercial interests. The experience from the USA shows that this is particularly evi-
dent in choosing between more or less expensive drugs. Manufacturers will offer a
significant discount on the purchase price for the newer, expensive drugs whereby
the hospital will charge the insurance company the full price of the drug. Such price
differences, and hence profit margins, are however not available for older medica-
tions, especially for drugs whose patent protection has already expired. Older and
cheaper drugs with which we have had a long-lasting good experience are falling
out of the market because they do not bring profits to the manufacturers nor to the
healthcare institutions. It, therefore, does not come as a surprise to learn that the
USA has the highest healthcare costs per capita per year globally and at the same
time a large number of its citizens do not have free access to basic healthcare.
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Abstract

The history of medicine and of humanity contains a long list of exceptional phy-
sicians who devoted their lives to alleviating human suffering, often in dismal
conditions, at risk to their own health and life. However, these outstanding per-
sonalities should not be taken as a model towards whom every physician should
strive. For most physicians, their profession is much more than just a job; yet,
they do not wish to be deprived of their private lives. Indeed, family with its
pleasures and obligations, culture, sports, or any other interests are vital to coun-
terbalance the stress of medical profession and prevent or mitigate burnout. In
concluding this chapter, comments are offered on some problematic topics: phy-
sicians who share their work between public institutions and a private practice;
physicians who perform scientifically unproven treatment; and medical strikes as
a method to press for economic and other interests of the medical profession.
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Dr. Dorothy Reed (1874-1964; upper left panel) was among first women to complete studies of
medicine. She is remembered for two outstanding achievements: a pivotal paper on the biology of
Hodgkin’s disease, written at the age of 28 when she was a resident in pathology; and a most influ-
ential study on infant and maternal mortality rate which led to a drastic change in the practice of
perinatal care in USA ([1]; Photo courtesy Dr. John T. Mendenhall)

Dr. Magomed Gadzijev (1914—1972; upper right panel), from Dagestan, served as a surgeon in the
Red Army. He was severely wounded in a battle in Ukraine and captured by German forces. After
escaping from a German prison, he joined partisans in Slovenia and was in charge of a partisan
hospital in Zalesje

Dr. Franja Bidovec (1913-1985; lower left panel) was in charge of the partisan hospital which
operated during the Second World War in a remote valley near Cerkno, Slovenia. Almost 600
severely wounded persons were treated in what is now known as Franja Partisan Hospital and is on
the UNESCO List of World Cultural Heritage

Dr. Catherine Hamlin, born 1924 (lower right panel) is an Australian gynecologist and obstetrician
who spent most of her career in Ethiopia. Catherine and her husband Dr. Reginald Hamlin founded
the Addis Ababa Fistula Hospital, the world’s only medical center dedicated exclusively to provid-
ing free obstetric fistula repair surgery to poor women suffering from childbirth injuries. In 2014,
Ethiopia nominated her for the Nobel Peace Prize. (Photo: Joni Kabana)
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Recently, I was talking to cum laude graduates. Quite a few of them planned to
study medicine, and all were talking about their future profession with incredible
enthusiasm. The young are aware that being a physician is not “just another job”
allowing you to live a more or less comfortable life. Although we will briefly touch
upon the disappointment experienced by physicians, it must be emphasized that the
exceptional dedication in pursuing their profession that is seen in medicine is not
present in any other profession. As individuals and as members of our professional
associations, physicians are constantly protecting the interests of our patients. What
is perceived as the norm by physicians is a rare exception in other professions. You
will rarely meet an economist or a lawyer who will show similar levels of dedication
in fighting for the rights of their workers or for fair treatment of their business
partners.

11.1 The Physician in Exceptional Circumstances

Albert Schweitzer,' Franja Bidovec,> Magomed GadzZijev,® Catherine Hamlin,* Lev
Mil¢inski*>—these are just some of the names of exceptional physicians. Alongside
theirs, we could have listed the names of thousands of physicians who dedicated
their lives to their profession. They dismissed the risks to their health, they did not
pay attention to time and weather, their annual vacation, paycheck, or even their
families while they patiently—and frequently with heaps of goodwill—carried the
burden of the medical profession. Experience of serving severely injured patients or
those with contagious diseases, sleepless nights, and kilometers of snow and mud
for the spark of gratitude in the eyes of the patient. Each of them deserves to have a
book written, or film made about them.

A visit to the Franja Partisan Hospital® offers an unrivalled experience. Physicians,
especially those working in well-equipped university clinical centers, find it hard to
imagine the amount of enthusiasm, inventiveness, and courage that was required to

'Dr. Albert Schweitzer: French-German theologist and physician, the founder of the hospital in
Gabon, Nobel Peace Prize laureate.

2Dr. Franja Bidovec: physician who worked at the Franja Partisan Hospital which was set up in a
hidden gorge near Cerkno, Slovenia. See also the seminar “Franja Partisan Hospital.”

’Dr. Magomed GadZijev: surgeon from Dagestan, the founder of the Zalesje Partisan Hospital.

*Dr. Catherine Hamlin: gynecologist from Australia who founded a hospital for treatment of birth
traumas. See also the student seminar paper on “Catherine Hamlin.”

>Dr. Lev Mil¢inski: Slovenian psychiatrist and university lecturer.

®Franja Partisan Hospital: a secret World War II hospital near Cerkno in western Slovenia. It was
run by the Slovene Partisans from December 1943 until the end of the war as part of a broadly
organized resistance movement against the Fascist and Nazi occupying forces. The wounded being
treated there were soldiers from both the Allied Powers and the Axis Powers. Although the occupy-
ing Wehrmacht forces launched several attempts to find the hospital, it was never discovered.
Today it exists as a museum. It has been protected as a cultural monument of European
significance.
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perform such work. The military hospital, set deep in a mountain gorge, even had an
X-ray machine, and there was no waiting list for it!

Extraordinary life circumstances can elicit surprising capabilities in human
beings, for better or for worse. In war, poverty, hunger, or disease, some become
capable of killing while others develop the incredible will to help people in existen-
tial distress. While these achievements are deservedly praised, it should be added
that these individuals were also lucky that their fate led them to the circumstances
in which their heroic actions could be recognized. Or to phrase this differently: a
contemporary physician is no less ethical even though he is “merely” a family phy-
sician working in a remote rural area.

This brings us to our next question:

11.2 Who s a Good Physician?

I recently listened to Vesna Milek’s’ interview with the Slovenian Cardinal Franc
Rode.® When asked about the avowed celibacy of Catholic priests, the Cardinal
offered examples of Mother Teresa and the missionary Pedro Opeka.” “Can you
imagine Mother Teresa as a married woman or Pedro Opeka as a married man?
Would they still be able to follow their calling and perform their mission?” The
answer contains a logical flaw: indeed, I find it difficult imagining Mother Teresa
and Pedro Opeka as married; yet, I have no trouble imagining a good priest who is
also a good father. Celibacy is not problematic as long as it is not imposed. In other
words: we must not lay down rules according to the characteristics of exceptional
individuals.

A great majority of physicians are devoted to their profession, yet, they do not
wish to dismiss family life, friends, culture, and sports. Our discussion of excep-
tional physicians from the beginning of the chapter should not be seen as an appeal
that all physicians should follow the examples of the greats.

Since almost all the chapters of this book provide ethical guidelines for physi-
cians, it makes little sense to repeat ourselves here. Let us state briefly that a good
physician is not a superman, but he is still more than just an employee. The physi-
cian understands his vocation as a commitment to help fellow human beings in
distress. A good physician must be a qualified expert who is at the same time kind
and compassionate, and who knows how to adapt the communication to each patient
and his family. Regardless of all the flaws in the healthcare organization in which he
works, he will not forget his mission. When an additional patient is brought to his
already overcrowded office, a compassionate physician will not close the door.

"Vesna Milek: Slovenian writer and journalist.
8Dr. Franc Rode: Slovenian archbishop and cardinal.

?Pedro Opeka: Slovenian missionary, born in Argentina. He was nominated for Nobel Peace Prize
for his work on improving living conditions in Madagascar.
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11.3 Who Is Draining the Idealism from Our Profession?

In 6 years of study, medical students are taught to perform the best healthcare mea-
sures: the best ways to prevent disease, the best diagnostics, and the best treatment.
These students do not hear about physician’s time limitations, about substandard
hospital facilities or financial restrictions. Students do not receive lectures on poor
healthcare organization, which was discussed in the previous chapter.

When a recent graduate puts on the doctor’s uniform, he suddenly starts seeing
the profession of the physician in a different light. He gradually recognizes that he
is not working in an isolated world, where his only task is to make decisions that
benefit the patient entrusted to his care. Instead, he is working in a real world of
interconnected influences, interests, and restrictions. The decisions about preventive
measures, diagnostics, and treatment are therefore not based solely on medical
expertise but are very often a compromise between the ideal and the realistically
doable. The idealism from the student years wanes quickly and is displaced by
uncertainty, fear, and concerns over one’s future.

A young physician at the beginning of his professional path faces three prob-
lems. The first is the discrepancy between the promised best healthcare and what the
healthcare system can realistically offer to people. The second problem is the con-
sequence of the first: optimal medical treatment is being increasingly displaced by
probability-based medicine. The third problem is the idealization of the physician as
an infallible, almost perfect expert. The common point in all these problems is that
in cases of patient’s or relatives’ dissatisfaction, the physician is left by himself,
publicly exposed on the pillory of the media, with widespread accusations, and even
prosecution in courts.

We have created a healthcare system with an ideal facade that conceals its numer-
ous weaknesses. It is time to state clearly that it is not fair that the individual physi-
cian pays the cost of all financial restrictions and organizational flaws in healthcare.
Those in charge have to accept their share of responsibility if we want physicians to
regain their self-confidence, professional competence, and honest communication
and collaboration with patients. The consequence of such fake ignorance by the
healthcare management is that the entire burden of unrealized and unrealizable
healthcare rights is placed on individual physicians. Similarly, individual physicians
are the only ones who carry the whole burden in cases of public accusation of medi-
cal malpractice. Their disappointment is even deeper if their colleagues do not stand
by their side in such cases.

11.4 Burnout and the Anchor Outside Medicine

Burnout is a serious, but often overlooked companion of the medical profession.
Physical, mental, and emotional burdens accumulate over the years and affect many
among us. A successful professional path of a physician can suddenly decline.
Professional burnout also affects the family relationships. Many physicians do not
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recognize their own problems. Ignorance of personal vulnerability may lead to alco-
hol and other drug abuse. Suicide is also not rare.

As for most phenomena in nature, in society, and in most diseases, we must not
look for a single causal factor of burnout. Work overload is but one of the causes. At
least of equal importance is dissatisfaction with the work environment. The loss of
idealism described in previous paragraphs contributes significantly to the feeling of
powerlessness and work dissatisfaction; in such situations, burnout is just a small
step away. Burnout prevention should therefore not be sought only through work
regulation and workload restrictions, but also in ensuring a stimulating work envi-
ronment. Burnout is not only a problem of the individual, but it also points to poor
relations in the team.

An essential antidote to burnout is the world outside medicine. Family, friends,
art, sport, love for nature, travel—every physician must have a world outside his
profession. Active forms of pastime are the anchor to which the physician can attach
himself when professional problems become unbearable.

11.5 Conscientious Objection and the Respect of Personal
Values

We most commonly think of conscientious objection in relation to abortion, espe-
cially abortion without a medical indication. Some physicians extend conscientious
objection to other medical procedures related to conception and pregnancy: contra-
ception and procedures for physician-assisted insemination. In countries with legal-
ized euthanasia, some physicians declare conscientious objection against performing
euthanasia.

Any form of legal or ethical constraints on the personal values of an individual,
be it physician, patient, or a healthy person, would be unacceptable. We do not hide
our personal beliefs. The physician should be allowed to present his attitude towards
particular medical interventions in an open conversation with co-workers, patients,
or the public. Constitutional and legal provisions on the right to freedom of choice
in family planning should not be interpreted as an obstacle to medical counselling.
When approached by a pregnant patient who wants to carry out an abortion, the
physician has the right and duty to express his view and may present alternative
options such as an application for financial support or giving the baby up for adop-
tion. The physician is therefore not an automaton blindly following the law or
wishes of the person in front of him. At the same time, however, he also respects
differences in opinion, and he should not impose his beliefs.

Even though it is not acceptable to deny physicians the right to conscientious
objection, we must be aware that conscientious objection in some cases can lead to
disagreements or conflicts in allocating the performance of certain tasks. It would
be wrong to conclude that some physicians “have a conscience” and others “do not
have” it. A few years ago, a specialist in gynecology and obstetrics and working in
primary care declared conscientious objection and refused to prescribe contracep-
tion or give advice regarding physician-assisted insemination. While we have to
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respect her personal belief, she should also have recognized that her beliefs were in
clear conflict with those of a large majority of the women attending her out-patient
service. She should have understood that even among religious women, the large
majority use contraception; and that artificial insemination brings happy family life
to many who are not able to conceive by natural means. In my opinion, this physi-
cian should have chosen a different specialization, or she should have worked with
elderly gynecology patients.

11.6 Digressions

Virtually all medical codes include a variant of the sentence: “The physician shall
never use the patient for his own interests.” With this sentence in mind, I will evalu-
ate three phenomena: conflict of interest for physicians who offer their service both
in public institutions and as private physicians, conflicts between physicians, and
medical strikes.

The coexistence of public and private healthcare service providers is a reality
which we cannot and also do not want to give up. Private healthcare service provid-
ers are introducing new services to healthcare, invest their own money in infrastruc-
ture and equipment, and are often exemplary in terms of well-managed service and
the relationships with patients. It becomes problematic, however, when the same
physician is working in a public institution and is additionally running his private
office. In such cases, it is hard to avoid conflicts of interest. Will the physician really
work with the same enthusiasm for the public institution if he knows that he has
work to do in his private office in the afternoon? Can we prevent the shifting of
patients from public institutions to private offices and back? Can we ensure that
private and public institutions carry an equal burden concerning education, sick
leave, and annual leave?

In a recent interview, Nobel laureate Professor Harald zur Hausen pointed to
another phenomenon, also related to sharing the work between a public institution
and private practice. Due to their additional well-paid work in private practice, phy-
sicians from university clinics do not engage in clinical and laboratory research.
Because of this situation, the mission of university clinics as centers of independent
research is severely endangered.

Due to negative aspects and potential conflicts of interest, I am not in favor of a
dual role of physicians—employment in a public hospital and engagement in pri-
vate practice. However, those employed in public institutions should receive addi-
tional remuneration for performing work that goes beyond the scope of regular
work.

Conflicts among physicians about professional or organizational issues are com-
mon and should be regarded as normal. As we stressed before, medical decisions
often depend on our values, and it is understandable that similar situations may be
dealt with in a different manner. When a conflict among physicians reaches beyond
the levels of interpersonal conversation, conflict resolution becomes the responsibil-
ity of the higher level on the organizational scheme. The basic guidelines are



80 11 Image of a Physician

tolerance within the confines of what is deemed professionally and ethically accept-
able, and the absolute protection of patients’ interests.

Finally, a word on medical strikes. I know that many physicians experience
excessive workload and that, in particular, the work of young physicians is under-
paid. Physicians should be allowed to raise these issues in public. In every country,
the voice of physicians is heard. The basic rule for any medical protest should
amount to keeping the patients safe and preventing public opinion from turning
against us. It is very problematic, however, if our demands are voiced in the form of
a strike. Some years ago, German physicians in public hospitals organized an inter-
esting form of protest: they continued with patient care but did not fill out adminis-
trative forms. As a consequence, healthcare management could not charge the costs
to insurance companies. Such a form of protest is ethically preferable to a strike,
which always affects patients.
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Preventive Medicine 1 2

Abstract

Vaccinations, medical counselling for children and adults with the promotion of
healthy life habits, and programs for the early detection of chronic diseases, such
as some forms of cancer, cardiovascular diseases, and diabetes, are saving more
lives than any branch of curative medicine. Preventive medicine is the main fac-
tor in prolonging life expectancy and is cost-effective. In ethical consideration,
however, we should not forget that the activities of preventive medicine are
directed towards healthy people. Any decision for the unsolicited intrusion of
medicine into the lives of healthy persons should be made only after very
thoughtful consideration, including public debates with representatives of non-
medical professions and promotion of preventive programs in lay media. Apart
from actions directed towards individuals, preventive medicine also has a vital
role on the population level. Opposing all attempts to silence their voice, physi-
cians should retain their professional integrity and should analyze and openly
discuss issues that significantly impact human health, such as poverty, environ-
mental pollution, pollution at work, and all kinds of addiction.
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Environmental pollution is a major risk factor for a wide spectrum of chronic diseases. Pollution
and its companion, global climate change, are becoming a major threat to humanity

At a medical congress in St. Gallen, Switzerland, I heard the following anecdote:

“Help!” Many ran down to the river and started rescuing the people who were being carried
away by the fast-flowing river. Suddenly, one of the rescuers left. The others asked him,
baffled, whether he would no longer help in rescuing. “No,” he replied, “T will go and see
who is throwing our people in the water.” He followed the river upstream to its source and
killed the dragon.

Better living conditions, hygiene, vaccination programs against contagious diseases,
and antibiotics in curative medicine—these advances have contributed more to the
prolongation of life expectancy than anything in the rest of medicine. The role of
preventive medicine for public health is undisputed. However, with regard to the
ethics of preventive medicine, it is nevertheless reasonable to have certain reserva-
tions. The physician must be aware that in such situations he is not dealing with a
patient seeking help, but with a healthy person who has not asked for an opinion or
for someone to interfere with his or her lifestyle.

12.1 Vaccination

We will discuss vaccination in greater depth in the chapter on pediatrics, especially
in relation to parents who oppose the vaccination of children. Legislation enforces
vaccination against those contagious diseases when direct contact with a sick person
leads to acute disease and when vaccination offers reliable protection. In this chapter,
we will consider the cases of diseases for which vaccination is not obligatory, that is
when individuals voluntarily opt for vaccination. Seasonal flu is an example of a
disease for which vaccination does not offer reliable protection. Vaccination against
the papillomavirus is also not mandatory. Infection is most commonly transmitted
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during sexual intercourse and, after a long-lasting latent phase, cancer may develop
in a relatively limited number of infected patients. Finally, there are also diseases that
are not transmitted from human to human, such as tick-borne encephalitis, for which
the decision for vaccination is similarly left to each individual.

To make the discussion concrete, we will consider as examples vaccination
against tick-borne encephalitis and human papillomaviruses.

In Slovenia, every year 100-300 people contract tick-borne encephalitis of whom
a significant number are left with permanent disabilities, and one or two may die.
Tick-borne encephalitis is, therefore, an important healthcare issue with significant
treatment costs. While Slovenia is among the countries with the highest proportion
of infected ticks and with a high prevalence of the disease, the vaccination rate is
below 10%. The reason for low immunization rates is clear: more than a 100 euros
for three shots of the vaccine, 500 euros for a family of five. Free vaccination pro-
grams have been prepared, yet they are constantly shifted from one filing cabinet to
another, passed from one minister to another. Is there truly no one who could bring
this unethical apathy to an end? Someone who would press the vaccine providers to
lower the price and who would promote free vaccination? We do not need to look
very far for examples of good practice: in neighboring Austria, free vaccination and
an accompanying information campaign led to an 80% immunization rate and a
significant reduction in the numbers of patients with encephalitis.

Free vaccination programs are examples of cost-efficient preventive measures.

Human papillomavirus is the main cause of cervical cancer and to a lesser extent
also of laryngeal and esophageal cancers. Results of large studies confirm that in
girls, vaccination against the virus provides effective protection against infection
and significantly reduces the risk of later cancer development. In Slovenia, vaccina-
tion against human papillomavirus is free of charge, but voluntary, which is why
many parents avoid it. If they trusted the scientific evidence rather than misleading
information by the opponents of vaccination, we could have prevented approxi-
mately ten deaths per year.

12.2 Healthy Lifestyle

An essential area of preventive medicine is the promotion of healthy lifestyles.
Unhealthy diet, obesity, smoking, alcohol, illegal drugs, stress, poverty, pollution in
work and living environments, lack of physical activity, social isolation—these are
only some of the numerous factors leading to disease.

Physicians should inform their environment and the wider public on the impor-
tance of leading a healthy lifestyle. However, it is difficult to draw a line between
well-intentioned advice and unsolicited intrusiveness. Consider the case of a patient
who does not quit smoking despite suffering from obstructive lung disease. Is it
appropriate for a physician to decline further care for the patient if he does not quit
smoking? I offer the following response for consideration: the physician can express
such intentions as a warning in the hope of achieving the desired effect; however, he
should not carry out the threat and should continue with patient care.
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12.3 Protection of Vulnerable Groups of Society

Preventive medicine is concerned less with individuals than it is with a wider popu-
lation. Special attention is paid to vulnerable groups: children, the elderly and the
lonely, drug addicts, disabled persons, immigrants and refugees, the poor, and work-
ers in professions with health risks. High-quality drinkable water and a healthy diet
are equally important. The task of preventive medicine is to analyze the factors that
are detrimental to health, propose preventive measures, and inform the public.

Public statements can be unpleasant or even highly upsetting to the ruling elites.
From the point of view of ethics, it is important that all working in preventive medi-
cine keep their heads up high and do not yield to any attempts of silencing or white-
washing the conclusions. This is particularly true for those leading public health
institutions whose duty is to encourage and enable impartial analyses and report
about the most important issues relating to public health.

12.4 Epidemiology and Epidemiological Studies

One of the tasks of preventive medicine is the collection and analysis of data that are
important for maintaining the accurate perceptions of health and disease in society
at large.

Health-related data are for the most part collected anonymously in order to pre-
vent us from infringing on citizens’ privacy. In the chapter on ethical analysis, we
reviewed the case of data collection for the Cancer Registry of the Republic of
Slovenia. Since the treatment for most cancer patients is performed at several insti-
tutions, it is not possible to ensure full anonymity—otherwise, it would not be pos-
sible to prevent duplications or missing reports for each specific case. Building
databases that include potentially identifiable personal information requires sound
professional justification and legal grounds.

Surveys involving the general population or specific subpopulations of patients
are normally anonymous. I would nevertheless advise caution when collecting sen-
sitive personal information. A survey conducted via standard mail can serve as an
orientation. A thorough analysis of professional stress, diet, lifestyle, or housing
conditions, however, requires an in-depth conversation in person. For these cases,
we must of course obtain informed consent in advance and ensure that the data will
be anonymized prior to conducting any further analyses.

12.5 Return to the Introductory Parable

It would be misguided if activity in preventive medicine would be left entirely to
professionals. How to prevent disease is a question for all physicians. Unfortunately,
this is currently not the case: I have not yet heard that, for example, trauma special-
ists would be involved in a parliamentary discussion on legislative proposals per-
taining to road safety.
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A critical comment should also be addressed to our colleagues specializing in
public health. All too often, their epidemiological conclusions are not followed by
decisive preventive action. This is as if our introductory rescuer that headed to the
source of the river would only stare at the dragon.
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Abstract

Ethical and political debates on conception and abortion are often hot and
one-sided. In an attempt to present a balanced view, we will discuss the whole
spectrum of issues, from normal conception on one side to surrogate motherhood
on the other. The main ethical issues are female/male imbalance regarding the
side effects of contraception, uncritical use of the “morning-after pill,” abortion
on demand without accompanying counselling, preimplantation or prenatal
screening for selection of fetus regarding gender, abortion for minor fetal abnor-
malities, artificial insemination for a healthy woman, anonymity in case of dona-
tion of sperm or egg cells, and financial compensation for surrogate motherhood.

Sex ratio at birth, 2012
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World map with indication of gender ratio at birth. The average ratio between boys and girls is
1.06. The unusually high ratio in favour of boys is clear evidence of selective abortions, or of
infanticides, of female offsprings (source: https://en.wikipedia.org/wiki/Human_sex_ratio)
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Life obviously starts before birth. In this chapter, we will explore the ethical dilem-
mas pertaining to human activities before birth. We will gradually move from the
conditions of normal fertility towards increasing medical intervention in what we
term (to me very unpleasantly sounding) “human reproduction.”

13.1 Natural Conception
13.1.1 Contraception

In principle, I do not see ethical objections to prevention of pregnancy. However, we
have to point out that all forms of contraception for women, with the exception of
the diaphragm (which, though, is not always effective), come with certain health
risks. For men, the use of condoms is a perfectly safe and unproblematic method of
contraception. From an ethical standpoint, the physician should emphasize that con-
traception must not be conceived as solely women’s problem. On the contrary, we
must encourage the use of contraception for men. Hormonal contraception is espe-
cially problematic in maturing girls: at a very young age, it interferes with the pro-
cesses of bone development [1], affects hormonal balances, increases the risk for
thromboembolic complications [2] and the risk for breast cancer in later years [3].

13.1.2 Morning-After Pill

The use of the morning-after pill, which prevents the implantation of the fertilized
egg, is—if one is consistent—a form of abortion. Even if we for now disregard the
objections regarding abortion (to be explored in the following section), the use of
the morning-after pill is a severe intervention in women’s hormonal state. Physicians
must explain all health consequences and be clear that the morning-after pill must
never become a regular method for the prevention of pregnancy.

13.1.3 Abortion

When it comes to abortion, many—and I am no exception—will find their opinions
divided between clear-cut rejection and empathy for those who cannot find another
way out from the distress of unwanted pregnancy.

In principle, it is clear: the embryo is already a unique human being. From the
moment of fertilization, it is not possible to draw a clear line to separate the state of
the embryo from that of the future human being. Any intervention interrupting this
development is an intervention in life. From the ethical position, it does not matter
whether abortion is performed surgically or with medication.! Abortion with

'"Pills with mifepristone (progestorone blockers) and misoprostol (induction of uterine contrac-
tion) as active substances. In many countries, these drugs are sold as over-the-counter drugs.
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medication can, in fact, turn out to be even more problematic: some women do not
understand what they are doing when they take the three pills. Since abortions with
medications are not captured in the healthcare statistics, the data showing a decrease
in the number of abortions might be misleading.

A strong ethical viewpoint by steadfastly rejecting abortion would necessarily be
uncompassionate and unfair to people in distress. Moralistic judgments would only
deepen numerous difficult life situations. For many, life is anything but a fairytale:
think of poverty, helplessness and the feeling of being lost, alcohol and drug abuse,
psychological distress, lack of partner’s compassion. It is our duty to understand
that life circumstances are not always suitable for welcoming a new life.

Hence, there are problems on both extremes of the spectrum. A complete ban on
abortion would leave no space for understanding and compassion towards women in
distress. At the same time, such measures would foster illegal and often unprofes-
sional practices that can severely harm women’s health. However, to argue in favor of
abortion by claiming that it is simply women’s right, one might completely overlook
the issue that abortion means terminating the life of a new human being. To reconcile
the two viewpoints, we must do two things. Our first duty as individuals and as a
democratic community is to guarantee the material and social conditions such that
abortion as a result of societal pressures will no longer be needed. Our second duty is
to introduce regular counselling as part of the legal abortion process. During counsel-
ling, the prospective parents should also hear about the possibility of putting the child
up for adoption which, from an ethical viewpoint, is undoubtedly a lesser burden.

Thus far, we have only discussed abortion as a measure for terminating unwanted
pregnancy. However, decisions for abortion are also made due to irregularities in
fetal development or—even worse—due to the gender of the embryo. This brings us
to prenatal diagnostics.

13.1.4 Prenatal Diagnostics

The main goal of all medical procedures during pregnancy is to determine whether
the fetus is healthy. In case of irregularities in early fetal development, future par-
ents can opt for abortion. Prenatal diagnostics therefore supports eugenics—prefer-
ence for healthy children.

The wish of future parents for a healthy child is universal, and a decision for
abortion in case of significant abnormalities is acceptable by most parents, physi-
cians, and by society at large. It is necessary, however, to also respect those parents
who reject abortion, and hence also prenatal diagnostics. “God blessed me with a
child, and I want to keep this child even in the case of Down syndrome”; these par-
ents earn our respect and deserve whatever help might be needed in case the child is
not born healthy. In the case of parents’ refusal of prenatal diagnostics, one should
not limit the access to treatment for the child. A horrifying derivation of utilitarian
ethics would be to advocate compulsory prenatal diagnostics, based on calculations
showing that the costs of a 1000 ultrasound examinations are lower than the costs
for treatment of a single child with Down syndrome.
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In some parts of the world, statistics on birth ratios strongly point to selective
abortions and female feticide or even female infanticide. For example, compared to
the natural ratio of boys to girls at birth (1.03—1.07), the ratio in China is reported to
be between 1.11 and 1.20 in favor of boys, based on different statistical estimates.
Very similar estimates of skewed boy-to-girl birth ratios are known for India,
Azerbaijan, Armenia, and Georgia [4]. It is estimated that every year at least 100,000
selective abortions are performed in India exclusively because the fetus is female
[5]. In countries with strong prejudices about male superiority, it is advisable not to
inform future parents about the gender of their child during prenatal diagnostics.
However, in practice, such a recommendation is difficult to control.

13.1.5 Delivery at Home

A reasonable physician will not support a pre-planned delivery at home. In the first
half of the twentieth century or earlier, delivery at home might have been safer than
in overcrowded and often dirty public hospitals. Since then, the living conditions
and hospitals have changed dramatically. But it is not only about hygiene—it is also
about safety. While pregnancy and delivery are not a disease, a complication during
home delivery may put at risk the health and the life of the mother and child. Idyllic
ideas about a happy event within the warm surroundings of the family home may
quickly turn into the reverse and may leave a permanent burden to the family. Thus,
the autonomy of a pregnant woman has its limits, defined by responsibility for her
own health and for the health of the baby.

13.2 Sterilization

Depending on national legislation, men or women above certain age may apply for
sterilization. For men, the procedure (vasectomy) is simpler than for women (tubec-
tomy or the blocking of Fallopian tubes). From the point of view of ethics, it is
important that the person understands that after successful sterilization, fertility can
be recovered only in exceptional cases. Sterilization without consent or even under
coercion is illegal and represents a grave ethical offense.

13.3 Insemination or Egg Cell Donation

In the case of infertility, insemination with donor sperm or donation of egg cells are
nowadays routine procedures. The main legal and ethical issues concern the status
of the donor.

In my own country, Slovenia, and in many other countries, the donor remains
anonymous. Only in cases of exceptional and justified health-related reasons can the
court in a non-contentious procedure allow disclosure of the donor’s identity. In
several countries, however, donors are not guaranteed anonymity with the
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justification that the child upon coming out of age has the right to know who his or
her biological parents are [6, 7]. I do not support such openness towards donor iden-
tity. First, the possibility of disclosure will deter many from donating sperm or egg
cells. This may be an additional obstacle to the program already lacking donors.
Abandoning anonymity upon the request of the child should not be one-sided: in
this case, the donor should have a similar right to know who his or her biological
children are. However, such openness represents a serious intervention in the family
to which the child was born and can lead to abuse or blackmail.? My thoughts are
therefore as follows: sperm or egg cell donation is an act performed from a wish to
help those who cannot conceive a child in a natural way. This act confers neither
responsibility nor any rights to the donor. The same holds for the other party: they
received a gift and they retain all the responsibility. And the child? The child should
rejoice in the fact that he or she is alive and should also accept the fact that his or her
curiosity alone does not give the right to interfere with lives of other people.

13.4 Maedically Assisted Insemination for Healthy Women

Let us consider briefly a heavily politicized topic: medically assisted fertilization
for healthy women without a male partner. Is this question really worth the attention
it is given? Is it possible and necessary to ban such a procedure?

In answering this question, we should try to let go of the ideological baggage.
Following the method of ethical analysis, let us ask what, ethically speaking, are the
costs and benefits for those involved in the problem: the future child, the future
mother, the physician, and the wider society.

For the child, it is a choice between life and non-existence. Ethical evaluation
will always prefer life over non-existence. There is therefore no doubt that medi-
cally assisted conception benefits the child.

In the case of the future mother—a single woman who wants to have a child—
consideration of her decision becomes more complex. We must first clarify that by
“single woman” we also refer to women living in a homosexual relationship; with
respect to medically assisted conception and from an ethical standpoint, there is
absolutely no difference between her and women living alone. There can be many
possible reasons as to why a woman cannot find a male partner for starting a family:
sexual orientation, unusual life experience and disappointments, unwillingness to
accept the responsibilities and entrapment of family life, personality traits, disabil-
ity, and mental disease. Will having a child really enrich her life or does it instead
represent a burden? There are clear cases when the decision for having a child was
not considered carefully enough and the woman would not be able to take care of
the child. At the same time, it is undoubtedly true that motherhood brings happiness
and meaningful life to many.

The physician is never only a medical expert, and respect for his own autonomy
should also be considered. Some physicians may raise conscientious objection

2See also seminar paper nr. 42.
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against the use of medically assisted fertilization. Those who participate in such a
program have the right and responsibility to evaluate ethical costs and benefits in
every individual case. To give a concrete example: the physician has the right and
responsibility to refuse performing medically assisted conception in cases of severe
mental disease when it is judged that the patient will not be able to offer a suitable
environment for the child.

Wider society. A healthy single woman is not a patient; hence, the costs for medi-
cally assisted conception should not be covered by health insurance. It is reasonable
to conclude, therefore, that the procedure should be self-funded.

Once we have sorted out the financial aspects of the procedure and established
the physicians’ right and responsibility to decline problematic applicants, it becomes
clear that there are more prejudices than genuine problems concerning a few women
who raise a child, either alone or with a female partner. In aging populations, every
child counts. All parents, including single mothers, invest in child rearing. They
spend their money mostly in the domestic economy; they do not spend it on luxuries
or on holidays on the other side of the world.

Medically assisted conception for healthy women should not become a right;
however, it is a possibility for enriching the lives of some women. There is no evi-
dence to support arguments against such a possibility, on the grounds that a single
woman or two women living together cannot offer a suitable environment to the
child. Those who sincerely care for children’s rights should turn to other, more
pressing issues: they can help the hundreds, thousands of hungry, beaten, neglected,
or simply unhappy children.

13.5 InVitro Fertilization

In recent years, a stark increase in age at which the future parents decide to have chil-
dren has been seen, especially in developed countries. Because fertility decreases with
age, it is understandable that many parents require medical assistance in conception.

We will, of course, leave the professional and technical aspects of in vitro fertil-
ization aside. However, it should be emphasized that such procedures are no longer
uncommon. In Slovenia with a population of 2.1 million, there will soon be 10,000
children whose life started “in vitro.” In other words, on average one pupil in every
classroom.

The induction of ovulation and in vitro fertilization of egg cells leads to up to a
dozen fertilized eggs—zygotes, of which usually one or two are implanted. The
remaining zygotes are deeply frozen: some might be used in a later repetition of the
procedure; others will have to be discarded. The sheer fact that unused zygotes must
often be discarded has led some to categorically reject the entire program of in vitro
fertilization. In principle, they are right: the fusion of egg and sperm cells marks the
start of a new life. However, I am strongly convinced that such a narrow viewpoint
is inappropriate. Does this mean that we must for principled reasons sacrifice the
happiness of thousands of people for whom such medical procedures help towards
a rich family life?
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The procedures of in vitro fertilization are also used in cases when we need to
select among the fetuses to avoid genetic diseases. Ethical considerations here are
similar to those in prenatal diagnostics: medicine supports the wishes of the parents
to have only healthy children. Obviously, in vitro fertilization is ethically not accept-
able when it serves to choose the gender or physical or mental characteristics of the
child.

13.6 Surrogate Motherhood

The most significant deviation from natural conception and pregnancy is surrogate
motherhood. Surrogacy arrangement means that the fetus is implanted into the
womb of another woman who gives birth to the child and then gives the child to the
“biological parents.”

Surrogacy opens the door to severe abuse. The indication for surrogacy is often
not a medical one, that is, the inability of the biological mother to carry a pregnancy
and give birth, but rather the biological mother wants to avoid all the risks and dis-
comforts of pregnancy and birth. In some parts of the world, for example, India, the
so-called rent-a-womb is already a well-established source of income for poor
women. This practice is illegal in many countries and is ethically very problematic.
Few healthy women would accept the role of a surrogate mother purely for altruistic
motives, and in the large majority of cases, it is the money that drives the decision.
Surrogate motherhood is a clear case of disrespect of the ethical principle of justice.
Ethically, it is hard to defend exploitation of the poor, who are forced to put their
health and well-being at risk.

The second problematic issue is that pregnancy is not merely a waiting time, but
rather a precious period for both parents to prepare for their new role. Talking, or
singing to a child before birth, is a most common and enriching experience.
Likewise, the father also gradually adapts to his new role. Thus, all events during
pregnancy prepare the family for the great change in family life and for the (often
difficult) period of caring for a newborn baby. This role of pregnancy as preparation
for parenthood is missing if the only reminder of the new family member is a marked
date on a calendar.

Finally, we must also think of some unfortunate potential scenarios. What hap-
pens if the newborn child is not healthy? Would the “biological parents” return him
or her as we do with malfunctioning washing machines in stores? If the surrogate
mother during pregnancy or delivery gets a disease or even dies—who is responsi-
ble and who takes care of her other children? Or to take the case of the wealthy
pediatrician Dr. Elizabeth Stern from New York: what happens when the surrogate
mother does not want to hand over the child and cancels the contract? To whom
does the child belong [8]?

Clearly, there are exceptions here as well. One such case is discussed in the first
seminar. [ invite the reader to judge for him or herself if there are ethically accept-
able forms of surrogacy.
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Abstract

The chapter starts with the ethical issues related to a severely handicapped new-
born, a condition that often requires a series of medical and surgical interven-
tions. When chances for long-term survival and life without continuous significant
medical support are slim or non-existent, the attitude of the parents towards
intensive medicine or palliative care should be considered. In most other situa-
tions in pediatrics, however, the ethical validity of decisions made by parents or
caregivers is not a question of autonomy of surrogate decision-makers but should
be based on the principle of beneficence towards the child. Even if the autonomy
of a child is limited, it should be respected to the highest reasonable level, and
any medical intervention should be accompanied with an appropriate explana-
tion. The chapter includes discussion of some topics specific to the young: man-
datory vaccination, suspected child abuse, genetic testing in childhood, reactions
to the death of a child, and clinical research in a pediatric population.
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In the family of my great-grandmother, two boys died before the age of 2. In the past, families were
large, and the death of a child was a common experience. Nowadays, the death of a child is con-
sidered a tragedy. Since medicine is considered to be all-powerful, physicians are often accused of
malpractice

A word on ethics in pediatrics is a word on adhering to the principle of beneficence,
but at the same time a word on the limited autonomy of children. We move in a tri-
angle: the child, the child’s parents or guardians, and the physician with the support
of other healthcare and non-healthcare workers. All of the involved have to put the
interest of the child first.

14.1 The Newborn

The main ethical questions pertain to the medical care of severely handicapped
children. Possible causes are diverse: hereditary diseases, inborn abnormalities,
infections, and other harmful events during pregnancy, premature birth (especially
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before the 24th week of pregnancy), complications during labor, and complications
immediately after childbirth.

We know a great deal about Down syndrome: the physician’s main duty is to help
the parents overcome the initial shock and to present the sources of help the family
will need. Similarly, the management of minor developmental abnormalities, such
as cleft palate, is well understood and requires no further elaboration on the ethical
perspective. Ethically uncontroversial are also those cases where adequate care can
help the child to overcome the complications and live a healthy life. A much greater
issue, however, is the treatment of severely ill children. In the first days, perhaps
even weeks, the medical team will do everything to save the child. Even if the
chances look slim, it is, of course, worth trying; at the same time, the parents gain
time to recover from the initial shock. If the child’s condition does not improve, but
in fact stabilizes or even deteriorates, the medical team has to first hold an internal
meeting and afterwards have a consultation with parents. In decisions about inten-
sive treatment, such as major surgical procedures in a newborn with several inborn
abnormalities, the physicians will also take into account the parents’ opinion. In
cases when life without dependence on intensive care support cannot be expected,
and parents are not in favor of aggressive treatment, the decision of the medical
team to limit treatment to palliative care is acceptable.

In most developed countries, newborn screening programs for infants have been
implemented with the aim of the early detection of conditions that are treatable but not
clinically evident. The programs include blood screening tests, pulse oximetry for
detection of congenital heart defects, and tests for vision and hearing loss. While these
examinations represent a minor burden for the child, early discovery of a disease
can provide an enormous benefit for the child’s future development. In countries in
which these programs are mandatory, forgoing such examinations can therefore
rightly be regarded as an unethical act of neglecting the child. Parents planning
delivery at home have to be reminded that their newborn should be examined by a
neonatologist.

14.2 Vaccination

Vaccination has a three-fold purpose. The first is to protect an individual against a
contagious disease, the second is to prevent the spread of the contagious disease,
and the third is to protect those who cannot be vaccinated due to disease or condi-
tions of immunodeficiency. From the perspective of public health, it is perfectly
clear—vaccination against contagious disease has notably contributed to a signifi-
cant increase in life expectancy. Preventive medicine, which includes programs of
mandatory vaccination, and improved living, working, and hygienic conditions
have contributed more to increased life expectancy than all other branches of medi-
cine combined.

We will not go into a discussion on the benefits of vaccination. Instead, we will
focus on communication with parents who oppose vaccination.

In the absence of a disease or another condition due to which vaccination would
be contra-indicated, abandoning vaccination may be harmful to the child. The risk
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associated with vaccination is minimal, and the reports on harmful side effects of
vaccination are exaggerated or have even proven to be fraudulent.! At the same time,
it is a fact that many diseases considered nearly eradicated are reoccurring: measles,
tuberculosis, even poliomyelitis. Consequences of infection with these diseases in
adults who have not been vaccinated in childhood are often severe. Similar holds for
vaccination against the human papillomaviruses, which are a significant factor in
head and neck cancer and the main cause of cervical cancer—a disease that kills
between 40 and 50 women per year in Slovenia alone.

While all scientific evidence points to the benefits of vaccination, some parents
oppose vaccination on the basis of utterly selfish reasoning. “If all other children are
vaccinated, the risk for my baby is low; therefore, I do not agree with vaccina-
tion”—these words are rarely heard, yet often an important argument of the
parents.

To be better positioned against the groups who argue for the “freedom of choice,”
physicians must actively engage in public discussions. It is our duty to lay out all the
arguments to the parents: the principle of justice in protecting the entire population,
the potential harm done to their child, and increased risk for those children that can-
not be vaccinated.? When parents still do not agree, they may be asked to sign a
document that they reject vaccination despite explanation. In several countries,
proof of vaccination is required in order for the child to be admitted to kindergarten
or public school.

How to proceed in cases if the child gets a disease that could have been prevented
with vaccination? Should we agree with the proposal that in such cases parents
cover the costs of treatment? Personally, I am conflicted about such situations. On
the one hand, it is true that the costs of treatment can be very high and that a child’s
treatment must not depend on the financial means or whims of the parents. On the
other hand, we know that it is mostly the parents from higher classes of society that
reject vaccination. If we follow the principle of justice, then we will support the
possibility that the well-off parents cover the costs of their capricious behavior
themselves. There is definitely also the possibility to take the parents to court for
child neglect. The complaint would be even more justified if the child who was not
vaccinated due to parents’ opposition would infect another child with immunodefi-
ciency for whom the disease can be severe or even fatal.

"In 1998, Andrew Wakefield published an article in The Lancet in which he supposedly proved that
vaccination against measles, mumps, and rubella can be the cause of autism and colitis. It was later
confirmed that the data in the article were forged. Dr. Wakefield’s medical license in Great Britain
was revoked.

2Recently, Dr. Urh Groselj presented an interesting comparison that can be used when trying to
convince others why vaccination in healthy children is justified. Everyone agrees that it is safer for
the baby in a car to be fastened in the child safety seat. Even if once in every 10,000 accidents it
happens that a child is severely injured due to the safety belt, we will not oppose the use of child
safety seat on the basis of this single case. Similar holds for vaccination: it is unreasonable to reject
a measure, which is undoubtedly beneficial to the majority of children, due to very rare instances
of complications.
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The latter remark applies to those rare cases when complications are very likely
caused by vaccination. These cases must be registered, carefully monitored, and
analyzed. Immediately and without any legal proceedings, the family should be
offered the right to compensation.

14.3 Child Neglect and Maltreatment

The list alone of the potentially serious threats to healthy development in children is
lengthy: poverty, hunger, poor living conditions, war, physical threats by parents or
guardians, psychological abuse, parents’ excessive ambitions, sexual abuse, mental
distress due to fights between parents, divorce and fights over guardianship, alcohol
and other drugs in family, very unbalanced diet due to parents’ preconceptions, and
rejection of urgent treatment in cases of serious disease.

As with other medical duties, the physician’s primary responsibility is to estab-
lish a diagnosis. This is not always easy because parents will frequently conceal the
true causes; they will, for example, claim that the child fell or had an accident.
Equally difficult is to take action, which must, of course, be beneficial to the child.
In a society of excessive protection of privacy and noninvolvement in the lives of
others, taking measures against parents or guardians is challenging and unfortu-
nately often successful only when the consequences for the child are already
profound.

We must applaud the courage of those physicians who firmly side with the child,
often in the face of threats of violence against them. At the same time, we must
protect a physician who suspected child abuse and later found out that there were no
grounds for his suspicion. Everyone—parents, fellow physicians, and the public—
must understand that suspicion is not the same as an allegation. Any form of con-
tempt or shaming of the physician who “committed” groundless suspicion is
unacceptable; with the physician’s apologies, the matter should be settled.

In addition to meat and fish, which are excluded from a vegetarian diet, a vegan
diet excludes milk, dairy products, and eggs. To put it mildly, a vegan diet for chil-
dren is highly problematic. To prevent severe and mostly irreversible dysfunction in
the child’s physical and mental development, parents must specifically add to the
otherwise very unbalanced diet vitamins B12 and D, riboflavin, calcium, iron, zinc,
other minerals and essential amino acids, and omega-3 fatty acids [1]. This fact
alone proves that a vegan diet represents unnatural nutritional restriction to which
human physiology is not adapted. An important open question is whether parents
who obstinately cling to their different views on “natural living” will, in fact, follow
the recommendations and add all the above-mentioned “chemical, artificial” sup-
plements to their child’s vegan diet. When faced with vegan parents, the physician
should be a resolute advocate of the child’s benefits and should clearly warn the
parents of all risks. At the same time, the physician should carefully monitor the
child so as to act upon the first signs of dysfunctions in his/her development.

One form of child neglect is addiction to video games and internet communica-
tion [2]. Many parents, especially younger ones (often having the addiction
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themselves) are not aware just what the consequences are for the mental develop-
ment of a child who spends most of his time and attention in the virtual world.
Autistic children are two times more frequently addicted to the virtual world of
video games and internet communication; it remains unclear, however, what is the
cause and what is the effect of this pattern. Can autism be the consequence of
enclosing oneself in the virtual world, or do autistic children simply find their place
on the screen, rather than in the frequently traumatic experience of the real world?

14.4 Chronic Disease and Communication

We often say that a serious disease of an individual represents a burden for the
whole family. This statement is especially true when we speak about the serious
disease of a child. The child and his disease are at the epicenter of all family activi-
ties. While such careful attention is, on the one hand, human, laudable, and touch-
ing, there are downsides to it as well. The sister of the young patient is left to
herself; the parents will intervene in every (otherwise perfectly normal) row or fight
between the kids. Their protective intervention will prevent the development of a
normal relationship between the children.

A child’s serious disease places an immense emotional burden on all involved.
Although the physician might be used to it, he must show compassion in communica-
tion with children and parents. It is almost always inappropriate if we unduly try to
establish whose fault it was or how delayed the diagnosis was: if a specialist wants to
communicate to his colleague at the primary level that an accurate diagnosis might
have been reached earlier, he should do so in direct contact, and not through parents.

Empathy goes hand in hand with mutual trust. On the physician’s part, this also
includes an appropriate degree of humility. The key enemies of trust are a physician’s
arrogance, an air of superiority, and omniscience. No matter how annoying, an expe-
rienced physician patiently listens to the parents who found advice on the web and
helps them in obtaining a second, independent opinion. He is aware that all this thirst
for additional information is only a sign of the great energy that parents devote to
their child. If the physician does not harness this energy, it may turn against him.

Already in his early age, a child with chronic disease can develop a very good
understanding of numerous medical procedures. Children are therefore rightly upset
if they are ignored when we are giving an explanation or even trying to trick them.
The importance of partnership in the physician—patient relationship is even more
crucial in pediatrics: the child’s understanding, trust, commitment, and adherence in
performing his responsibilities and also his gratitude often surpass those of adults.

14.5 Genetics

In examining the genetic nature of a disease, we are witnessing unprecedented prog-
ress, which, however, also brings along significant ethical dilemmas. Genetics is,
therefore, the topic of the next chapter.
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In this chapter on pediatrics, we wish to focus on questions related to surrogate
decision-making, which should adhere to the ethical principle of beneficence.
Parents and guardians might require genetic testing even in cases when it is not
benefiting the child. To prevent or limit these risks, we must be consistent in adher-
ing to the rule that underage patients should only be tested in cases in which a medi-
cal measure or treatment would be indicated in childhood.

14.6 Death of a Child

In village cemeteries, one can often still see small rather overgrown graves. Yes, in
the past child death was quite common. Families had many children, and the death
of a child was not considered a tragedy for the family. Since, nowadays, any case of
child death is considered unnatural, and because medicine is viewed as omniscient
and omnipotent, the physician is the obvious candidate to be guilty of an unfortu-
nate event. At the same time, parents or guardians seek ways, willingly or not, to
offload their part of the responsibility for a traffic accident or for a late consultation
with the physician.

Remarks about communication with chronic patients apply even more for cases
of child death: empathy, patience, humility. In response to potential accusations, the
physician should offer a detailed and clear explanation. When facing serious accu-
sations, the physician will ask a colleague or head of the department for help. In
cases of overt malpractice (which is fortunately quite rare), and in cases of subopti-
mal diagnostics and treatment due to circumstances that were beyond the responsi-
bility of a particular physician, eventual financial compensation may not be of major
concern. What parents wish to hear is a clear statement that physicians will do
everything to prevent similar events from reoccurring in the future.

14.7 Research

I definitely agree that it would be highly inappropriate if we approached clinical
trials rashly. A thorough consideration of all existing knowledge, a clear hypothesis,
objectives of a trial, precise description of diagnostic and therapeutic procedures,
and statistical planning are essential elements of every protocol, regardless of
whether one is dealing with adult patients or children.

All documents on ethics consider children to be a vulnerable group. Yet, we
must not forget that there is no progress without research. When it comes to chil-
dren, the main problem is lack of commercial interest for clinical trials in pediatric
populations.® Let us illustrate this with the situation in pediatric oncology. The first
truly astonishing results in systemic cancer treatment were achieved in the

3In 2015, Nuffield Council on Bioethics published recommendations on participation of children in
clinical research: http://nuffieldbioethics.org/wp-content/uploads/Children-and-clinical-research-
full-report.pdf.
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treatment of childhood cancers. Half a century ago, pediatric oncology was paving
the way for all other branches of oncology. Since then, not much has changed for a
child with cancer, and the majority of drugs in pediatric oncology have been in use
for decades. This is in sharp contrast to the situation with common cancers in adult-
hood, which are in the mainstream of clinical research, and where each year brings
a dozen new drugs.

References

1. Mesina V, Mangels AR. Considerations in planning vegan diets: children. ] Am Diet Assoc.
2001;10:661-9.
2. http://www.techaddiction.ca/child-video-game-addiction.html

Suggested Reading

Botkin JR. Ethical issues in pediatric genetic testing and screening. Curr Opin Pediatr.
2016;28:700—-4.

Chervenak FA, McCullough LB. Healthcare justice and human rights in perinatal medicine. Semin
Perinatol. 2016;40:234-6. https://doi.org/10.1053/j.semperi.2015.12.011.

Chervenak FA, McCullough LB. Ethics in perinatal medicine: a global perspective. Semin Fetal
Neonatal Med. 2015;20:364-7. https://doi.org/10.1016/j.siny.2015.05.003.

Grootens-Wiegers P, Hein IM, van den Broek JM, de Vries MC. Medical decision-making in chil-
dren and adolescents: developmental and neuroscientific aspects. BMC Pediatr. 2017;17:120.
https://doi.org/10.1186/s12887-017-0869-x.

Hein IM, De Vries MC, Troost PW, Meynen G, Van Goudoever JB, Lindauer RJ. Informed con-
sent instead of assent is appropriate in children from the age of twelve: policy implications
of new findings on children’s competence to consent to clinical research. BMC Med Ethics.
2015;16:76. https://doi.org/10.1186/s12910-015-0067-z.

Hoytema van Konijnenburg EM, Teeuw AH, Ploem MC. Data research on child abuse and neglect
without informed consent? Balancing interests under Dutch law. Eur J Pediatr. 2015;174:1573—
8. https://doi.org/10.1007/s00431-015-2649-7.

Orzalesi M, Danhaive O. Ethical problems with neonatal screening. Ann Ist Super Sanita.
2009;45:325-30. Review. PMID: 19861738.

Parasidis E, Opel DJ. Parental refusal of childhood vaccines and medical neglect laws. Am J Public
Health. 2017;107:68-71.

Rapoport A, Morrison W. No child is an island: ethical considerations in end-of-life care for
children and their families. Curr Opin Support Palliat Care. 2016;10:196-200. https://doi.
org/10.1097/SPC.0000000000000226.

Rosenberg AR, Starks H, Unguru Y, Feudtner C, Diekema D. Truth telling in the setting of cultural
differences and incurable pediatric illness: a review. JAMA Pediatr. 2017;171:1113-9. https:/
doi.org/10.1001/jamapediatrics.2017.2568.

Schilling S, Christian CW. Child physical abuse and neglect. Child Adolesc Psychiatr Clin N Am.
2014:23:309-319, ix. https://doi.org/10.1016/j.chc.2014.01.001.


http://www.techaddiction.ca/child-video-game-addiction.html
https://doi.org/10.1053/j.semperi.2015.12.011
https://doi.org/10.1016/j.siny.2015.05.003
https://doi.org/10.1186/s12887-017-0869-x
https://doi.org/10.1186/s12910-015-0067-z
https://doi.org/10.1007/s00431-015-2649-7
https://doi.org/10.1097/SPC.0000000000000226
https://doi.org/10.1097/SPC.0000000000000226
https://doi.org/10.1001/jamapediatrics.2017.2568
https://doi.org/10.1001/jamapediatrics.2017.2568
https://doi.org/10.1016/j.chc.2014.01.001

Check for
updates

Genetics 1 5

Abstract

Three characteristics make testing for genetic abnormalities different from all
other medical diagnostics: life-long validity for the tested person; implications
for a broader circle of blood-related family members; and the possible emer-
gence of genetic information that was not solicited but may nevertheless influ-
ence the life of the person and his/her family. For these reasons, professional
counselling prior to testing is an essential requirement. In prenatal diagnostics,
genetic testing is ethically acceptable for the elimination of embryos with geneti-
cally determined diseases, but not for selection regarding gender or personal
characteristics. For children, testing for adult-onset diseases should not be per-
formed, and genetic testing should be reserved for conditions for which an
immediate intervention may benefit the child. Great caution and consent prior to
testing are recommended in dealing with unsolicited information. Unsolicited
information regarding paternity should not be communicated, with the exception
of clear proof of incest involving a minor.
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Common misunderstanding: a negative genetic test indicates that your risk for cancer is low. Since
most cancers are not linked to a detectable mutation, a negative result of known mutations has
virtually no effect upon the risk for a particular cancer (source of data for the graph: Cancer
Registry of Slovenia). Commercial testing without counselling is of very limited benefit and may
be misleading

Genetic testing is different from other medical diagnostics in two crucial aspects.
First, findings in other types of diagnostics relate to a particular time, whereas the
results of genetic testing hold for life. Second, findings of genetic tests may affect
the lives of other blood relatives. Due to these two distinctive characteristics, con-
sultancy is an essential element of genetic diagnostics, both before deciding on
testing and after the results are known.

In this chapter, we will discuss only those genetic characteristics that encompass
the entire body and are passed from one generation to the next. We are, therefore,
leaving aside gene changes that occur de novo during the course of a lifetime and
affect only a part of the organism. For example, all cancer diseases are due to muta-
tions in the genetic code; however, such mutations (with rare exceptions) are not
inheritable.

We begin this chapter by describing the main areas that are influenced by genetic
testing. In the second part, we will focus on the ethical evaluation of certain proce-
dures in genetic technology and knowledge.

15.1 What Information Can Be Gained from Genetic Testing?

Genetic tests can be performed on embryos (prior to implantation or during intra-
uterine life) or on humans after birth and may be done on individuals or on wider
populations.

Due to the rapid development of laboratory methods and new knowledge, it
would be ill-considered to attempt to provide a definite list of all areas influenced by
genetics. Having provided this disclaimer, let us nevertheless try and show the range
of findings that can be obtained by genetic tests.
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e Preimplantation and intrauterine diagnostics: gender, presence/absence of spe-
cific hereditary disorders, HLA typing, physical and mental characteristics of the
future person.

e Diagnostics in pediatrics and in adults: certain metabolic disorders, diagnosis or
confirmation of hereditary diseases.

e Heredity as a cause of some diseases, such as certain forms of cancer, which
often arise also spontaneously.

* Genetic predispositions towards certain diseases.

e Metabolism, pharmacokinetics, prediction of tolerance for and efficacy of drugs.

¢ Confirmation or exclusion of parenthood, usual fatherhood.

¢ Parenthood between close blood relatives (incest).

The differences between genetic testing and other medical diagnostics were dis-
cussed in the introductory paragraph. At this point, we wish to highlight another
characteristic of genetics. In diagnostic examinations, we normally start with a
straightforward question, and we expect a clear answer in return. However, in
genetic testing, we often obtain information that we have not sought. Modern tech-
nology may reach beyond individual genes and perform analysis of a broad list of
genes or even of the whole human genome. Even if the medical question concerned
only a single gene, it may be easier to perform a broader analysis.! Apart from the
desired information, such an analysis can reveal information about predispositions
for other hereditary disorders and about genetic variants whose meaning we do not
yet understand.

Gene analysis can also provide evidence of incest or disprove alleged fatherhood.

15.2 Disease Exclusion, Choice of Gender, and Selection
of Other Traits of the Future Child

For over the last 70 years, genetics has carried the stains of racism driven by Nazi
and fascist ideologies, xenophobia, and eugenics programs. It is, therefore, neces-
sary to clearly distinguish between the understandable desire to be healthy, which
includes the desire for healthy offspring, and unacceptable efforts towards unnatural
improvements of genetic characteristics of future generations.

In the process of in vitro insemination, it is possible to perform preimplantation
genetic diagnostics. Preimplantation genetic diagnostics is ethically justified in a
family with a history of the hereditary disease and with a significant chance that a
serious, life-threatening disease can be transferred to the next generation. Examples
of such diseases include cystic fibrosis, sickle-cell disease, Tay-Sachs disease,
Duchenne muscular dystrophy, beta-thalassemia, or Huntington disease. In some
countries, preimplantation genetic diagnostics is also allowed in women above

'The situation is similar to the usual blood test: it is easier for a physician and for a laboratory
technician to order and perform the analysis of the full range of hematological and biochemical
parameters than to select only a few specific tests.
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35 years of age, who have a higher risk of giving birth to a child with Down syn-
drome or other inborn disorders.

Performing preimplantation genetic diagnosis and embryo selection on the basis
of the presence of other mutations, which potentially increase the risk of disease
development in adulthood is ethically controversial. An example of a controversial
case is the potential presence of the BRCA1 or BRCA2 mutation, both of which
increase the risk for (in most cases curable) breast cancer. We must be aware that in
the future, an increasing number of links between the genetic code and predisposi-
tion to specific diseases will be identified. Our lives and the lives of our descendants
simply cannot be fully designed in advance.

Until recently, selective implantation of female-only embryos was frequently
performed in families with a disease linked to the X chromosome (examples include
hemophilia and Duchenne muscular dystrophy). Nowadays, such measures are no
longer needed; precise gene analyses allow for the exclusion of all embryos with the
disease-carrying mutation. It is, therefore, possible to exclude either female embryos
that would be carriers of the disease as well as male embryos that would be affected
by the disease. There are therefore no medical indications for gender-based selec-
tion of implanted embryos. Any other non-medical reasons for gender-based embryo
selection are ethically unacceptable. If there are already four sons or four daughters
in a family, this is not an ethically acceptable reason to perform a medical procedure
that would guarantee the desired gender of the fifth child.

Ethically problematic is embryo selection based on transplantation antigens. A
child with a heritable disease such as beta-thalassemia can be cured with bone mar-
row transplantation. If there is no other donor among the relatives who would match
the transplantation antigens of the sick child, the parents may decide for another
child. In such a case, in vitro insemination is performed, choosing an embryo com-
patible with the future recipient. At birth, immature hematopoietic cells are obtained
from the cord blood. The donor suffers absolutely no harm during the procedure and
will continue to live normally.

Is embryo selection for the purpose of providing “spare parts” for the brother ethi-
cal? If we approach the question with the method of ethical analysis, we find that no
one is harmed in the procedure: the complete treatment with cord blood cell transplan-
tation brings health to the child with thalassemia. For the newborn child, life is also
more valuable than non-existence, no matter how unusual the motivation for his or her
birth was. Nevertheless, we must remain very restrained in our ethical evaluation of
the embryo selection procedures for providing the “spare parts”: we cannot compare
the use of cord blood cells, which would otherwise be discarded, with the transplanta-
tion of other organs or tissues, which is ethically absolutely unacceptable.

Fortunately, each person is unique. People are not like cars coming off an assem-
bly line. All differences and minor deviations, for example, short stature or color
blindness,? simply cannot and should not be eliminated by medical interventions.

2In Europe, approximately 8% of males have color blindess and cannot distinguish between red
and green. Color blindness is caused by a mutation on the X chromosome, which is why it is more
frequent in men.



15.3 Genetic Testing in Childhood and Adulthood 109

It would, therefore, be unethical if we used the preimplantation diagnosis to select
embryos based on physical or mental characteristics. When there are no clear medi-
cal indications, preimplantation genetic diagnosis is medically and ethically
unjustified.

15.3 GeneticTesting in Childhood and Adulthood

Genetic testing is not an exception regarding the general rule of medical diagnos-
tics: an examination is justified if its outcomes are informative for future action. Let
us add another general rule: along with the right to know, we must also respect the
right not to know.

Genetic tests in children are justified when such examinations are helpful in
establishing a diagnosis and in choosing the most appropriate treatment. In healthy
children, genetic testing is justified only in cases when appropriate medical mea-
sures or counselling (e.g., a modified diet) would alleviate, postpone, or eliminate
signs of disease. However, children should not be tested for diseases that develop in
adulthood.

Some adult diseases are linked to a genetic disposition. Heredity as a predisposi-
tion to cancer is suspected when several blood relatives develop the same type of
cancer or when cancer develops at an unusually early age. Consider breast cancer as
an example: in approximately 5% of the patients, BRCA-1 or BRCA-2 gene muta-
tions significantly influence cancer development. From the patient’s perspective, it
is important to identify such a genetic predisposition and remain alert to the risk of
cancer development in the other breast. These patients also significantly more often
develop ovarian cancer. However, despite the advantage that such information
brings to the patient, we must never insist on genetic analysis. The patient must be
informed about this possibility, but also about the positive and negative conse-
quences of learning about the potential genetic underpinnings of the disease. Tests
can therefore only be performed if the patient is thoroughly informed and gives full
consent. When receiving the results, the exam should never be sent by mail; rather,
the patient has to be invited for additional conversation and consultancy.

If the genetic nature of cancer is confirmed, this is considered a warning to all
other blood relatives. The patient decides about whom to inform and invite for
potential testing. As noted above, genetic testing for diseases that develop in adult-
hood is never performed in underage patients—information gained would only
serve to confuse and burden them psychologically. It follows that we never inform
underage patients about the results of genetic tests on their relatives, who are also
advised against sharing the results widely.

Full information and consent of a patient or a healthy person prior to testing and
counselling once the results are known are therefore necessary components of
genetic testing. Informing and counselling require in-depth specialist knowledge in
the field of genetics and in the medical speciality, for example, oncology. At the
same time, providing counselling requires excellent communication skills and even
readiness to relieve unexpected human distress. While the examination itself can be
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performed by a machine, communication must by no means be limited solely to
written information.

Limitation of testing to selected indications and the need for personal communi-
cation of information, consent prior to the examination, and counselling are strong
arguments against entrusting genetic examinations to private companies driven
solely by their financial interests. In our understanding, it is entirely unacceptable
that people order their genetic examinations on the web. Although certain laborato-
ries in the USA offer analyses of the whole genome for a price of 1000 dollars, such
activities are most often of no benefit or even harmful.

Should gene testing be performed in healthy adults if blood relatives do not have
a specific disease? The answer is a very resolute “no.” Many lay people falsely
believe that genetics can predict a disease. Consider again breast cancer as an exam-
ple. When there are no cases of the disease in the family, and there is, therefore, no
reasonable suspicion of a BRCA gene mutation, a negative result of genetic testing
is absolutely useless and can even be misleading. The woman has still almost equal
chances of developing breast cancer spontaneously (i.e., without a genetic predispo-
sition). A negative result of genetic testing may lead to an unjustified feeling of
security. Nevertheless, she should continue with regular participation in programs
for early breast cancer detection.

15.4 Accidental Findings
Genetic testing can reveal unexpected information:

e Genetic abnormalities that point to another, currently clinically silent (asymp-
tomatic) disease

* Genetic abnormalities or variants of uncertain or unknown significance

e Information on fatherhood (primarily as a proof of non-fatherhood)

e Information on incest

A general recommendation is that to a precise, clear question we give a precise
answer. The geneticist must, therefore, restrict the report to the question that was
posed. There are two exceptions to this rule: when genetic analysis unexpectedly
reveals a disease that requires urgent prevention or treatment and in cases of proven
incest in underage persons.

The unexpected discovery of a predisposition to a disease represents an addi-
tional reason for the requirement that genetic testing always proceeds under the
supervision of an experienced physician. Consider the following: a healthy relative
of a breast cancer patient has consented to be tested for the BRCA group genes.
However, the results of the examination showed a high predisposition to stomach
cancer.® Should the physician communicate the results of an examination to which
the patient has not consented? My personal opinion is that the possibility of

3See seminar nr. 72.
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unexpected findings should have been presented prior to testing. Without such con-
sent, the physician is left with no good options: either he delivers unwanted burden-
some information, or he takes responsibility that the patient will miss the optimal
time for early diagnosis and successful treatment.

Genetic examinations in children may provide strong suspicion of incest. A coef-
ficient of homozygosity of approximately 0.5 is convincing evidence that the child’s
mother was abused by her own father. If possible, the genetic laboratory should
repeat the test or (even better) send the data for a confirmatory analysis to another
laboratory. In mothers who were underage at the time of conception, we are dealing
with proof of a criminal act. The case should, therefore, be reported to the police.

Whenever several family members undergo examinations, genetic testing can
show inconsistency with the presumed (“official”) fatherhood. In these cases, the
results are communicated only if the test for fatherhood was ordered by the court. In
case of an accidental finding, I see absolutely no medical, legal, or ethical reasons
for communicating discovery of contentious fatherhood to anyone. Revealing such
findings would be unfair to women because their infidelity is easier to prove than the
infidelity of males. And to take a broader perspective on fatherhood: the father is the
one who took care of the child and not someone who encountered his wife at a busi-
ness dinner party.
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Abstract

The world of an intensive care unit is a volatile mixture of rapid decisions and
actions, great hopes and frequent disappointments, bringing the severely ill
back to life and facing death, limited communication with patients, and diffi-
cult communication with family members. While some patients recover from
severe injuries and apparently hopeless situations, others deteriorate despite all
efforts of the medical team. A moment when further intensive treatment is con-
sidered to be futile should preferably be made by consensus of the medical
team and then communicated to the family. In such a situation, the withholding
or withdrawal of intensive medical procedures is justified. Only after confirma-
tion of death are the relatives approached with information on potential organ
donation. In the absence of a person’s advance directives, some countries allow
removal of organs for transplantation regardless of the opinion of family mem-
bers; nevertheless, a compassionate explanation is preferable and will most
often result in consent.
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In 1990, Marina, aged 34, respiratory physiotherapist and mother of five children was diagnosed
with acute leukemia. Treatment included intensive chemotherapy and bone marrow transplant, for
which a histocompatible donor was found through the Eurotransplant program. Three years later
when her cure was confirmed, she expressed a wish to meet her donor. The donor, Terry from
Ireland, consented to reveal his identity. A very emotional meeting started a life-long friendship
(Photo: courtesy Mrs. Marina A.)

The intensive care unit is a world of its own. An unusual, frequently explosive mix
of urgent action, rapid changes, great hopes, successes, and disappointments.
A world where being face-to-face with death and coming back to life is common,
where communication with patients is limited and communication with patients’
relatives often very challenging. The teamwork of intensive care physicians, sur-
geons, anesthesiologists, and medical nurses is often organized in shifts. This
represents an additional obstacle in the transfer of information within the health-
care team and with patients and their family and complicates the issue of personal
responsibility.
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16.1 Admission to the Intensive Care Unit

There is certainly no doubt that a severely wounded or recently operated-on patient
belongs in the intensive care unit. The situation becomes more complicated in cases
of chronic patients whose health condition has deteriorated to the extent that regular
departments can no longer offer safe and professional treatment. Physicians should
keep in mind that intensive care units are not intended for dying patients. Whenever
colleagues from intensive care units admit a chronic patient with a sudden and
potentially treatable deterioration, their intervention should be focused on relieving
the acute problem. In cases in which, despite intensive care, the patient’s condition
does not improve, there must be an option to transfer the patient back to the regular
ward in order to continue with palliative care. It is appropriate to inform the rela-
tives about this possibility upon the patient’s admission to the intensive care unit.
Doing so will make it easier to explain why the patient, despite the worsening of his
or her health condition, is no longer treated in the intensive care unit.

Lack of space is the reality for most intensive care units. This reality is taken into
account when physicians discuss the admission or transfer of any specific patient. In
conversation with the relatives, however, the argument on restricted space in the
intensive care unit should not be emphasized as it might give the impression that
physicians did not exploit all the possibilities for the patient because they gave pref-
erence to other “more important” patients.

16.2 Introducing, Withholding, and Withdrawing
Intensive Care

Upon admission to the intensive care unit, the prognosis of a severely diseased
patient is often unclear and time for decision-making is limited. Clearly, we will,
therefore, do all we can to keep the patient alive.

Only over the following days and weeks will it become clear what course the
disease will take. In patients whose condition improved, there are no medical or
ethical dilemmas. There are, however, also patients whose health condition deterio-
rates despite intensive care. This requires careful consideration about whether or not
to introduce, withhold or withdraw additional intensive care. The three terms are
best illustrated in the following case:

A patient with advanced ovarian cancer after chemotherapy and radiation therapy has been
operated due to intensive vomiting and ileus. She was afterwards admitted to intensive care
unit. Her general condition was bad, and blood tests confirmed kidney failure. Physicians
could not agree: some argued for the introduction of dialysis while others thought that
dialysis would only prolong her suffering and therefore argued for withholding treatment
with it. The medical team nevertheless decided in favor of dialysis and to give the patient
another chance. After two weeks, however, pleural effusion on lung X-ray examination was
interpreted as a clear sign of cancer progression. At that point, the council reached unani-
mous agreement to withdraw treatment with dialysis. The patient and her relatives were
informed about the decision and treatment continued with palliative care.
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The difference between withholding and withdrawing treatment is often discussed.
From legal and ethical standpoints, there is no difference between these two deci-
sions. Nevertheless, in everyday practice, physicians find the decision not to intro-
duce a specific treatment much easier to make in comparison to a decision to stop a
treatment which has already been introduced. This is especially true for treatments
that require the use of medical devices, for example, dialysis and mechanical
ventilation.
Treatment that must never be withheld or withdrawn is palliative care.

16.3 Futile Intensive Care

When a physician sees that all his skill
And learning can’t his patient’s death delay
He lets him drink and revel what he may
No more will he prescribe the bitter pill
France Preseren!

Readers have already learned in previous paragraphs what we mean by futile
intensive care: treatment that has no influence on the basic course of a disease
that does not improve the prognosis, and only burdens the patient. Even if such
treatment slightly prolonged the patient’s life, it nevertheless only prolongs
suffering.

I highly recommend that the decision about withholding intensive care be dis-
cussed, confirmed, and documented at a meeting of the medical team. This will
considerably facilitate conversation with the relatives. We should inform them about
our decision compassionately, but we do not ask them for permission or agreement.
Nobody, not even the patient himself nor the relatives, can demand the physician to
do what he thinks is medically inappropriate, unnecessary, or harmful to the
patient—this general principle also pertains to decisions on withholding or with-
drawing futile intensive care. At the same time, we should not expect the relatives to
confirm or even sign such a decision.

The final remark related to this question: it can happen that the patient’s health
condition unexpectedly improves. The decision to withhold intensive treatment is
not final and can also be revoked.

16.4 Determining Death

In most patients, death is determined without any special diagnostics.

Determining death becomes important in comatose patients sustained by
mechanical ventilation and other auxiliary intensive care. If a radioisotope examina-
tion confirms the complete loss of blood supply to the brain, there is no doubt: the

!France PreSeren: Slovenian poet (1800-1849). Translation by Gloria Komai.
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patient has died. We do not refer to brain death, but death. The patient is dead even
if the heart will remain active for some time. Even with appropriate levels of com-
passion, it is not always easy to explain the situation to the relatives; many find it
hard to reconcile themselves to the death of their loved one whose appearance is the
same as the day before and whose heart is still beating.

Only after death has been confirmed, can we open discussion on possible organ
donation.

16.5 Organ Transplantation

To avoid dividing the discussion on transplantation over several chapters, let us first
make a detour and briefly describe ethical dilemmas in organ transplantation with
living donors. Relevant here are mostly bone marrow and kidney transplantation. In
both cases, any form of payment to the donor is unacceptable—organ trafficking is
illegal and strongly unethical. The donor performs organ donation out of pure altru-
ism. Most often the donors are adult relatives; underage donors are a rare exception.
From an ethical viewpoint, it is important that the proposal for organ donation is not
pressured. The potential donor, therefore, has to have the opportunity to give con-
sent during a private conversation with the physician when other family members
are not present.

Let us now turn to organ transplantation in the deceased. Once the relatives have
been informed about the death of their loved one, we politely inform them about the
possibility of organ donation. The intensive care physician should not lead this con-
versation alone and should introduce a colleague who is in charge of transplanta-
tion. We do not want the relatives to have any impression that the physician who
treated their loved one has any interest in transplantation; or even worse, that he
could hardly wait for their loved one to die.

If the deceased left a written or oral expression of the wish to become an organ
donor, the relatives’ decision is easier. In most cases, however, such an advance
directive is not known. If the relatives have no objections, then we do not demand
any signature from them. The process of organ transplantation is carried out through
the established protocols. The medical personnel should plan their activities so that
the farewell to the deceased does not differ from the usual one in the case of non-
donors. When the advance directive of the deceased is not known, and when the
relatives oppose organ donation, the process is discontinued. Things become com-
plicated if the patient has clearly expressed an advance directive for organ donation,
and the relatives oppose it. We are stranded between the respect for the autonomy of
the deceased patient, the potential donor, and the respect for the relatives’ wishes. In
Slovenia, we follow the wish of the relatives in such cases and, therefore, do not
proceed with organ removal. In other countries, a different line of reasoning applies.
Consider the practice in Great Britain, where they initially attempt to convince the
relatives to respect the advance directive of the deceased. If the negotiation does not
succeed, they inform the relatives that they have no legal right to contradict the will
of the deceased [1].
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Abstract

Elderly and psychiatric patients share some common characteristics: limited
autonomy, uncritical over-estimation of their physical and mental abilities, and
need for assistance in daily activities. However, there are also some important
differences: psychiatric disease often leads to stigmatisation and to a low social
and economic position in society. When dealing with elderly, chronologic age is
one important piece of information; yet, age alone should not be a decisive factor
in choosing the preferred medical intervention. The main ethical problem is lack
of knowledge concerning the elderly: they represent a small minority of patients
in clinical trials and are seldom reported separately. In the absence of precise
guidelines, we should consider slower metabolic, repair and adaptation processes
in advanced age and exert all medical interventions with caution. Caution is also
recommended in dealing with psychiatric diseases: every non-conforming
behaviour and every minor complaint regarding emotional well-being should not
be treated as a disease. Surrogate decision-making should respect the remaining
patient’s autonomy and should be based on beneficence as the leading ethical
principle. When clearly indicated, intervention against a patient’s will is ethically
justified: effective treatment of the underlying disease will hopefully restore
patient’s autonomy.
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A thin line, or sometimes no line lies between a genius and a person with psychic disorder. On the
picture: self-portrait of Vincent van Gogh (1853-1890), a Dutch painter who suffered from severe
psychotic episodes

We will treat ethical questions pertaining to the elderly and the mentally-ill under
the same heading because their issues have much in common. In both groups, a
partial or complete loss of autonomy can occur, leading to surrogate decision-
making or guardianship. In both groups, there are individuals in need of assistance.
In addition, both the elderly and the mentally-ill often lack critical judgment and
overestimate their competence. In senile dementia, both conditions merge.

We must not overlook, however, significant differences between the two
groups. Mental disease affects only certain members of society, but aging happens
to everyone. The two groups also differ markedly in their social status. We treat
the elderly with respect, and we like to offer them help, but we often remain
reserved towards the mentally ill and prefer to keep them out of our social circles.
The economic status is different as well. The elderly will often accumulate some
wealth in addition to receiving a decent pension. The mentally ill, however, often
find themselves at the margins of society and struggle to make ends meet with a
low disability pension.
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17.1 Who Are the Elderly?

There is no sharp, well-defined boundary between adults and the elderly. We also do not
want to define one here. Whatever boundary point we choose—be it 65, 75 or 85 years—
we will have no trouble finding exceptions in both upwards and downwards directions.
Without considering other factors, the chronological age alone, therefore, cannot be the
criterion in the physician’s decision-making. However, it would be unreasonable to
completely abandon age as one of the factors influencing the risk of developing a dis-
ease, the natural course of the disease, and the success or complications of a treatment.

In the eyes of a physician, an elderly person belongs to one of two groups. In the
first group are those who had a hard life, which has affected their current health
condition. A number of chronic diseases, often accompanied by a decline in cogni-
tive functions and in vital energy all gradually lead to an elderly person lacking the
capacity for autonomous decision-making and greatly dependent on assistance. The
second group comprises the elderly who can be likened to a well-maintained classic
car: looks great, works great! Think of the witty and energetic interviews the
Slovenian writer Boris Pahor gave when he was 103 years old!

Regardless, my advice is to be careful when treating an elderly person from this
group. Blood examinations or an electrocardiogram do not reveal everything. The
analogy with the classic car was not chosen at random: a defect in an old car will
often start a cascade of new defects. It is often similar with the elderly: aggressive
treatment that might be well-suited for younger patients can often turn out to be
problematic in the elderly. One can often read in professional literature about how
certain medications have no age limits and are suitable for elderly patients with
normal indicators for specific organ systems (blood tests, kidney and liver function,
cardiovascular systems). However, we must pay attention to three specific circum-
stances. First, clinical trials often include limited numbers of elderly patients, so we
often simply do not have the data to judge the safety of many medications (recall the
discussion of a similar blind spot in pediatrics). Second, an important practical con-
sideration lies in realizing that the pharmaceutical industry has a strong interest in
expanding their markets to the ever-growing population of the elderly. Third, the
metabolism for many medications slows down considerably with age. A prudent
physician will therefore introduce new treatment carefully and gradually.

Let us briefly return to the topic of chronological age as a criterion for the physi-
cian’s decision-making. In principle, it is, of course, wrong to set up a harsh age
limit for certain very expensive or complicated treatments or for assigning priority
in treatment. Therefore, we do not categorize the patients according to their age; we
rely on the diagnosis, severity of the disease, and urgency instead. In medical prac-
tice, however, things change. In a medical team running short of all resources—time
for patients, medical devices, financial resources for medications, hospital beds—
age becomes one of the factors in decision-making. Consider a priority list for heart
transplantation: since the number of potential recipients far exceeds the number of
organs available for transplantation, the age of the recipient is one of the factors that
determine his/her position on the list. For health inspectors reading this—yes, this
is how things work: physicians simply should not loose their humanity and empathy
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in cold grading systems. We all love our elderly patients just the same, however, I
would have trouble understanding a physician who would not react emotionally
when facing a severe disease in a young mother.

Whatever age criterion we agree upon, the fact remains that the population is
aging. How should the healthcare system react to this issue? A detailed answer is
obviously beyond the scope of this chapter and book; however, we can simplify the
issue somewhat and give the following answer: we do not need more beds in inten-
sive care units; instead, we need significant improvements in home care and in a
network of hospices.

17.2 Who Are the Mentally IlI?

For some of the mentally ill, the presence of the disease is beyond doubt. Because
this book is not a psychiatry textbook, I shall not delve any deeper in diagnostic
procedures and diseases. At this point, we will have to content ourselves with the
realization that a significant number of mentally ill patients need assistance with
everyday chores as well as with treatment-related decision-making.

Still, any sort of deviation does not yet mark a disease. One must acknowledge
the fact that some people see their sojourn on the planet Earth differently from the
way the majority does. Only a few decades ago, we deemed homosexuality or politi-
cal dissent to be mental illnesses, and in some parts of the world this remains the
case. Is someone who feels no attachment to wealth or regular employment
mentally-ill? Should numerous artists be treated as mentally-ill? Are moments of
disappointment, sadness, unease, sleeplessness, despair or fierce anger themselves
mental illnesses? Or are these moments common to all of us?

We must therefore be cautious when making a diagnosis of a mental illness. The
physician should take special care in judging whether the patient really needs treat-
ment with medications or not. Yet again, I have to point out the interests of the
pharmaceutical industry, which encourages the “invention” of novel types of dis-
eases and tries to sell drugs for them. Addiction to anxiolytics, tranquilizers, and
sleeping pills is very common, especially among healthcare workers and pharma-
cists.! Interesting measures have been adopted in New Zealand, where a physician
can, instead of medication, prescribe a book for a troubled or distressed patient
(costs covered by health insurance).?

We must also mention a special category of mentally-ill patients: alcoholics and
illicit drug addicts. Given suitable help and support, some can overcome the burden
of addiction for good. The first big and meaningful step is to admit one’s own addic-
tion, for which a positive reaction from the environment is of crucial importance.
Among the highly-educated, even among physicians, it is not uncommon to observe
false comradeship and concealment of addiction, which of course blocks all possi-
ble paths to a solution.

!'See seminar nr. 43.
2See seminar nr. 44,
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17.3 Impaired Critical Judgement and Loss of Autonomy

A common point between the elderly and the mentally-ill is overestimating, or
sometimes under-estimating one’s own competence. Excessive confidence can have
negative consequences for the elderly or mentally-ill patient him or herself, but
clearly also for his or her close and remote social environment. Think of the issue of
driving: a driver lacking driving skills or a drunk driver represents a threat to himself
and also to all those nearby.

Situations like these put close friends and relatives in a dilemma. They do not
want to hurt the person’s feelings, but at the same time they are concerned about the
safety of everyone involved, for example their children.

Concealing the problem or, as we often say, sweeping the issue under the rug, is
not only a problem with the individual; unfortunately, it also happens at the level of
society as a whole, suggesting the apparent unwillingness of society to bear its share
of responsibility. The legislation often shows exaggerated fears of potentially doing
injustice to the individual, but fails to protect other citizens. In many countries,
including my own, a driving license is valid until the age of 80. Every year, a few
elderly drivers are victims of traffic accidents due to driving on a highway in the
wrong direction. From the medical standpoint, we know that few octogenarians are
indeed able to drive safely, and I am therefore strongly in favor of mandatory testing
for the ability to drive safely for all persons above a certain age (e.g. 65 years).
Likewise, chronic alcoholics or those who exert their aggressive personality through
high-risk driving should be strictly controlled, and permanent revocation of the
driving license should be a regular practice, rather than a rare exception. A decision
about the ability to drive safely should fall upon the authorities, rather than upon the
person’s friends, relatives, or the family physician.

17.4 Surrogate Decision-Making

When a patient is not able to completely understand his or her own situation and
make decisions, the physician will seek consensus with the patient’s close friends
and relatives. In most cases, guardianship is not (yet) officially confirmed. If impor-
tant decisions are to be made, the family should agree about who is to make deci-
sions in the patient’s name.

We have already discussed surrogate decision-making in the chapter on auton-
omy, so let us just briefly recap here: surrogate decision-making depends on the
ethical principle of beneficence, rather than the principle of autonomy. The physi-
cian, therefore, is not bound to respect the decisions of the patient’s relatives if these
are clearly against the patient’s best interest. However, in such a case, the physician
should not decide alone and is strongly advised to seek support for his or her deci-
sions from other colleagues.

When an agreement with the relatives is reached and decisions are made, the
physician still has the duty to inform the patient. All further procedures should be
explained in a way that is clear and understandable for the patient. As long as the
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patient is conscious, the loss of autonomy is not complete, and we should therefore
encourage his or her understanding of the situation and attempt to obtain his or her
opinion as well. The patient should make his own decisions regarding the domains
he can still understand.

Relations with relatives are often strained or explicitly conflictual due to their
demands which, though in the patient’s interest, prove to be unrealistic. An example
of such a conflict is the restraints that are used to prevent the restless and unmanage-
able patients falling out of their beds. Relatives oppose these measures and instead
expect a nurse to be present at the patient’s bed at all times—an unrealistic demand
if, during a night shift, one or two nurses are responsible for an entire hospital ward.
It is the duty of the physician to defend the nurse and explain the pragmatic facts of
the circumstances to the relatives.

17.5 Acting Against the Will of the Patient

An elderly, extremely feeble patient lived alone in a remote house with no central heating.
The closest neighbor was 1 km away, and even farther were the nearest store, pharmacy and
his community physician. The patient steadfastly refused the proposal to move to a retire-
ment home after discharge from the hospital. Instead, he insisted he would go home after
his hospital stay.

This true story is a good example of a patient overestimating his own competence—
a topic that we have touched upon already—and sets a good starting point for discus-
sion of situations requiring actions against the will of the patient. The elderly often
show strong prejudice against retirement homes. They do not understand that for them
these housing facilities offer significantly higher standards of living, safety and social
contacts. In fact, loneliness is frequently a huge burden for the elderly, especially for
widows. Despite the patient’s opposition, referral to a retirement home is often the only
possible solution. In a retirement home, the elderly patient will make new friends and
the traumatic experience of moving out of home will soon be forgotten.

The rules regulating the involuntary hospitalization of psychiatric patients are
clearly stated in the legislation. From the perspective of ethics, two points should be
stressed. The first refers to psychiatric diagnosis. As emphasized at the outset of this
chapter, any deviation from normality in itself does not yet constitute a mental ill-
ness and as such is definitely not a sufficient reason for involuntary hospitalization.
Second, when mental illness is clearly diagnosed in a bewildered and delusional
patient, it must be pointed out that in this case we are not talking about acting
against the patient’s autonomy. It is the disease itself that is the cause of the patient’s
lack of autonomy, and medical treatment will restore the person’s autonomy.

17.6 Hunger Striking and Anorexia Nervosa

My apologies for including the section on hunger striking and anorexia nervosa in
this chapter. For most people, a hunger strike is a very unusual form of protest, yet
it cannot be considered a sign of a mental disease. Anorexia nervosa is listed among
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mental diseases; yet, it should not be automatically categorized to the group of dis-
eases that deprive an individual of his autonomy, with the consequent right to act
against his will. In both cases, the physician deals with an autonomous person who
should be allowed to decide freely regarding his or her life.

During the initial period of a hunger strike, when life is not yet at stake, the
role of a physician should be limited to advice and counselling. Infusions and
force-feeding are acceptable only in cases of real and immediate danger to life.
In anorexia nervosa, the situation is somewhat different. Even before being in
immediate danger of irreversible deterioration of their health, some patients rec-
ognize their condition as a disease and accept treatment and feeding. Yet, even
here, any intervention against the patient’s will is justified only in case of danger
to life.?

17.7 Social Status and Stigmatization

Thus far, we have considered similarities between the elderly and the mentally-ill
patients. Here we consider points of considerable divergence between the two
groups. While the elderly are treated respectfully and with affection, this is rarely
the case for the mentally ill. Many of the elderly are financially secure, whereas this
is rarely the case with the mentally ill.

Despite great progress in the treatment of mental illnesses, these patients are still
often stigmatized. We could have a long unfruitful discussion about how wrong this
is. It is more productive to focus our attention to the question of what can be done
to limit stigmatization and make it less painful. When compared with the old prac-
tice of long-lasting hospitalization, out-patient treatment of psychiatric patients is
clearly a positive approach. Yet, not much has been done if the medical assistance is
limited to office consultations and the prescription of drugs. Apart from physicians,
social workers, psychologists, and nurses should aim towards comprehensive reha-
bilitation and greater integration of patients into society. This would lead to a lower
proportion of patients with relapses of their mental disease and gradually to the
reduced stigmatization of these patients in society.
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Abstract

A hundred years ago, sitting alongside a dying family member was a normal
experience. Nowadays, death is considered to be an undesirable guest in our
homes, and most people die in hospitals or hospices. While the sentence “I wish
I would die” is often heard, it should be interpreted as a call for help, rather than
as a demand for euthanasia. Surveys in countries where euthanasia or physician-
assisted suicide are legal revealed that the demand of the dying person is often a
consequence of social, emotional, or even financial circumstances. Euthanasia
should never become a shortcut to relieve society of the burden of people
approaching the end of their life. In circumstances of severe deficiencies in pal-
liative care, a debate on euthanasia is ethically problematic. Investment in facili-
ties for palliative medicine and in the related activities in education and research
should become a priority. Only when the goal of decent palliative care for every-
one is achieved, will a discussion on euthanasia truly become a discussion on
individual autonomy, rather than a discussion based on utilitarian ethics.
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Towards death with dignity. Ethically problematic are both extremes—on one side active euthana-
sia, and on the other treatment of terminally ill patients with all procedures of intensive medicine
which just prolong suffering (Photo: Dr. Marko No¢)

Death must never be taken lightly, even if one has seen it hundreds of times. I am
considerably less bothered by an admission of professional malpractice (there is
none among us who has not made a mistake) than by a casual or even derisive atti-
tude towards death. It hurts deeply to hear someone starting their report on over-
night duty by saying they had “a bumper crop” or if I hear nurses saying that some
physicians do not allow nurses to wake them if a patient dies in the middle of the
night. Here is a real example of a colleague of mine, who also departed his life long
ago and who did not allow himself to be disturbed when he was on night duty. It
happened that two patients passed away during the night and were taken to the mor-
tuary. The next morning, he was signing the documentation, after which a nurse
incorrectly attached the identification labels. As a consequence, the deceased from
Bosnia was almost buried in the Slovenian town of Piran. This is not only a severe
violation of work responsibilities, but also disrespectful of the deceased, of other
patients in the same department, and of the nurses.

In recent years, death has been discussed more frequently in public. Although the
topic of dying is no longer a taboo, many still have great difficulty accepting the
passing of their loved ones. Regardless of how clear it is that the patient is termi-
nally ill, the patient’s relatives will still all too often bring the patient to the emer-
gency department. Simple people who keep to their rural family traditions (we were
all farmers at some point) still gather the courage and spirit to sit with their dying
father at home; people from higher classes of society, however, start panicking
about how death will spoil their perfect world.

We should be comfortable with the fact that our death and that of others is inevi-
table. All religions include a promise of the afterlife. There is no doubt that this
helps many to leave this world in peace. Our duty is, therefore, to offer spiritual
support to the severely ill. To those among us who are not endowed with such a deep
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and concrete religiosity, serenity comes from an awareness that we are not leaving
behind a world of injustice or unpaid dues and that we have at least strived towards
a better world.

18.1 The Wish to Die and Suicide

“Doctor, I would rather just die” is a sentence we physicians hear frequently. Clearly,
we should not take these words literally but as a call for help: pain, other physical
troubles, fatigue, the inability to take care of oneself, and loneliness. In patients with
diseases such as cancer, a genuine wish to die is rare, at least in my experience. Even
severely ill patients wish to live, and the more life is moving away from them, the
more they cling to it. After all, this is reflected in statistics on suicide in oncology
patients, which may be even less frequent than in the healthy population.!

The phenomena of attempted suicide and suicide can only be discussed briefly
in this book, even though they would require a much more in-depth treatment. In
the discussion of ethical questions, we must first bring up the responsibility for
poor social conditions that lead an individual to suicidal thoughts and to commit
the act. It would be too non-committal to claim that we are all guilty of these condi-
tions. Let us consider a recent suicide of an entrepreneur who did not receive pay-
ment for his work and had to declare bankruptcy, which, in turn, caused severe
personal distress. The responsibility for the suicide can be rightly attributed to the
ministers for finance, economy, and justice—and even all the way up to the prime
minister—who allow and sometimes even encourage financial disorder. The lead-
ing politicians are to be blamed for the severe stratification of society: on the one
side, we are witnessing the illegal accumulation of wealth while on the other side,
poverty, social distress, and alcoholism bring about despair, sending some indi-
viduals over the edge.

What is the physician’s role in suicide prevention? As in all branches of medi-
cine, the physician should raise awareness about the factors in disease and prema-
ture death. Those physicians who left medicine to engage in national politics or
administration have a special responsibility because they are actively directing our
societal activities. In cases of suicide attempts, the family physician or the psychia-
trist will contact the social welfare services and will attempt to relieve the personal
distress of the unfortunate person. Finally, we must not forget the loved ones: fam-
ily, friends, and co-workers. People in distress frequently show signs of suicidal
tendencies well in advance, but we either do not hear their calls for help, we do not
take them seriously, or we are not able to take action. After suicide, the entire circle
of the deceased experiences a shock and the feeling of guilt. It is true that any death
echoes in pain; however, relatives’ distress after suicide is especially severe.

'T have the data for the Institute of Oncology in Ljubljana for years 1995-1999 when I was direc-
tor: one suicide and one suicide attempt. For 320 hospital beds and close to 100,000 total days of
hospitalization per year, this is not a big number, even if we take into account unrecognized sui-
cides, for example due to overdoses.
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18.2 WhatlIs Not Euthanasia?

The term passive euthanasia is inappropriate and misleading; therefore, my advice
is to not use it. As we explained in the chapter on intensive medicine, withdrawing
futile intensive treatment in terminally ill patients is medically and ethically the
only correct measure and should therefore not be considered a kind of euthanasia.
The majority of oncology patients could have had their lives prolonged for a short
time, for example, by using artificial respiration, dialysis, intensive supportive care
(infusion, transfusion, antibiotics in terminal pneumonia, correction of electrolyte
imbalance, nasogastric intubation for nutritional support); however, we would only
prolong their suffering. In the words of our teacher Janez Mil¢inski* “If you are
playing chess with a good chess player and you lose the queen, you will surrender
the match. And believe me, death is a very good chess player.” A compassionate
physician will put his efforts into relieving the physical and mental problems of the
patient and offering spiritual support, rather than to unreasonable and painful pro-
longation of life. Clearly, such a decision has nothing to do with euthanasia.

In the past, we also talked about treatment with dual effects. While certain med-
ications such as morphine can alleviate pain, high doses lead to depression of
breathing and hasten the death of the patient. Today, we know that morphine is a
relatively safe drug and is one of the drugs of choice in pulmonary edema, the
condition in which respiratory distress is the leading symptom. Relieving patient’s
pain will make him less upset and will, therefore, alleviate respiratory distress.
With appropriate dosage, there is thus no danger of causing respiratory depression
with morphine.

The term euthanasia without patient’s consent is also inappropriate. In this case,
we can have a competent adult person who could have required euthanasia but has
not done so (some refer to this as involuntary active euthanasia) or a person who
cannot make such a demand, for example, a child, an unconscious patient, or a
patient with a mental disorder (this is supposedly termed nonvoluntary active eutha-
nasia). Such wordsmithery does not change the fact that these are all instances of
murder.

18.3 Euthanasia and Physician-Assisted Suicide

Euthanasia is a procedure in which a person (normally a physician) administers to
another competent adult person, at that person’s explicit demand, a drug (e.g., a
sedative or a muscle relaxant) with the purpose of ending the person’s life. In
physician-assisted suicide, the physician prescribes or provides a drug to another
competent person, at that person’s explicit demand, and is aware that the person will
use the drug to end his or her own life.

Euthanasia has been legalized in the Netherlands, Belgium, Columbia, and
Canada. Physician-assisted suicide, which does not include euthanasia, is allowed

2 Janez Mil&inski: physician and legal expert, one of the fathers of medical ethics in Slovenia.
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in Switzerland and in some states of the USA [1]. Before we delve into a discussion
of the ethical aspects, let us consider the experience of some of the countries where
euthanasia is allowed.

In the Netherlands, euthanasia was used to end the lives of more than 5500 peo-
ple in 2015, which amounts to approximately 4% of all deaths. Roughly 70% of the
cases involved advanced cancer patients. Euthanasia was also performed on a
20-year-old woman who suffered from severe psychological issues due to sexual
abuse in childhood and in a 41-year-old man who was not able to overcome his
chronic alcoholism [2, 3]. Mental disorders were specified as an indication in 6% of
all euthanasia cases in the Netherlands. The number of persons on whom euthanasia
is legally performed due to mental disorders is rising steeply.

It is also interesting to see the motivation for demanding euthanasia or physician-
assisted suicide. Inadequate pain control was provided as the direct cause in 49% of
the patients in the Netherlands. In American patients, among the end-of-life con-
cerns for physician-assisted suicide were the loss of autonomy and joy of life (90%),
loss of dignity (76%), the burden for family or friends (53%), pain (36%), or finan-
cial troubles (9%).}?

All the above-mentioned experiences are clearly indicating the broad field of
abuse that opens up with the legalization of euthanasia and physician-assisted sui-
cide. The right to autonomy, often pointed out by the advocates of euthanasia, can-
not apply to persons who do not have it, for example, individuals suffering from
mental disorders or children. It is also highly debatable whether a patient suffering
from symptoms of advanced cancer is fully autonomous.

Proponents of the legalization of euthanasia and of physician-assisted suicide
emphasize the ethical principle of autonomy and claim that the right of an individ-
ual to decide about his or her life and death is a basic human right. As we have
already said, it is debatable whether a person suffering from a terminal disease is
genuinely autonomous. In rare instances of mentally fully competent persons who
reached a decision to end their life, the legalization of euthanasia and of physician-
assisted suicide may indeed be regarded as a positive shift towards the full respect
of their autonomy. However, we should be aware of the inevitable abuse, both in the
person’s micro-environment and in the nation at large. Experience from countries
where the procedures are legal shows that motivation for demanding euthanasia or
physician-assisted suicide is often societal, rather than personal. While we do not
have exact data for the Netherlands, approximately half of the USA patients submit
a request for physician-assisted suicide because they believe that burden their loved
ones, be it in terms of care or even costs. In all these cases, patients do not enjoy full
autonomy. Rather, their decisions are put under pressure due to inadequate treat-
ment of their symptoms or due to problems in care.

Absolutely unacceptable are all forms of involuntary euthanasia—we have
already stated that these are instances of murder.

Abuse on a larger, national scene should also be considered: legalization of
euthanasia instead of offering free facilities for palliative care. By all means,

3More than one motivation factor for demanding physician-assisted suicide may apply.
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euthanasia must not serve as a convenient and cheap way of alleviating people’s
distress because the availability of palliative care is limited. This conclusion cer-
tainly does not apply only to the USA or the Netherlands, but to many other coun-
tries as well: it is highly inappropriate to open the discussion on euthanasia in
countries where the development of palliative medicine is slow and ineffective. In
my opinion, any moves to legalize euthanasia will be acceptable once we ensure
that everyone is offered free palliative care at home or in a nursing home. Personally,
I will oppose euthanasia in such cases as well. I will, however, concede to the pro-
ponents of euthanasia that it is, in fact, a question of the individual’s autonomy
rather than the society’s attempt to take the shortcut in dealing with the burden of
the terminally ill.

Performing euthanasia or physician-assisted suicide is in clear opposition to the
mission of the physician, and it goes against all written ethical documents, from
Hippocrates onwards. If euthanasia is legalized—an act that physicians cannot pre-
vent—I am confident that many physicians will resort to conscientious objection. It
is true, however, that one does not need a medical education to kill a person.
Parliament should therefore also specify who should be performing euthanasia.
There are quite some philosophers among the proponents of euthanasia; this is their
job opportunity.

18.4 Persistent Vegetative State

Despite my disapproval of euthanasia, I cannot ignore an exceptional case in which
euthanasia might be acceptable under certain conditions: persistent vegetative state
following brain injury. Given proper care, feeding through a stomach tube, and the
prevention of bedsores, these patients can remain in a stable condition for several
years; however, they remain so without noticeable signs of self-awareness and with
no means of communication. Not only is sustaining life at such a low level a burden
for the nursing staff and for those who support it financially, but it also represents a
significant psychological burden to the relatives.

After an injury in a traffic accident, Eluana Englaro remained in a vegetative state for
17 years. At the request of her parents and in line with the court decision, feeding and sup-
ply of liquids were discontinued. After one week, on February 9, 2009, she passed away.

Before and after Eluana’s death, a heated discussion developed about the issue of
whether feeding and supply of liquids should be viewed as medical measures that
can be withdrawn in a patient with no hope of recovery, or whether the two mea-
sures should instead be considered as part of the basic care that must be guaranteed
to anyone regardless of his or her health condition and prognosis. This discussion,
however, missed the point: this was an example of euthanasia, albeit with a time
delay and unnecessary suffering while the patient was dying from hunger and thirst.
They unplugged the feeding and hydration tubes and pretended they were not per-
forming euthanasia; it was as if they said: “Eluana, the fridge is over there. If you
are hungry or thirsty, please help yourself.”



18.5 OnImmortality 133

A similar condition is irreversible brain coma after brain stroke. It sometimes
happens that physicians will unplug a hopelessly ill unconscious patient from the
apparatus for artificial respiration and then let him die over the next hours while
gasping for air. If the physicians in both presented cases decided that the patient’s
health condition is hopeless and if they decided to discontinue feeding or breathing
support, then they should also take the next step and ensure the immediate death of
such a patient without additional suffering.

However, we cannot ignore certain restrictions with respect to whether or not
euthanasia is acceptable in a persistent vegetative state or for comatose patients.
First, unequivocal confirmation of the hopeless condition must be established. This
should be entrusted to a medical team and not to an individual physician. Euthanasia
must not be performed without consent or even against the will of the relatives.
Here, the relatives assume the role of surrogate decision-makers. Without their
explicit agreement, one would perform euthanasia without consent (nonvoluntary
active euthanasia), which we designate as a murder. Finally, there is the question of
autonomy and conscientious objection of the physician, who at all times retains the
right to decline euthanasia.

18.5 On Immortality

The opposite of the wish to die, that is, suicide or euthanasia, is the wish for
immortality.

Numerous observations in humans and animals suggest that the process of aging
and the length of life are part of our genetic code. Such biological limits make
sense—the elderly must make way for the younger generation in order to ensure the
progress and survival of the species.

Prolongation of life, as seen through statistics, does not in itself prove that we
will be able to live up to 130 or 150 years in the future. These statistics describe
trends in average life expectancy. Due to improved living conditions in most parts
of the world, average life expectancy is indeed increasing. At the same time, it is
true that as early as in the Middle Ages, noblemen and other wealthy individuals
lived quite long lives, even over 70 years—provided, of course, they did not contract
any of the diseases that were fatal in those days. What we have seen in the last cen-
tury is an increase in the average life expectancy, rather than the prolongation of the
longest survival.

A physician offering advice on healthy life in old age is supporting the desire of
people to live longer and especially better. Undoubtedly useful are certain fairly
simple measures that can help to resolve acute or chronic issues and significantly
improve the quality of life in the elderly. I do recommend, however, a great deal of
skepticism when it comes to efforts to decelerate aging with medications or various
nutritional supplements: there is no evidence of their efficacy, and the only ones
who definitely benefit from these measures are the manufacturers and vendors of
these wonder pills and drinks. Indeed, fear of death is a fertile ground for profiteers
of all kinds. In the confused world of hunger and poverty on one side, and of extreme



134 18 Dying and Death

wealth on the other, some can afford being frozen upon dying and thus hope for a
new life once the progress in medicine will allow successful treatment of their dis-
ease. How perverse to supplant serene and peaceful farewell with consumerism,
which is being infiltrated into such an intimate period as dying.

18.6 Education and Research

For obvious reasons, dying and death are not very interesting topics in classrooms
and in research. In oncology as well as in other fields of medicine, textbooks and
everyday practice offer the same picture: some words on preventive measures, much
attention to basic research, diagnostics and specific treatment, few words about pal-
liative care, and silence about the final period of life. While all physicians can easily
recall the individual patients in their final days of life, comprehensive data and seri-
ous analyses are scarce. Without a reliable scientific analysis, problems are not iden-
tified, and a plan to resolve the pressing needs cannot be presented.

After our discussion in this chapter, it is clear that physicians should devote more
attention to the final period in life, dying, and death. Even though many of us reject
euthanasia as a medical procedure for immediately causing death, we at the same
time endorse euthanasia in its literal translation from Greek: euthanasia is the right
to a decent and good death.
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Abstract

To relieve human suffering—the motto of our profession—extends beyond our
current patients to those in the future. The progress of medicine depends on med-
ical research. Our discussion will be limited to clinical trials with critical ethical
issues due to the active involvement of patients. From the patients’ standpoint,
the essential demands are: a scientifically sound research plan; free choice to
enter a trial or receive routine treatment; understandable informed consent; and,
in the case of randomized trials, physician’s equipoise (sincere uncertainty)
regarding preferences to the proposed treatments. Despite all efforts, some ethi-
cal costs are inevitable: in comparison to routine treatment, clinical research
often includes additional diagnostics, the collection of personal data, and limited
freedom to individualize treatment. Publication of results serves to counterbal-
ance these inevitable ethical costs by offering useful information to benefit future
generations of patients. While the commercial interests of sponsors are under-
standable and inevitable, investigators and physicians should avoid any bias in
planning a clinical trial, in its conduct, and in final analysis and publication.
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DEGREE OF
AUTONOMY

REAL LIFE

QUANTITY OF INFORMATION

Up to a certain point, understanding as a basis for autonomy increases with the amount of informa-
tion. However, an overload of information obscures the essential facts and may lead to a decline in
understanding and in autonomy

I am writing this chapter with the experience of an oncologist who has spent the last
two decades working on lung cancer. I, therefore, borrow concrete examples from
this domain. However, similar ethical dilemmas in other fields of oncology and of
medicine could certainly be found.

In oncology, we are so often disappointed with the course of cancer treatment
that it would be unethical not to seek new, more efficient, safer, but also more afford-
able forms of diagnostics and treatment. The question is, therefore, not whether it is
ethical to do research but how to conduct research in such a way that the experience
will truly benefit future generations of patients. In other words: the foundation of
clinical research ethics is to seek truth; anything that misleads us or leads us astray
from this goal is unethical.

We will leave aside laboratory and epidemiological research and instead focus
on clinical research, that is, studies requiring the physical participation of patients,
which also raises the large majority of ethical concerns. We will begin our discus-
sion of clinical research ethics with a short outline of ethical reflections on the first,
second, third, and fourth phases of clinical trials. We will then focus on issues
related to the patient’s consent. Whether or not to obtain written consent for par-
ticipation is no longer a question. While signed formal consent is nowadays a rou-
tine procedure, the real question is whether patients, in fact, understand the
information as the legal and ethical basis of consent.

A critical perspective on academic research and research funded by commer-
cial sponsors reveals the not-so-rare cases in which personal or commercial
interests override the search for truth. The last part of the chapter offers a discus-
sion on explicit and implicit forms of misleading research and fraud in clinical
trials.
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19.1 The Four Phases of Clinical Trials

For a reader who may not have in-depth knowledge of medicine and medical
research, we will start with a brief (and with some acceptable simplification) intro-
duction to the four clinical phases of clinical trials. While we describe trials dealing
with new drugs, a similar approach could well be applied to other novel modes of
treatment.

In Phase I trials, a drug that was initially tested on animals is for the first time
applied to humans. The goal is to determine the most appropriate dose and mode of
administration, the pharmacokinetics and metabolism of the drug, and its main side
effects. Of course, we are also monitoring the efficacy of the new drug against a
specific disease, such as cancer, but this is not the primary objective of Phase I clini-
cal trials. Recruited to Phase I clinical trials are either healthy volunteers or patients
who cannot be offered any proven treatment, often with a broad spectrum of diag-
noses. Phase I trials typically include a few dozen subjects.

Clinical research on a drug that passed the Phase I trial and therefore did not
show an unacceptable level of toxicity continues with a Phase II clinical trial. When
compared to Phase I, eligibility criteria for Phase II clinical trials are much nar-
rower: the disease category is chosen after theoretical consideration on the potential
efficacy of the drug against a particular disease, early anecdotal experience, and also
on the basis of commercial interests. The primary objective of Phase II clinical trials
is an assessment of drug efficacy. In cancer patients, drug efficacy is assessed by
recording the percentage of patients with a significant reduction in cancer volume
(assessment of remission), the median time to progression of the disease, and
median survival. While monitoring the toxicity of the new treatment is mandatory,
assessment of the quality of life is rarely reported. Phase II clinical trials can include
anything from ten and up to one or two hundred patients.

If the outcomes of a Phase II clinical trial are encouraging, testing continues in
Phase III, in which the new treatment is compared to the standard treatment in a
randomized clinical trial. Since differences in efficacy are often small, confirmation
of a statistically significant difference between treatment groups requires a large
number of patients—anything from several hundred and up to more than a thou-
sand. To recruit the required number of patients, Phase III clinical trials are usually
conducted in collaboration between researchers from several hospitals.

A drug that was proven advantageous over standard treatment in a Phase III clini-
cal trial is registered by a national or international regulatory agency, such as the
European Medicines Agency (EMA) or the Food and Drug Administration (FDA).
After registration, the pharmaceutical company puts the drug on the market. Even
after registration, the efficacy and toxicity of the drug are monitored in Phase IV
clinical trials. Particular attention is paid to efficacy and to toxicity, as well as drug
interactions in patient populations that have been poorly represented in earlier
phases of clinical trials. Examples of such groups include the elderly, children, and
patients with accompanying chronic diseases.
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What are the main ethical concerns in each phase of clinical trials? In Phase I, it
is crucial to clearly distinguish between drugs that do not affect the processes of cell
division and anti-cancer drugs. The latter act on the processes of cell division and
can, thereby, even in very small doses, lead to the development of new cancers.!
Compared to other drugs, for which the participation of healthy volunteers is a gen-
erally accepted practice, cancer drugs are, therefore, never tested on healthy volun-
teers, but only in patients for whom there is no standard effective treatment available.
The primary ethical concern pertains to the discord between expectations of patients
and the probability of remission of cancer. The patient agrees to participate in the
study because he expects the new drug to be beneficial; however, realistic chances
for positive effects of treatment are below 5%. Such a low percentage is due to the
fact that in a Phase I trial, a single drug, initially in very small doses, is applied to
patients who have become resistant to combinations of multiple drugs.

When a Phase II clinical trial is planned, performed, and reported accurately and
without biases (to be discussed shortly), there are no significant ethical concerns.
The patient’s expectations are in line with those of the physician: the patient hopes
for the best treatment outcome, an objective that will also help the physician in the
promotion of his research. Relations change in Phase III randomized clinical trials.
The first and essential step is the unbiased randomization of patients, which should
not be the responsibility of the physician involved in the trial. Unacceptable are
procedures that would allow the physician to know in advance which treatment
would be assigned to the next patient, for example, on the basis of odd and even
numbers or on the date or day of the week. Prior to registration for the trial, neither
the physician nor the patient should know the treatment that will be randomly
assigned to the patient. For patient recruitment, the central ethical requirement is
equipoise—a sincere uncertainty regarding the advantages of one or the other treat-
ment. Therefore, if the physician proposes participation in a randomized trial, he
may do so only when he is genuinely uncertain about the preferred treatment. The
rule of genuine uncertainty applies not only to an entire group of patients with a
specific diagnosis, but also every single patient. Whenever the physician feels that
one treatment is preferable for a particular patient, he should not propose
randomization.

Let me highlight another circumstance: genuine uncertainty tends to diminish
over time. When the study is initially presented and approved, uncertainty is, of
course, the basic condition for a random choice of treatment. Over the course of
months and years, however, researchers can already anticipate which mode of treat-
ment is better on the basis of intermediate study results and information available
from other similar studies. Let us offer a concrete example: during the first 2 years
since the beginning of a trial, 40 out of a planned total of 160 patients were random-
ized. Interim analysis reveals that among 20 patients in Group A, 14 are alive,
whereas among 20 patients in Group B, only 6 are still alive. Even if the difference
is not statistically significant, we can no longer talk about the genuine uncertainty

'Development of a second cancer five or more years after successful treatment of the first cancer
is a significant problem in oncology and is especially worrying in pediatric oncology.
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of the physician. The following question serves as the “golden rule”: if the next
patient were your sister, would you recommend a random choice of treatment? This
leads us to the following conclusion: one of the ethical conditions in clinical trials
with a random choice of treatment is the requirement that the period of participant
recruitment be very short. This is necessary if we wish to avoid ongoing recruitment
of new patients when the difference in the efficacy of the different modes of treat-
ment is already obvious but has not yet reached the threshold of statistical
significance.

19.2 Patient Information

Gone are the days when oral information and consent sufficed for participation in
clinical trials. Today, written information and written informed consent is the appli-
cable standard to all critical diagnostic and therapeutic interventions in everyday
medical practice, and even more so to clinical trials.

The most frequent misleading practice nowadays is to provide for too extensive
patient information written in a language which is very lengthy and barely under-
standable to persons without medical education. To take a concrete example, we
provide here an excerpt from information offered to patients invited to a recent
trial.2 For a start, please note the highly cryptic title of the study:

XX 123456—Randomized, open phase 3 testing of drug A alone or in combination with
drug B in patients with advanced non-small-cell lung carcinoma with non-adenocarcinoma
histology.

From the detailed 35-page information brochure, we provide an excerpt describing
the process of blood sampling for the purposes of the study:

Blood samples for determining the plasma concentration of drug B will be taken in cycle 1
within 2 hours before the infusion of drug B on day 1 and 1 hour after the infusion on day 2.
In subsequent cycles, your PK blood samples will be taken within 2 hours before the infusion
of drug B in cycles 2, 4, 5, and 6; and 1 hour after the infusion with drug B in cycle 5. If you
have been randomly selected for administration of drug A only, but you are receiving drug B
as addition to your best supportive care (BSC) after disease progression, they will take your
PK samples within 2 hours before the infusion of drug B in cycles 1, 2, and 4.

In patients that were randomly assigned to treatment with drugs A and B, serum samples
for measurement of antibodies against the drug will be taken within 2 hours before the infu-
sion of drug B in cycles 1, 2, and 4. In patients randomly assigned to treatment with drug A
only but who receive drug B as addition to their “best supportive care” (BSC) after disease
progression, samples for antibodies against the drug will be within 2 hours before the infu-
sion of drug B in cycles 1, 2, and 4.

During your visit upon the conclusion of treatment, blood samples for testing on IGF-IR
positive CTCs will be taken as well...

>The data about the used drugs are not disclosed in order to prevent identification of the study and
its sponsor.
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How should an average patient understand 35 pages of such a text? Despite all the
details, some crucial information is missing:

¢ How many times will the blood be taken exclusively for the purposes of the study
(i.e., in addition to blood samples needed for oncological treatment)?

e What will be the total amount of blood taken?

e Will the patient have to remain hospitalized longer due to additional blood sam-
ples being taken?

In the last 20 years, the average length of written patient information in clinical
trials has doubled [1]. It is no secret that such skewed “informing” of patients is due
to the inappropriate involvement of legal experts in medical practice. The text is not
written to better inform the patient, but to legally protect the study sponsor against
potential compensation lawsuits. My recommendation to the legal experts and also
physicians, who are after all responsible for medical research, is to use a bit of com-
mon sense. Common sense tells us that understanding will only increase to a certain
reasonable length of the text, whereas with longer and longer texts, patient’s under-
standing—and thus autonomy—decrease. Put differently: patients can be deceived
by too little or too much information. The degree of deceit can become even worse
when the study involves patients belonging to lower social classes, for whom it is
even more difficult to expect that they will understand these extended texts.

What practical advice can we offer to improve informing patients? First, we
should require that any patient information brochure exceeding five pages in length
should contain a short, maximum one-page summary. This is the strategy we have
accepted in all non-literary texts. The patient will read the summary and will create a
mental schema to which he will attach the specific parts of the rest of the document.

Second, patient information should be subject to a quality control similar to that
in regular use for all other diagnostic and therapeutic procedures. Understanding
and remembering the crucial aspects of a trial should be tested on a sample of
patients not only when informed consent is signed but also later during the course
of the study. Such a procedure might well confirm the thesis that overly extensive
information does not contribute to the patient’s greater understanding of the study.

19.3 Academic Clinical Trials

It is my firm belief that academic clinical trials are necessary if we want to meet two
objectives: one, to make progress in commercially less attractive areas of medicine
and, two, to safeguard against a situation in which research is based exclusively on
commercial interests. However, despite my support of academic research, I have to
point out the potential biases.

What drives physicians to undertake clinical research even when they have no
funding? There are two possible answers. First, it could be their sincere desire to
explore new and potentially more successful, safer, more reliable, or more afford-
able modes of diagnosis and treatment. The second motivation is the desire for
personal promotion: presentation of experience from a clinical trial often enables
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the researcher to advance in his career and to become known to his colleagues at
home and abroad. There is nothing wrong with the second motivation as long as it
supports the first one: advancement in one’s career must unconditionally be founded
on the search for objective truth.

Should academic studies be required to satisfy equally strict standards in all pro-
cedures as mandatory in studies with commercial sponsors? In some aspects, the
answer is undoubtedly affirmative: a written protocol and ethical approval of the
medical ethics committee, the respect of inclusion and exclusion criteria, compre-
hensible patient information, patient’s written consent, and patient registration
forms are equally important regardless of whether it is an academic study or a study
with a commercial sponsor. The study protocol should also include a certificate of
an insurance company. A decision regarding time-consuming copying of all diag-
nostics and of details of the treatment from the original documentation to the special
clinical record forms (CRF) depends on the trial organization and may be unneces-
sary in trials performed only in a single institution. In academic clinical trials with
no commercial sponsor, drugs that have already been registered and marketed are
often used, in which case the requirement that all drugs used in the study should be
wrapped in distinct packaging and clearly marked is redundant.

The most common form of bias, or sometimes overt fraud, in academic studies
stems from ill-defined procedures of patient registration. One well-known example
of such fraud was the Bezwoda affair. In a report on intensive therapy and bone mar-
row transplantation for patients with breast carcinoma, a South African researcher
included data from fictive patients and from patients that did not meet the inclusion
criteria [2]. There are rumors about a similar manipulation as the explanation for an
exceptionally favorable report on the highly intensive treatment of lung cancer
patients in several clinical trials from Kragujevac, Serbia [3]. If the process of reg-
istration is left to the researcher and no mechanisms of external control are in place,
he can later exclude patients who did not respond to treatment and those with severe
toxicity. Since such fraud may be difficult to prove, it is essential to prevent such
behavior and entrust the registration of patients to a person who is entirely indepen-
dent of the researcher.

The second significant bias in academic clinical trials is the non-publication of
those clinical trials that did not show the expected positive results (publication
bias). We do not have exact estimates about the scale of this phenomenon; we can,
however, make indirect judgments by comparing scientific presentations at confer-
ences where most authors present their research for the first time and the subsequent
publication of articles in scientific journals, a task that requires considerably more
work from the author. Such a comparison shows that a significant proportion of
“negative” studies are never published as a full report in a scientific journal.

19.4 Clinical Trials with a Commercial Sponsor

Clinical research now inevitably depends upon support from the pharmaceutical
industry. New drugs come to the market after the collaboration of basic biomedical
research, the pharmaceutical industry, and physicians.
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In their attempts to justify the high prices of new drugs, pharmaceutical compa-
nies often overestimate their role in research. Many key breakthroughs were not
made by researchers in the R&D departments of pharmaceutical companies but by
academic researchers seeking new ways of treatment or linking observations across
different areas of medicine and biology. The three typical examples of such a way
to discovery are penicillin as the first antibiotic, the first cytotoxic drugs for cancer
treatment, and targeted anti-cancer drugs. Well-known is the story of Alexander
Fleming and his discovery of penicillin. Fewer physicians know, however, that
Sydney Farber carried out the first research on aminopterin (the first anti-cancer
drug) without any financial support and against strong opposition from his col-
leagues and from potential sponsors. Half a century later, when cytotoxic anti-
cancer drugs were widely used, the proponents of the idea of targeted anti-cancer
drugs trastuzumab (nowadays a standard drug in breast cancer treatment) and ima-
tinib (the most effective drug for gastrointestinal stromal tumors and for chronic
myeloid leukemia) faced a similar atmosphere of scientific and commercial skepti-
cism. The first clinical trials with these two medicines were performed despite the
strong reluctance of pharmaceutical companies to share samples of drugs that were
not yet registered and considered of no commercial interest [4]. While exceptions
from this statement certainly exist, we may nevertheless say that many pharmaceuti-
cal companies are not very innovative in basic research and focus on the less risky
endeavor of upgrading a promising finding from academic research into a drug that
will be registered and will obviously bring profits.

It is not the purpose of this chapter to deny or diminish the essential and often
crucial role of sponsors, especially of the pharmaceutical industry, in their financial
and logistic support of clinical trials. Rather, we wish to point to the fact that finan-
cial interests may lead to a temptation to manipulate the planning, performance,
analysis, and reporting of results of clinical research. Recognizing a potential bias
is of importance to every physician, whether a researcher, an opinion leader, an edi-
tor or reviewer of a paper submitted to publication, a member of a reimbursement
committee, or a clinician who will consider whether to adopt the new experience
into his clinical practice.

Planning a clinical trial is not pure science. Every sponsor has a legitimate inter-
est to choose a design which will most likely lead to the final goal—promotion of a
new treatment. Unfortunately, however, honesty often succumbs to financial inter-
ests, leading to a biased design of a trial. In trials with a random choice of treatment,
the control group of patients is often offered a treatment that is inferior to the best
standard treatment. Let us consider a concrete example of a large randomized trial
for patients with pleural mesothelioma. In this trial, patients treated with a new
drug, pemetrexed, in combination with cisplatin were compared to the control group
that received monotherapy with cisplatin [5]. However, over the last 15 years, cis-
platin as monotherapy has not been used for this indication since several other com-
binations of drugs were clearly superior to cisplatin alone. For regulatory agencies,
such a biased design was not considered an issue, and on the basis of experience
from a trial with a suboptimal control group, pemetrexed was registered for treat-
ment of mesothelioma. Thus, an expensive new drug is now in routine use for
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patients, most of whom are low-income asbestos workers. In contrast to this study,
our thoracic oncology team used an alternative combination of drugs (low-dose
gemcitabine in combination with cisplatin) and completed a trial that led to very
favorable results, while the costs for the drugs were less than one tenth of those in
the aforementioned trial with pemetrexed [6]. It comes as no surprise that no spon-
sor was interested in offering support to our trial.

Many readers will think that a biased choice of control group is a rare exception.
Unfortunately, this is not the case: acceptability of systematic bias appears even in
such an important document as the most recent version of the Declaration of
Helsinki—Ecthical Principles for Medical Research Involving Human Subjects of the
World Medical Association. In Article 33 of the document, one can read the rules for
selecting the control group: “The benefits, burdens and effectiveness of a new inter-
vention must be tested against those of the best proven intervention(s), except [...]
where for compelling and scientifically sound methodological reasons the use of any
intervention less effective than the best proven one, the use of placebo, or no inter-
vention is necessary to determine the efficacy or safety of an intervention” [7].

Therefore, we know what the best-proven treatment for a specific disease is;
however, we are planning a study in which half of the patients will receive a new,
unproven treatment and the other half a placebo or a treatment that is inferior to the
standard treatment. We may be confident that the fact of suboptimal treatment for
patients in the control group will not be disclosed in patient information documenta-
tion, which of course means that also the patient’s consent for participation in the
study loses its ethical and legal validity. It is hard to imagine a scientifically justified
reason for performing a randomized clinical trial that does not take the best-proven
treatment as a baseline, and it is even more difficult to understand how such a text
could have been approved by the World Medical Association. However, if that were
their decision, it would also be fair if they took a step forward and replace “scientifi-
cally sound methodological reasons” with “commercially sound reasons.”

The definition of trial objectives can also be biased. From a patient’s perspective,
only two objectives are of importance: to live better, or to live longer; and if possi-
ble, better and longer. Translated into scientific language, quality of life and survival
should be the primary objectives. All the rest, such as a temporary radiological
reduction of the tumor (remission of the disease) or time to progression of disease
are of minor interest to patients and should be analyzed as secondary objectives. Of
what benefit to a patient is a brief remission if accompanied by severe toxicity, or
longer time to progression at the expense of numerous additional visits to a hospital
and no improvement in survival? These—for the patient crucial—aspects are often
ignored in pharmaceutical studies in which secondary objectives are listed as the
primary ones, while the quality of life is rarely recorded. Let me provide the find-
ings of my own review of clinical trials on treatment of advanced lung cancer, a
disease with which only a small fraction of patients survives more than 2 years after
the diagnosis and cure is extremely rare. Among 349 studies published between
2013 and 2015, only 21% included quality of life among trial objectives [8].

According to inclusion and exclusion criteria for selection of patients for a trial,
often only patients in excellent general condition without accompanying diseases
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are selected for participation. Both sponsors and researchers themselves are respon-
sible for such a selection since they are reluctant to enroll patients with a higher risk
of adverse events. From the sponsor’s perspective, this attitude is understandable
since the enrollment of patients with co-morbidity and receiving other medications
may render the final analysis of the trial quite difficult. However, physicians them-
selves are also responsible for offering a trial only to patients in excellent general
condition. An experienced investigator knows that every case of a serious adverse
event brings significant additional work for reporting and for complications and
many post hoc explanations. However, if the patient population is limited to those in
the best general condition, then the reported experience has only limited validity for
all other patients who may be elderly, frail, or with co-morbidity.

Performance of a trial can also contribute to biases. When the primary goal of
the study is overall survival, the procedure for both groups must be comparable
across all relevant factors. In the case of progression after primary treatment, most
trial protocols do not specify the precise procedure for second-line treatment, which
may significantly influence survival. A typical example is a study on maintenance
treatment in patients with advanced lung cancer. In this trial, patients with advanced
lung cancer and treated with first-line chemotherapy were randomized between
those who did or did not receive maintenance with pemetrexed [9]. Where do we see
a bias? At the time of disease progression, patients in the control group should be
offered what the first group received immediately after first-line treatment. However,
only 15% of patients in the control group received any form of second-line treat-
ment. Although the experience from this trial is interpreted as evidence in favor of
maintenance treatment, the question of whether immediate maintenance treatment
with pemetrexed is superior to the use of this drug as a second-line therapy remains
unresolved.

Analysis and publication of results are entirely in the hands of the sponsor. While
the first author is an academic researcher, the analysis and interpretation of the trial
experience are often prepared by the sponsor. Along with emphasis of the positive
findings, observations that do not support the introduction of a new treatment are
offered much less attention, and comments on price and affordability of a new treat-
ment are never included in the final publication. As in academic research, sponsored
studies with negative results are often not published or are published in a journal
with a low impact factor (publication bias).

19.5 Progress, Patient Solidarity, and Honesty

After all these critical words about clinical trials, I should stress that there can be no
progress without research. It is a matter of thousands of small steps and every once
in a while, a significant leap forward. Research not only benefits future patients, but
also those who participate in the study. In a Phase III clinical trial, even patients who
were included in the group receiving standard treatment have better chances than
patients who received the same treatment outside the clinical trial. This observation
can be explained by the fact that in clinical trials all diagnostic and treatment
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procedures are very precisely determined and controlled. Clinical research therefore
indirectly improves the quality of our routine medical work.

At the same time, we cannot ignore the ethical burden of clinical research. In
Phase I clinical trials, we discussed the gap between the patient’s expectations and
realistic expectations about disease improvement. Despite the most honest and care-
ful design, conduct, analysis, and reporting possible, certain ethical concerns are
unavoidable, especially in randomized Phase III trials. Such ethical burdens can be
justified by assuming inter-generational solidarity among patients. Let me explain:
the patient of today expects the physician to recommend the preferred treatment. To
do so, the physician will present results of recent clinical trials. Yesterday’s patients,
therefore, help in the search for the best treatment for today’s patients. Today’s
patients, in turn, will help us advance our knowledge even a small step further, to
benefit tomorrow’s patients.

It is essential not to lose our sight of two objectives: honesty towards patients
participating in clinical research, and honesty towards society as a whole as well as
to future patients who should be offered objective information. In terms of honesty
towards patients, the key is good communication, including comprehensible and
understandable information about the clinical trial. As far as honesty towards soci-
ety is concerned, we as researchers and as physicians must persist in our search for
truth. We must, therefore, go beyond our personal ambitions or the interests of spon-
sors and present the experience in an unbiased manner.
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Unproven Methods of Diagnostics 20
and Treatment

Abstract

Labels such as holistic approach or integrative medicine are often used to
emphasize differences between conventional medicine and unconventional
methods of diagnostics and treatment. Yet, such a distinction is not justified as it
implies that conventional medicine does not serve the physical, psychological,
and spiritual needs of our patients. Both from the scientific and the ethical stand-
point, unproven methods of diagnostics are unacceptable. Among therapeutic
measures, many complementary methods may benefit the patient. On the other
hand, unproven procedures as an alternative to standard treatment of proven effi-
cacy often lead to deterioration of patient’s health and should not be applied by
persons with a license of a medical doctor. A similar critical attitude is appropri-
ate also for drugs which are still in an early stage of development. In this case, a
clinical trial is the only acceptable option. If we really follow the interests of
patients and not those of the pharmaceutical industry, the Right to Try legislation
which allows the early use of unapproved drugs for critically ill patients with no
standard treatment left is not acceptable.

© Springer Nature Switzerland AG 2019 151
M. Zwitter, Medical Ethics in Clinical Practice,
https://doi.org/10.1007/978-3-030-00719-5_20


http://crossmark.crossref.org/dialog/?doi=10.1007/978-3-030-00719-5_20&domain=pdf

152 20 Unproven Methods of Diagnostics and Treatment

Extracts from European Mistletoe (Viscum album) are among the most popular alternative drugs
against cancer. Their use continues despite the fact that among dozens of trials, not a single one has
provided clear evidence for efficacy [1, 2]

Medical faculties do not hold a monopoly on everything physicians do in the course
of their profession, even less so over what persons without medical education do in
the broader field of healthcare. The sources of unproven modes of diagnostics and
treatment are extremely diverse: traditional folk and herbal medicine (local and
global), present-day non-scientific approaches to human biology and physiology,
but also a pharmaceutical industry that markets products even before they pass all
the required market approval procedures. Much in the same way that any treatment
offered within “official” medicine must be critically evaluated; methods offered
outside official medicine are not all bad. As we wrote in the Code of Medical Ethics,
the main dividing line falls between acceptable supplementary measures and
unproven alternative modes of treatment, which are very problematic. Unproven
modes of treatment are frequently acceptable, often even useful if they supplement
standard modes of treatment. It becomes dangerous for the patients, and hence
unacceptable when standard modes of treatment are replaced with wizardry.

A comprehensive view of the patient and the disease, holistic approach, integra-
tive medicine—these are but some of the labels that supposedly support diagnostic
and therapeutic procedures that are not scientifically tested and are not endorsed by
the official medicine. With such sweet talk, they are forcing upon us the idea that
official medicine does not treat patients holistically—an assumption that has no
grounds. Physicians who follow the guidelines for good communication (the topic
of Chap. 8) and perform their work honestly and with compassion treat patients far
more holistically than many of the advocates of alternative medicine do. Physicians
who are not devoted to their patients and primarily follow their personal interests
are too common in both camps: insider official medicine and outside it.
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20.1 Alternative Diagnostics

Energy systems of the body, bioresonance, karmic diagnostics, visual diagnostics,
pulse diagnostics, iridology—this is just a short list of alternative techniques with
which one could supposedly detect a disease and establish a diagnosis. At first
glance, alternative diagnostics is of marginal importance since the practitioners
are not performing any treatment and therefore cannot harm the patients’ health.
However, the problem is much greater than it seems because people are in fact
paying for useless “test results.” This is more than just fraud. Concerned individu-
als bring these “results” to their personal physician and then demand that he carry
out “official” diagnostics. The physician is faced with the dilemma: even though
there is no reasonable indication for performing a computed tomography (CT)
scan, it is, of course, possible that after a year, one out of 50 patients will, in fact,
develop cancer. One can only imagine what the reaction of the patient, the jour-
nalists, and the public would be in such a scenario. Karmic diagnostics will be
uncritically acclaimed, and the physician will face an avalanche of accusations
about how he arrogantly disregarded allegedly clear evidence of disease and is
now responsible for the life of the patient. During the next similar event, the expe-
rience of media lynching may lead to a different decision: the physician may
disregard professional guidelines and follow the demand for additional diagnos-
tics. It goes without saying that this means irrational spending of public health-
care funds and increased waiting periods.

Alternative diagnostics can instill unfounded fears, but they can also gener-
ate a false impression of safety. Here is an invitation to alternative diagnostics:
“A comprehensive examination of the electromagnetic fields over the entire
body (without the need to undress and without harmful radiation) precisely indi-
cates any changes that signify disease.” The text is taken from an advertisement
by a private physician. I should explain to our non-medical readers that for
every diagnostic method we need to determine the probability of detecting an
already present disease (sensitivity) and the probability for correct identification
of the disease (specificity). Let us take early breast cancer detection as an exam-
ple for which techniques such as mammography, ultrasound breast examination,
and magnetic resonance imaging are standard methods with well-known sensi-
tivity and specificity profiles. A comprehensive examination of the body’s elec-
tromagnetic fields certainly fares much worse in all respects, which means some
women would end up paying for diagnostics that will not warn them of an
already present disease.

My opinion is clear. A physician who holds a degree of medical doctor
and has a license of the medical chamber should not practice alternative
diagnostics.
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20.2 Supplementary and Alternative Treatment

Conflicting opinions are heard about whether or not it is acceptable for the physi-
cian to perform unproven modes of treatment. Before we explore in more detail the
ethical status of unproven modes of treatment, let us consider the following story
told by a German teacher!:

In a primary school class, one of the boys was extremely restless. He could not control
himself; he was disrupting the class; he would stand up in the middle of a lecture and walk
to the other side of the room. The school physician did not give any medications; instead,
she gave him a pendant with a green stone and told him to hold the stone whenever he felts
the urge to stand up. From that moment onward, the boy has been causing no more trouble,
and he himself is happy that he can calmly follow the class.

Parallel to this story are the data on the heavy and increasing use of sedatives, espe-
cially in underage persons. Slovenia has a population of 2.07 million of which
290,000 inhabitants are in the 5—-19-year-old age group. In 2009, physicians issued
5440 prescriptions for anxiolytics and antidepressants to those younger than
19 years of age. In 2014, the number rose to over 8400 prescriptions issued [3]. Why
am I reporting the data on the use of medications for relieving minor aberrations in
behavior along with the story above? I wish to stress that it is not always the best
strategy if physicians immediately resort to prescribing drugs offered by official
medicine. Many troubles can be alleviated by a long conversation, traditional herbal
medicine, or by offering advice about lifestyle.

With unproven modes of treatment, I nevertheless advise physicians to be particu-
larly cautious. The physician who approaches the patient with the authority granted by
the degree of a medical doctor cannot and should not deny the fundamentals of scientific
medicine. He will use homeopathy, herbs, or other unproven methods only in cases
when there is no indication for treatment with professionally and scientifically accepted
modes of treatment; even in those cases, however, he will not exploit the patient to his
own financial interest. Someone with a medical diploma and license, therefore, knows
that there is no convincing double-blind study that would confirm the efficacy of homeo-
pathic medications and that homeopathy therefore only works as a placebo. Those phy-
sicians who “turned their coats’ and have become believers in alternative procedures for
diagnostics and treatment should return their medical licenses and clearly inform their
patients about it. A physician who believes that he can treat malaria with homeopathic
drops is dangerous for patients and therefore has no place in our profession.

20.3 RighttoTry

Over the last 3 years, legislation on the possibility to treat the terminally ill with
medications that have not yet obtained market approvals has emerged in the USA.
The rationale behind this move was that terminally ill patients do not have time to

"Personal communication. January, 2016.
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wait for the official approval of new drugs and, therefore, should be given the oppor-
tunity to try treatment with medications that are still in the testing phase. More than
half of the federal states have already passed laws grouped under the label “right to
try.” Treatment with medications without market approval is allowed under the
following conditions [4]:

e The disease is in the final stage, incurable, and there is no proven treatment left.

e The medication has passed Phase 1 clinical trials.

e A person responsible for treatment (who is not necessarily a physician) agrees to
try the treatment.

e The patient or his guardian is informed and signs the consent for treatment with
untested medication.

e In cases of complications, the drug manufacturer does not accept responsibility.

At first glance, it seems positive that the legislation at least gives hope to ter-
minally ill patients. However, let us critically compare the right to try with a
practice that has long been established globally and is known as the compassion-
ate use of new drugs. They differ in three main respects: levels of safety and
efficacy, oversight by the drug authority, and payment. Compassionate use is
only possible once the experience with the new drug is already known from at
least Phase 2 if not even Phase 3 clinical trials. At that point, it is only a matter
of time for the drug to obtain international and national market approvals. The
right to try brings the drug to the patient much earlier—after finalized Phase 1
clinical trials—when the first information about the toxicity of the drug is known,
but experience regarding its efficacy is very limited. Compassionate use is over-
seen by the drug authority, whereas the right to try bypasses all means of control
and depends on the direct contact between the pharmaceutical company and the
patient or his guardians. Finally, the third important difference: payment. The
drug in compassionate use is available free of charge; the pharmaceutical com-
pany sees this as a form of early marketing as sales will proceed quickly once the
registration is finalized. Under the right to try, however, the manufacturer is
allowed to sell the drug—even though the drug is less safe and we have no infor-
mation about its efficacy.

I do not see any advantage in legislation that allows and encourages the right to
try, and I hope the US practice will not spread to the other side of the Atlantic. I am
afraid this practice opens up the way of exploiting false hope in order to profit from
the most severely ill patients. We know that less than one in ten medications passes
all three phases of clinical trials, with subsequent registration and regular use. Some
companies might realize that their new drug will not pass all phases to registration
and will be tempted to delay the publication of poor results in Phase 2 trials. Instead,
through the right to try mechanism, they could nevertheless attempt to sell the drug
without any oversight of the medical authorities. This, therefore, leads to an impres-
sion that the right to try brings much more benefit to pharmaceutical companies
than to patients.
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Abstract

The last chapter deals with a physician who is not directly involved in patient
care. Some physicians will advance to a leading position, either within a health-
care system, in governmental structures or in pharmaceutical industry. Other
situations include teaching responsibilities; the role of an expert in the court;
medical reports for candidates for driving licenses or use of weapons; expert
opinions on investments in medical equipment; and medical counselling in
sports, especially those with strong commercial support. In all these situations,
physicians are obliged to act honestly, in the best interests of the society as a
whole. Numerous cases of misbehavior have been revealed; yet, it is hard to
understand those of us who cross the line of professional integrity and benefi-
cence. Whatever a physician is doing outside of his basic profession, honest
behavior enables an eventual return to medical practice.

© Springer Nature Switzerland AG 2019 157
M. Zwitter, Medical Ethics in Clinical Practice,
https://doi.org/10.1007/978-3-030-00719-5_21


http://crossmark.crossref.org/dialog/?doi=10.1007/978-3-030-00719-5_21&domain=pdf

158 21 Physicians Beyond Patient Care

Scott Westgarth, 31, is the last on the list of more than 500 boxers who died in the ring or as a result
of boxing [1]. In addition, many (probably most) boxers have long-term mental and neurological
consequences due to chronic traumatic encephalopathy [2]. The British Medical Association, the
American Academy of Pediatrics, and the Canadian Paediatric Society oppose boxing as a sport
for children and adolescents [3, 4]

In this final chapter, I will highlight the position of the physician in situations in
which his role is not to perform diagnostics or treatment of patients. It is essential
that the physician and all others involved understand how interpersonal relations,
rights, and responsibilities change in such situations.

21.1 Managerial Responsibilities and Politics

Some male physicians (rarely female physicians) move up to assume managerial
positions during their professional careers. Many are led by their honest desire to
improve the conditions and act for the benefit of patients and the entire healthcare
staff. It is common to criticize leadership ambitions in advance; however, this is
inappropriate especially if the criticisms are coming from those who never assume
broader responsibilities themselves.

The physician who takes on a managerial position or even a political role should
be aware that he must maintain honest contact with his colleagues in medical practice
if he is to perform his new duties successfully. Although he will not be able to avoid
all conflicts, he will nevertheless enjoy support as long as he directs his efforts to the
benefit of his department or institution and maintains honest bidirectional communi-
cation with subordinate staff. When healthcare is constantly faced with shortages in
funding, staff, equipment, and appropriate space, a good physician in a managerial
position will constantly find himself in tense relations with his superiors—with the
director-general or with the minister and the minister alongside the prime minister.
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A reasonable leader knows that while managerial positions are granted for a mandate
or two, the medical profession is for life; clinging to a leadership function against the
will of the collective or even by pursuing lawsuits is indecent and can only lead to
bitter feelings. I can assure the readers from my own experience that stepping down
from a leadership function and returning to medical practice can bring relief, invok-
ing feelings similar to when you take off heavy boots after a whole day of skiing.

21.2 Expert

The physician assumes the role of expert whenever his work is not meeting the
demands of a patient, but those of a third party: the court system, police, public
administration, insurance company, or employer. In a broader sense, the expert role
also includes, for example, issuing a health certificate for proving the ability to drive
motor vehicles or issuing a gun license.

The person who is the subject of expert opinion and the physician must realize
that this is not a case of the physician—patient relationship in which the interest of
the patient comes first. The physician-expert must clearly follow the questions and
provide clear answers: no less and no more than what is being asked.

Expert duties also include certain responsibilities of physicians who otherwise
work with patients. Issuing a certificate of absence from work due to sick leave is
not part of diagnostics or treatment. Rather, this is a document issued by the physi-
cian for the needs of the employer or health insurance company, and the physician,
therefore, is in the role of an expert. Many physicians are not aware of this distinc-
tion. A physician who would follow patient’s best interest and issue a health certifi-
cate even when absence from work is not medically justified should understand that
he may face charges of issuing a false certificate.

21.3 The Physician, the Pharmaceutical Industry,
and Medical Equipment Providers

Some aspects of the relations with the pharmaceutical industry have been briefly
discussed in the chapter on research.

We cannot and also do not want to prohibit professional contacts of physicians
with the representatives of the pharmaceutical industry and manufacturers of
medical equipment. Undoubtedly, in this way physicians gain important informa-
tion about new medications and medical equipment for more precise diagnostics
and more successful treatment. The support of pharmaceutical companies is also
welcome, often necessary, for the organization of professional meetings. However,
an overly strong dependence on or servility towards the representatives of the
pharmaceutical industry or medical equipment providers could be a form of
corruption.
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To avoid allegations of corruption, I provide short recommendations here:

» Contacts with the representatives of pharmaceutical and other companies should
be limited in time and must take place outside regular working hours. Any
contacts should be announced in advance and communicated to the management
of the health institution or hospital.

e Medications with which we have positive experience should not be replaced with
newer drugs.

e The physician should never accept a monetary or material reward for prescribing
certain medications. This includes the prohibition of collaborating in studies in
which the physician receives a reward for prescribing a new drug and writing a
short report.

e All donations from pharmaceutical and other companies for educational and
other similar purposes must be addressed to the healthcare institution, never to
the physician directly.

e In public professional presentations, the physician must declare potential con-
flicts of interest. A professional presentation must be balanced and impartial.

21.4 Teacher

Medicine cannot be learnt from books or professional articles alone. It is inevitable
that written guidelines cannot list all the factors influencing physician’s decisions.
Books and articles, therefore, cannot replace the personal experience that is com-
municated to young people by a good teacher. This holds particularly true for rela-
tionships and communication with patients for which a personal example is
indispensable.

All physicians should know that they are being observed by their younger col-
leagues and that their example is transferred to the next generation, for better or for
worse. In the remainder of the chapter, I will focus on the teaching that some of us
do in classes of medicine.

It is not possible to imagine lectures in medicine without the presence of patients.
We somehow expect that the patients treated in university healthcare institutions
will understand and also accept their roles in classes. However, our expectations
must not be equated with the patient’s consent: every patient has the right to refuse
participation in classes. It is, therefore, not appropriate if the physician brings a
group of students to the hospital room without announcing it in advance. Patient’s
privacy must be guaranteed to a reasonable extent, especially when gathering anam-
nesis or during physical examinations. Also important is the requirement to keep
student groups small: it is not reasonable to expect that a patient will be comfortable
with the idea of 12 students learning how to perform breast examination on her.

During practical classes, many questions on diagnostics and treatment arise.
Students should understand that there will be time for questions and answers once
they leave the hospital room. It is highly inappropriate if a discussion that could hurt
the patient develops in his presence.
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21.5 The Physician in Public

The physician should not glorify himself and his work in public—this is an
established ethical recommendation. It is particularly inappropriate if the physician
is boasting and comparing himself to other physicians.

Nevertheless, we cannot entirely bypass the public. In the chapter on preven-
tive medicine, we noted that one of the duties of every physician is raising aware-
ness of the public about the importance of leading a healthy lifestyle. The media
and the internet are full of disinformation and utterly misleading advice, for
example, on the rejection of vaccination or the alleged advantages of severely
unbalanced diets. Physicians are left with no other strategy than to speak up and
attempt to at least mitigate the damage caused by such disinformation. Physicians
should react to sensationalistic reports. A cure for cancer is often presented as a
miracle and attributed to alternative “treatment,” ignoring the fact that the patient
also received standard anti-cancer therapy. Similarly, early laboratory experience
in a potential new treatment is interpreted as a break-through achievement of
proven value. It is sad, and indeed unethical that many journalists and media out-
lets do not wish to see the harm caused by such unbalanced reporting. Finally,
there are the reports on professionally questionable medical behavior. The media
often accuse the physician even before the charge is filed and long before the
judgment is final, frequently disclosing his full name. As I stated in the chapter on
professional malpractice, it is the patient who delineates the field of confidential-
ity. When a patient presents his case to the public, the physician has all the right
to clearly disclose his side of the story.

When it comes to public engagement, physicians have another essential task: we
must inform the public about the flaws in the healthcare system. The belief that
nothing will change without public pressure is not groundless, whether it pertains to
the employment of young physicians or to the urgent replacement of a 15-year-old
X-ray device.

21.6 Sports Medicine

Do sport and health walk together, hand in hand, or are they opponents?

There is no doubt that sport is a useful and efficient antidote to present-day
stressful, unhealthy lifestyles and to all modern addictions—from alcohol and drugs
to computer addictions. This is especially true for recreational sports and young
people.

Wherever large amounts of money flow, greed conquers honesty. This holds true
in politics, public investments, research, and, sadly, also in sports. The observation
pertains not only to professional sports but also to recreational sports. The physi-
cian’s responsibility is to offer advice about the diet, training, and prevention or
treatment of injuries. The line between these activities and the use of illegal stimu-
lants and all sorts of doping is thin, however. The excuse “everyone is doing it” is
simply unacceptable: physicians should never dishonestly support the successes of
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his protégés and are responsible for the permanent consequences of doping on the
health of the athletes.

Should the physician be involved in sports that have been proven to be harmful
to health? Boxing is an example of a sport causing permanent brain damage through
micro-injuries. This applies to junior boxers who wear boxing headgear as well;
headgear only protects against external injuries, but it does not protect from injuries
of the brain, which are the result of the impacts on the skull when blows are deliv-
ered. We are, therefore, not referring only to cases of severe facial injuries or even
immediate death after the fight; in fact, injuries frequently lead to permanent dis-
ability. The British Medical Association and the World Medical Association are
therefore calling for a ban on boxing and advise physicians to avoid active participa-
tion in that sport.!

21.7 Physician as Patient

From Hippocrates onwards, solidarity between physicians is featured in all docu-
ments on medical ethics. To our colleagues and also to other healthcare workers and
students of medicine, physicians will devote particular attention and offer them pri-
ority treatment. In countries with waiting times for medical services, the profession
is not among the legal criteria for assigning a priority in access to healthcare.
Therefore, offering priority to our colleagues is an example of legislation and ethics
being at cross-purposes. We can only hope there will not be a superintendent who
will pick up on the supposed privileges of our profession. We will remind him that
things have been that way for more than 2000 years; and will tell him that physi-
cians take almost four times fewer days of sick leave than their patients would be
approved for the same disease [5]. To speak of physician’s privilege is therefore not
only exaggerated but also deplorable.

When discussing the physician in the role of a patient, we must highlight three
additional aspects. First, our sick colleague should receive the same thorough care
as any other patient would. It may appear redundant to state so; however, it is unfor-
tunately not. A sick physician also needs to have a detailed anamnesis taken, has to
undress, must be carefully examined, and has to undergo all routine examinations.
The physician must also remain hospitalized for a certain period after major sur-
gery. Whenever the physician is seriously ill, he should not attempt to treat himself
but let an experienced colleague take over instead.

The second remark pertains to the protection of physician’s personal information
in relation to the employer. Employees of public healthcare institutions normally
have access to most or all healthcare data of patients that come for diagnostics or
treatment. At the same time, we are bound to preserve confidentiality, and we are
not allowed to share these data with others, for example with employers, without
patient’s consent. However, whenever a physician is being treated, his confidential

http://www.itv.com/news/2016-10-01/world-medical-association-boxing-is-a-very-bad-idea/
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information is available to other colleagues. If the director of a healthcare institution
is a physician, he can view all healthcare data of fellow physicians on his computer.
What advice to offer in situations of such conflicts of interest? Perhaps we should
ask our IT experts to include in our database applications a transparent list of any
persons who viewed the folder of a specific patient.

The final remark: we, physicians, are more vulnerable than we would like to
admit. Even among us, alcoholism and addiction to other drugs (legal or otherwise)
are not infrequent. We are doing ourselves a disservice if we are closing our eyes to
the truth and if no one gathers enough courage and honesty to offer help to a col-
league in distress. After all, who will take care of us if we do not help each other?
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Abstract

Active student participation is the basis of teaching medicine, at both the
undergraduate and postgraduate levels. This approach is especially important
in teaching the course on medical ethics, in which only a minor part of the
teaching consists of explanations of facts and data, and the major part rests on
open discussion. In ethics, there are frequently no right or wrong answers. The
emphasis is on judgment and justification, which must include every individu-
al’s values as well.

Seminar papers were prepared in the years 2009-2018 for the course Medical
Ethics and Law at the Faculty of Medicine, University of Maribor. A team of five
to eight students presented the seminars to their colleagues and the teacher, fol-
lowed by an open discussion. The papers are listed in the order they were pre-
sented to students.

Most seminars deal with ethical problems that are of importance for a student
of any nationality. Seminars on topics of local interest are also included. While
they may not be directly applicable to the teaching of medical ethics in other
countries, the reader will get an idea about the broad field of topics that students
of medicine should be able to discuss.

Cases were often prepared on the basis of real events, known to the author
during his professional work or as a member of various ethical committees. The
identity of the persons involved has been masked, except for cases that were
widely discussed in the media.

© Springer Nature Switzerland AG 2019 165
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Teaching medical ethics is a rewarding activity. On the photo: Dr. Matjaz Zwitter with the class
2017/2018, Medical Faculty, University of Maribor
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Physician’s confidentiality

Eluana Englaro

Love life

Donor for bone marrow transplantation

Unsolicited medical intervention
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. Physician as patient

. Crime as mental disease

. Conscientious objection

12. Ethics and gladiators in professional sports

13. Medical malpractice and the right to compensation

14. Anorexia nervosa

15. Prevention of pregnancy in psychiatric patient

16. Placebo in clinical trials

17. Choosing the gender of the newborn

18. Vegan diet for children

19. Accusation of medical malpractice—disclosure of personal information
20. Boxing

21. Gifts

22. Drug addicts, pregnancy, and parenthood
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24. Parents declining mandatory vaccination of their children
25. Collaboration between the psychiatrist and the family physician
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Medically assisted insemination for healthy women
Physicians as leading politicians

Shooting as an Olympic sport

Fine-needle biopsy of the breast for a 12-year-old girl
The death of Ivan Ilyich

Waiting periods for funerals

Cancer ward

Physician-alcoholic

Disappearance of inexpensive drugs with long-lasting positive experience

Empathy and trust

Medical treatment of patients without healthcare insurance
Doping in sports

Intimate relationships with a patient

Paulo Coelho: Veronica decides to die
Communication with a troublesome patient

The Franja Partisan Hospital

The donor of embryonic cells and anonymity
Addiction with prescription drugs

Literature as a medication

Sinclair Lewis: Arrowsmith

Female circumcision

Accusation of medical malpractice

Transport of the dying, chronic patient to the emergency department
Dr. Catherine Hamlin

An aggressive patient

Legalization of marihuana

Lay people’s attitudes towards euthanasia
Discrimination

Is pedophilia a disease?

The Nuremberg trials against the Nazi physicians
Humor in communication with patients
Obamacare—American healthcare reform: Successes and difficulties
Child abuse

Ethical questions in self-inflicted diseases
Homeopathy

Treatment of the demented patient

The physician in commercials

The Ebola epidemic—ethical questions

Gene testing in underage daughters

Revocation of driver’s license

Airplane seats for overweight persons

Individual consent for review of old biopsies
Love in a nursing home

Professional sports in children

Medical strike
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71. Artificial womb

72. Genetic testing for prediction of a disease

73. Cancerophobia

74. Communication in the waiting room

75. Traditional medicine

76. Late termination of pregnancy

77. Postponement of prison sentence service for health reasons

78. Animals in biomedical research

79. Death of grandparents

80. Guerilla surgeon

81. Loneliness

82. Mental health of political leaders

83. Eugenics

84. Fatherhood

85. Mark Langervijk

86. Moliere and the characters of physicians

87. Alternative diagnostics

88. Trade with human organs for transplantation

89. Dr. Thomas Percival: Medical Ethics

90. F. Mielke, A. Mitscherlich: Doctors of Infamy—The Story of the Nazi Medical
Crimes

91. Oregon: The Death with Dignity Act

22.1 Surrogate Motherhood

Helena, 27, has been married for a year and has no children. After a diagnosis of
cervical cancer, stage IB, the proposed treatment is radical radiotherapy and concur-
rent chemotherapy. According to her oncologists, prospects for long-term survival
are relatively favorable, and the expected 5-year survival rate with no evidence of
recurrent disease is 80%.

Helena would like to have a baby, but it is certain that she will be infertile after
treatment. Helena wants her egg cells removed prior to treatment and have them
inseminated with the semen of her husband. Helena’s mother Barbara is 45 years
old, healthy, and still has regular periods. Barbara agrees to be the surrogate mother
for Helena’s baby. An inseminated egg cell would be implanted in Barbara’s womb;
she would give birth to the child and then give the child to her daughter.

Task
Present the case and focus on the following questions:

e What are the legal and ethical provisions of surrogate motherhood?
e Can we accept the suggestion for surrogate motherhood in this concrete
example?
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e How would our opinion change if Helena’s sister (age 26, unmarried) were to be
the surrogate mother? Alternatively, Helena’s friend who is 38 years old and
already has two children of her own? Alternatively, an unknown healthy woman
who would receive financial compensation for surrogate motherhood?

22.2 Physician’s Confidentiality

e 1992: Gorazd and Veronika married and chose to have the same family physician.

e 1998: The couple divorced. Veronika moved away, but she kept the same family
physician.

e 2000: Gorazd told his physician that he has been leading “a very free life” since
the divorce. Blood tests confirmed that he is HIV positive. Gorazd received
appropriate treatment and recommendations.

e 2001: During a control check-up, Gorazd let the physician know that he had
reconciled with Veronika and that his ex-wife was moving back in with him. The
physician made his best effort to convince Gorazd to tell Veronika about his
infection or to ensure that she could not be infected. Gorazd ignored these rec-
ommendations and left the physician’s office without giving a guarantee that he
would follow the recommendations.

Task
Present the case. Questions:

e Should the physician disclose information on her ex-husband’s infection to
Veronica? Alternatively, should the physician respect medical confidentiality?

e Discuss with a physician specializing in infectious disease the issues of confi-
dentiality in patients with sexually transmitted diseases. Present the ethical ben-
efits/burdens in the physician’s decision.

22.3 EluanaEnglaro

After an injury in a traffic accident, Eluana Englaro remained in a vegetative state
for 17 years. At the request of her parents and in line with the court decision, sup-
portive care with tube feeding and supply of liquids was discontinued. After 1 week,
on February 9, 2009, she passed away.

Task

e Briefly present the case.

e Present the arguments in favor of continuing medical support—feeding and
supply of liquids.

e Present the arguments for discontinuing supportive care.

e Is there a difference between termination of feeding and supply of liquids and
euthanasia?
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22.4 Love lLife

Ray Kluun, Macmillan 2007.
One of the most shocking examples of euthanasia.

Task
Present the book and present the story of Carmen: disease—treatment—dying—death.
Discussion:

* Decision for euthanasia: is this really an act in respect of patient’s autonomy?
Would it be different, in terms of autonomy, if we let Carmen die without a phy-
sician’s intervention?

* To what degree is her decision for euthanasia influenced by others: husband,
relatives and friends, physician?

22.5 Donor for Bone Marrow Transplantation

A 5-year-old Adrian has been diagnosed with thalassemia. Bone marrow transplan-
tation is by far the best treatment option. To avoid transplant rejection, the donor and
the receiver must be histocompatible.

In the past, bone marrow was taken from pelvic bones under general anesthesia.
Nowadays, immature hematopoetic stem cells are collected from peripheral blood,
a procedure which is considerably less burdensome for the donor. Hematopoietic
stem cells for bone marrow transplantation can also be obtained from the placenta
immediately after the birth of a child. In this case, the donor (the newborn) is not
harmed in any way.

Possible bone marrow donors are:

* One of the parents

e Adrian’s 12-year-old brother

e Adrian’s 2-year-old sister

e Adrian’s future brother or sister

Statistically speaking, there is a 25% chance that the future child of the same
parents will be histocompatible with his or her already born brother or sister. This
probability can be considerably increased, however, if we perform in vitro fertiliza-
tion and then implant in the womb an embryo that is histocompatible. At the same
time, in vitro fertilization allows us to guarantee that the future child will not develop
thalassemia. In this case, no intervention in the newborn child is required because
bone marrow stem cells are obtained from the umbilical blood and the placenta.

Task
Present the case. Discussion:

*  What ethical burdens can we predict for each of the possible bone marrow donors
listed above?
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e Where should we draw the line between ethically acceptable and ethically unac-
ceptable tissue donors for transplantation?

e Letus assume that the first three options are ruled out because of incompatibility.
If so, is it ethically acceptable to propose that the parents have another child
chosen so that he or she can, in addition, provide “spare parts” for Adrian?

22.6 Unsolicited Medical Intervention

A physician is going home on a public bus. Next to her stands a middle-aged woman.
The physician notices that at the nape of the woman’s neck, there is a black and
brown nevus. Based on its visual aspects, the physician strongly suspects this is a
malignant melanoma. Should the physician warn the woman, whom she does not
know, about her mole?

Task
Present the case. Discussion:

¢ Ethical analysis—ethical burdens and benefits of the intervention.

See also M. Zwitter et al. Professional and public attitudes towards unsolicited
medical intervention. Br Med J 1999; 318: 251-253.

22.7 Elderly Driver

Anton, a retired train conductor, is 72 years old and lives together with his wife and
the family of their 43-year-old daughter. Over the past year, family members have
noticed that Anton is becoming increasingly uncertain in daily household chores
and occasionally gets lost. On a few occasions, he could not find his way back
home. Medical examination revealed high blood pressure and atherosclerotic occlu-
sive disease. A brain CT scan showed numerous subcortical perivascular lesions.
Anton was diagnosed with moderate subcortical vascular dementia.

Despite the physician’s explanations, Anton denies any mental troubles and
firmly rejects advice to quit driving. According to him, the recent minor damage to
the vehicle occurred due to the vehicle’s age. Anton surprises his family by telling
them that he has just decided to buy a new car.

Should the physician break medical confidentiality and report Anton’s inability
to drive safely to the authorities?

Task

* Visit three family physicians and ask them what their course of action in such
situations would be. Have they encountered such a case in their practice?

e Explain why it is important to distinguish between the role of the family physi-
cian and the role of a physician as an expert (e.g., in issuing a medical certificate
for a driver’s license).
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22.8 Posthumous Insemination

In 2008, when Branko divorced and moved in with his new girlfriend, his son was
12 years old.

Five years later, Branko was diagnosed with acute leukemia. Before starting the
treatment, he and his girlfriend decided to freeze his semen, so that they could have
children after treatment. One year after intensive treatment, leukemia recurred. The
second-line treatment resulted only in short-term remission and physicians informed
Branko that there were no chances for lasting improvement.

Upon his last visit to the hospital, Branko took the physician and the nurse by
surprise and asked them to sign his will as witnesses. Because Branko was fully able
to reason clearly, the physician agreed to co-sign the will. A few weeks later, Branko
passed away.

After Branko’s death, they read the will: Branko left all his possessions to his
ex-wife and his son.

Branko’s girlfriend asked to be inseminated with his frozen semen.

Task
Present the case. Discussion:

* Was it appropriate for the physician and the nurse to sign the will?
e Should the girlfriend’s request to be inseminated with the frozen semen be
approved?

22,9 Physician as Patient

Even physicians get sick. We often do not apply the same rules to ourselves as we
do to patients. The purpose of this seminar is to highlight these differences from the
medical and ethical perspectives.

Task
Visit the administration of the university hospital and ask for the data on average sick
leave in the past year for physicians, for other medical staff, and for non-medical staff.

* Are physicians stricter when it comes to approving sick leave for physicians as
opposed to other patients?

» Are physicians given priority in medical treatment? Ask five physicians working
in diagnostic branches of medicine (radiology, nuclear medicine) and five work-
ing in therapeutic branches (internist, surgeon) if they would consider bypassing
the waiting list to admit a colleague physician. If the answer is “yes,” is such
privilege acceptable from the ethical point of view?

* While standards for diagnostic and therapeutic procedures are normally respected
for all other patients, there is anecdotal evidence that physicians sometimes
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ignore these standards when treating their colleagues. Are physicians equally,
more, or even less careful in communication, diagnostics, and treatment of col-
leagues, as compared to other patients? Pose this question to the above-mentioned
physicians.

22.10 Crime Due to Mental Disease

In the case of Josef Fritzl, who was accused and convicted of murder, rape, incest,
and enslaving his daughter and their children, an expert psychiatrist concluded that
Fritzl suffered from a severe combined personality and sexual disorder. Fritzl was
sentenced to life imprisonment in a prison for psychiatric patients. A detailed
description of the case can be found on Wikipedia.

According to the opinion of some psychiatrists who examined him, Norwegian
mass murderer Anders Behring Breivik is a mental patient.

Task
Present the case. Questions:

e If we follow this line of reasoning, any criminal can be diagnosed as a mental
patient. Is this appropriate?

e What are the implications for psychiatric patients and their status in society when
a serious criminal is publicly diagnosed with a psychiatric diagnosis?

22.11 Conscientious Objection

Prior to applying for specialization in gynecology, a physician had declared consci-
entious objection. She rejects any medical intervention in human reproduction. She,
therefore, rejects contraception, abortion (with the exception of cases when the
mother’s condition is directly threatening her life), prenatal diagnostics, and medi-
cal assistance in infertility.

Currently, this physician works as a gynecologist in primary care. Women who
choose her as their gynecologist are informed in advance which procedures the
physician refuses to perform or does not give advice on. They are also informed
about those procedures for which the physician will not issue a referral to another
gynecologist with the exception of life-threatening conditions.

Task
Present the case. Questions:

* Given the openly expressed conscientious objection, would it be appropriate if
the committee of the Medical Chamber of Slovenia had not approved her special-
ization in gynecology?
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e How does the physician’s conscientious objection affect relationships with her
colleagues employed in the same institution?

e Is it appropriate that the physician refuse to give women advice regarding medi-
cal assistance in cases of infertility?

22.12 Ethics and Gladiators in Professional Sports

Everyone in Slovenia knows the story of cross-country skier Petra Majdié:
despite being injured with broken ribs, she won a bronze medal at the Olympics
in Vancouver. During the warm-up before the race, Petra skid off-course, fell into
a deep gulley and suffered a severe blow to her chest. Medical examination
immediately after the accident did not show any serious injury. Despite excruci-
ating pain, she took part in the competition. Sports fans praise her as a role model
who had an incredible will to overcome pain and win a medal. However, people
rarely consider that the course of events might have been different. After the race,
it turned out that Petra had four broken ribs and a pneumothorax. If her spleen
had been torn, we could have seen a live broadcast of a life-threatening
emergency.

Task
Present the story of Petra Majdi¢ and her injury. Questions:

e What are the limits of risk-taking in professional sports?
¢ Discuss the responsibility of a physician who is entrusted with the care of profes-
sional athletes.

22.13 Medical Malpractice and the Right to Compensation

Mateja is 27 years old. On Saturday night, she went to the hospital due to severe
stomach pain, vomiting, and increased temperature. She was admitted to the
department of surgery and was diagnosed with appendicitis. A specialist registrar
on duty who had been continuously working for 21 h informed a senior specialist
registrar on duty and proceeded with Mateja’s surgery. An appendectomy was per-
formed without complications. Mateja left the hospital 4 days after surgery. One
week after surgery, however, nausea, stomach cramps, and occasional diarrhea
recurred. The surgeon’s examination and radiological diagnostics did not give a
clear picture of her problems. After 8 weeks, surgeons, therefore, decided on
another surgery. During the surgery, they found the cause of Mateja’s issues right
between the folds of the intestines: a piece of surgical material that had remained
there after the first surgery.

There is no doubt that Mateja suffered damage to her health due to the insuffi-
ciently careful work of the physician; she was operated on twice and had to stay on
sick leave for 3 months. At the same time, we know that there is no physician who
has never overlooked something or made a wrong decision.
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Task
Present the case. Questions:

 Isit fair to blame the young surgeon who has been working continuously without
rest for 21 h for the malpractice?

e Does the patient have the right to compensation for injury incurred during the
treatment in cases of rare, unexpected complications and injury after the surgical
procedure?

e Does the patient have the right to compensation even if the physician is not
proven guilty (no-fault compensation)?

o If the right to compensation depends on proving the physician’s guilt: what does
this imply in terms of honesty and communication between the physician and the
patient? Are we not in doing so forcing physicians to conceal their mistakes and
to shy away from analyzing and ameliorating them?

22.14 Anorexia Nervosa

Andreja had been struggling with anorexia since high school. During her medical
studies, she passed all her exams with excellent grades, yet, her progress was very
slow. At the age of 28, when most of her classmates had already finished their stud-
ies, she was still in her 4th year. After two hospitalizations due to severe exhaustion,
her condition severely deteriorated for the third time. At first, she firmly rejected
another hospitalization. After several hours of persuasion, she finally promised her
friends that they could take her to the hospital the next morning. It was too late. She
died during the night.

Task
Present the case. Questions:

¢ Is force-feeding of patients with anorexia nervosa allowed and, if so, under what
conditions?

See also: Hébert, P. C., Weingarten, M. A. The ethics of force-feeding in anorexia
nervosa. Can Med Ass J 1991; 144: 141-144. http://www.ncbi.nlm.nih.gov/pmc/
articles/PMC1452985/.

22.15 Prevention of Pregnancy in Psychiatric Patient

Anica is 34 years old and has been treated for paranoid schizophrenia for 12 years.
She is divorced and has no children. She lives together with her mother (66 years)
and her father (72 years). After the diagnosis, she was first treated with neuroleptics
in the form of pills. Anica interrupted her treatment several times; subsequently, her
mental state deteriorated and she had to be hospitalized again. For the last 4 years,
she has been receiving therapy in the form of depot injection once a month.


http://www.ncbi.nlm.nih.gov/pmc/articles/PMC1452985/
http://www.ncbi.nlm.nih.gov/pmc/articles/PMC1452985/
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For the last 2 years, Anica has had a friend whom she met at the out-patient
department of the psychiatric hospital. Her parents were delighted as the burden of
an adult, but not independent, daughter was too heavy for them. During this period,
Anica had two miscarriages. She rejects any discussion of contraception and wants
to have a baby. However, her mother knows that a grandchild would only add to the
overall burden, which is why she asks the gynecologist and psychiatrist to give her
daughter, during her regular therapy at the psychiatry department, a depot injection
of progesterone to prevent pregnancy.

Task
Present the ethical analysis of the three possible scenarios:

e Anica becomes pregnant again and gives birth to a child whom she is not capable
of taking care of. Potential adoption would be difficult due to a genetic predispo-
sition for schizophrenia.

e Along with neuroleptics, Anica receives a depot injection for hormonal contra-
ception without consenting to it.

e They prevent Anica from seeing her friend in the future.

22.16 Placebos in Clinical Trials

Placebos play an essential role in ensuring the objectivity of clinical trials.
Nevertheless, we have to realize that people lacking medical education have a poor
understanding of what a placebo is; this is especially true for persons with limited
autonomy.

As a member of a local ethical committee, you are evaluating a proposal for a
clinical trial that involves psychiatric patients with a bipolar disorder. In a random-
ized trial, a new drug would be compared to a placebo.

Task
Present the scientific basis for the use of placebos in randomized clinical trials.
Questions:

*  When is the use of placebos in a clinical trial ethically acceptable?
e Discuss the ethical dilemmas of using placebos for psychiatric patients.

22.17 Choosing the Gender of the Newborn

In many countries, especially in Asia, there is a widespread conviction of the supe-
riority of males over females, due to which many parents wish to have a male child.
Such distorted views on the superiority of the male gender lead to severe abuses:
selective abortions of female fetuses, feticides, and murders of newborn girls.
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Task
Present global figures on male/female ratio at birth and discuss statistics or esti-
mates regarding the number of female feticides and infanticides. Questions:

e Is it ethical to disclose the gender when the physician can legitimately assume
that an abortion will be performed in the case of a female embryo?

e Is it allowed to perform gender-based embryo selection during in vitro fertiliza-
tion? Under what conditions would you allow it? Only in cases of the gender-
dependent genetic disease, at the parents’ demand, or never?

22.18 Vegan Diet for Children

Every adult mentally competent person has the right to choose his diet, regardless
of how problematic it may be. While proponents of vegan diets emphasize some
selected positive aspects of their choice, they neglect the long-term consequences of
severely unbalanced diets, especially for children.

Task
Explain what a vegan diet is and compare it to the essential nutritional requirements
for humans. Questions:

e What are the risks of a vegan diet for a child?

e Present the official position of the leading international associations of pediatri-
cians regarding vegan diet for children.

e Do the parents have the right to pass their choice of unbalanced and potentially
harmful diet to their children?

e Is society obliged to offer a vegan diet at the parents’ request in public institu-
tions (nursery schools, schools, hospitals)?

e What should a pediatrician do to protect a child of vegan parents?

22.19 Accusation of Medical Malpractice: Disclosure
of Personal Information

In accusations of medical malpractice, it often happens that the victims publicly
share their views of the medical dispute. They reveal the physician’s identity even
before any discussion in the professional community takes place and prior to poten-
tial court proceedings.

Task
Present the physician’s commitment to confidentiality and discuss the situations in
which confidentiality may be dismissed. Questions:
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e Is the physician allowed to defend him or herself against public accusations
also by disclosing those parts of the patient’s or family’s personal information
that are crucial for objective judgment but would normally be considered a
confidential?

e Let us consider a concrete example: is the physician allowed to reveal in public
the patient’s drug addiction, the fact that it was not indicated to the physician by
the patient’s relatives upon admission, and that this factor crucially contributed
to treatment complications?

22.20 Boxing

Available data prove that boxing causes not only acute injuries but also chronic
brain injury. This applies not only to boxing as a professional sports activity but also
to boxing among amateur athletes since the helmets they use cannot protect against
counter-punch injuries of the brain hitting the skull.

Task
Present typical acute and chronic injuries linked to boxing. Questions:

e Is it ethical for a physician to be actively involved in boxing (medical examina-
tion before the career, medical examination and advice during boxer’s career,
physician’s presence in fights)?

e Present the position of the British Medical Association towards boxing. You
are strongly encouraged to also present the viewpoints of Slovene physicians
(sports medicine specialists, neurologists). If your group does not reach an
agreement about a particular question, present the arguments for one or the
other viewpoint.

22.21 Gifts

Occasional gifts to physicians and other healthcare staff are a relatively frequent
phenomenon.

Task
Visit five to ten physicians in general practice and at the university hospital and ask
them about gifts that they recently received, assuring them confidentiality. Questions:

e What are the boundaries between attentiveness, gratitude, and bribery?
e When are we allowed to accept a gift and when should we decline it?

e Who is frequently receiving gifts, who rarely or never does?

e How can the acceptance of gifts disturb the work of a medical team?
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22.22 Drug Addicts, Pregnancy, and Parenthood

Present the problem of drug addicts, especially those on methadone therapy. Get in
touch with a center for the treatment of drug addiction. We are especially interested
in ethical questions regarding pregnancy and parenthood.

Task
Visit your nearest Drug Addiction Treatment Center and ask the personnel about
drug addicts who became parents. Questions:

 Is parenthood helping drug addicts to find their purpose of life?
* Are they capable of taking care of the child?

22.23 WhoIs a Good Physician?

What are the qualities that make a good physician? Answers will vary considerably
depending on whom we ask: other colleagues-physicians, head of the department,
nurses, patients. We are interested in learning how people outside the medical pro-
fession imagine a good physician.

Task
The first group will survey 50 healthy persons. Recruit healthy individuals older
than 30 years of age; you can invite your colleagues, friends, parents, neighbors, or
passers-by. First, ask the interviewees to name three to five qualities that they con-
sider crucial for someone to be considered a good physician. You will then ask the
interviewees to circle on a provided list of options the three most important qualities
of a good physician. Compose the list according to your own judgment (e.g., metic-
ulous, precise, on time, always in a good mood, leading expert, modest, kind, talks
clearly, reliable, compassionate). Note the gender and age of every interviewee.

The second group will carry out the same survey among patients. Recruit approx-
imately 50 participants in a waiting room of the healthcare institute or hospital.
Announce your visit in advance to the head of the center or the head of the nursing
staff.

Present the survey results and compare the results you obtained for healthy per-
sons and for patients.

22.24 Parents Declining Mandatory Vaccination
of Their Children

Present the two views on mandatory vaccination: public interest to limit or eradicate
certain contagious diseases and protect those children who should not be vaccinated
for medical reasons, and the position of vaccination opponents who emphasize the
dangers of vaccination.
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Compared to the issue of a vegan diet in children where only an individual child
and his or her best interest was considered, here, the interest of society as a whole is
at the forefront.

Task
Present arguments for and against mandatory vaccination. Questions:

e To what extent it is legitimate to put the interest of society before the interest of
the individual?

e Present the question from the point of view of public health.

e Can the negative standpoint of the vaccination opponents have positive
consequences?

22.25 Collaboration Between the Psychiatrist and the Family
Physician

For examination or treatment with a psychiatrist, the patient does not need a referral
from the family physician. Psychiatrists send the report on examination to the
patient, but not to the patient’s family physician. It is, therefore, the responsibility
of the patient to either communicate the information about his diagnosis and treat-
ment with the psychiatrist to his physician or to keep the information for himself.

Task
Visit three family physicians and ask them about their standpoint towards such lim-
its to the availability of professional information. Questions:

e Is it appropriate if the personal/family physician is not aware of all the medica-
tions the patient is receiving?

e Who should be held responsible in cases of drug interactions?

e Discuss the responsibility of a family physician or of a public health specialist
for issuing a medical certificate, as needed for a driver’s license or gun permit.

22.26 Medically Assisted Insemination for Healthy Women

In Slovenia, the right to medically assisted insemination for healthy women was
subject to a nation-wide referendum. At that time, the majority voted against allow-
ing such a procedure.

Task
Briefly present arguments for and against medically assisted insemination, using
published opinions prior to the referendum. Questions:

¢ Is having a child a right that should be guaranteed to everyone by the state?
¢ Is non-parenthood in adult persons a state of disease that should be addressed by
the healthcare system?
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e Leaving financial questions aside, is there any ethical problem regarding medi-
cally assisted insemination for a healthy woman?

e If we grant the aforementioned right to homosexual women, are we not discrimi-
nating against two homosexual men who might also want to have a child?

e A logical follow-up to the previous question: to prevent discrimination against
male homosexual couples, we would have to support studies on embryo develop-
ment in artificial wombs. In that way, men could also have children conceived
in vitro from their semen and a donated egg cell.

22.27 Physicians as Leading Politicians
It is not rare for a physician to become a leading politician:

— Dr. Salvador Allende (Chile)

— Dr. Radovan Karadzié¢ (Republika Srbska)
— Dr. Ernesto Che Guevara (Cuba)

— Dr. Bashar al-Assad (Syria)

— Dr. Sali Berisha (Albania)

Task
Present a few stories of physicians as political leaders. Invite your colleagues from
one of the social sciences faculties (sociology, political science) to your presenta-
tion. They might help us in the discussion.

Questions:

e Can you think of any other physician who became a statesman?

e Can we find common traits among the physicians who moved up to become lead-
ing politicians?

e Are physicians more, or perhaps less humane once politics grants them the power
to decide about the lives of masses of people?

22.28 Shooting as an Olympic Sport

Sports and especially amateur sports should support people’s physical and psycho-
logical health. If this is how we understand the mission of sports, we may wonder if
it is appropriate that shooting sports is (still) an Olympic sport.

Firearms are used for two purposes: for killing wild animals and for killing peo-
ple. Both of these purposes are ethically very controversial. Almost no one nowa-
days needs to rely on hunting for food supply or as a defense in the wilderness.
Quite the opposite: given that the terrain on which animals can live freely is becom-
ing ever scarcer, hunting is more and more reflecting a sadistic and arrogant attitude
towards the natural environment. A great majority of firearms, however, is made for
killing people. From the ethical standpoint, we cannot agree with a sport that
improves the ability to kill people.
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Task

Present the arguments for and against shooting as an Olympic discipline. Present
the goals of the Olympic movement and determine whether the shooting is in line
with these goals.

22.29 Fine-Needle Biopsy of the Breast for a 12-Year-Old Girl

A 12-year-old girl came for a fine-needle biopsy of the breast. She was referred by
her general practitioner and accompanied by her mother. The cytopathologist was
convinced that this was just a case of asymmetric early-puberty breast swelling. He
explained to the mother that the girl was fine and that, in his opinion, a puncture was
unnecessary, potentially harmful. Fearing that her daughter has cancer, the mother
insisted on having a fine-needle biopsy of the breast performed.

Task
Visit the department of cytopathology at the university hospital and ask the physi-
cians about their experience on questionable indications for biopsy. Questions:

e Should the cytopathologist perform breast puncture even though he was con-
vinced that it was unnecessary and potentially harmful?

e Should physicians working in diagnostic services strictly follow the indication,
as defined by a referring physician, or should they decline to perform an unnec-
essary procedure?

22.30 The Death of Ivan llyich
Leo Tolstoy wrote a story titled “The Death of Ivan Ilyich.”

Task

Read the story. Present the character of Ivan Ilyich, his slowly progressing disease,
and death. Describe Ivan’s relationship with his family, colleagues at work, and
physicians before the disease and during times of his progressively declining condi-
tion. Can we find similar examples of patient distress and relationships in the pres-
ent days as well?

22.31 Waiting Periods for Funerals

In Stockholm, the relatives of the deceased often have to wait even more than a
month for the funeral to take place.

Task
Find the data on funeral waiting periods. Contact medical students from Stockholm
and ask them to share first-hand their account of how they view the problem.
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e Are funeral waiting periods an ethical question?
e What burden do they represent for the family and friends of the deceased?

22.32 Cancer Ward

The book “Cancer Ward” by Alexander Solzhenitsyn is one of the most powerful
accounts of all the layers of relationships in a hospital.

Task
Read the book. Present the relationships among the patients and the relationships
between patients, nurses, and physicians. These relationships are dynamic rather
than being static; they are also influenced by the development of a disease.

Select a few typical persons from the book and present them to your
colleagues.

22.33 Physician-Alcoholic

There can be no doubt: physicians are not immune to alcohol abuse. Alcohol abuse
is not only the problem of an individual physician or his family; it affects the entire
staff of the healthcare institution and, of course, the patients. A relatively easy task
is to act against a colleague who would be drunk when coming to work, or who
would drink alcohol while being in service. However, we should also think of col-
leagues who regularly drink in their free time, in which case their physical and
mental capabilities will inevitably deteriorate.

Task

Try to explain the paradox: alcohol is among the most popular gifts given to physi-
cians, yet no patient would tolerate a physician who is an alcoholic. Further
questions:

e Where is the boundary between solidarity among physicians and unacceptable
tolerance of a colleague’s alcohol addiction?

e Are we helping him if we are closing our eyes to the issue as colleagues?

e How can we approach a colleague who fiercely denies his addiction?

22.34 Disappearance of Inexpensive Drugs with Long-Lasting
Positive Experience

Along with the common experience of new drugs, one rarely hears that the old,
quality drugs, proven over the course of decades, are being left to oblivion. Many
pharmaceutical companies are giving priority to the new, even up to ten times more
expensive (and frequently not much better) drugs, while the old drugs disappear
from the market.
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Task
Ask the head of the pharmacy in the university hospital to provide you with a list of
medications that were removed from the market by their manufacturers. Questions:

e Ask some of the older internists whether the new drugs are really that much bet-
ter than the older ones. Can they name a drug that is no longer available on the
market but was considered good, safe, and trusted?

 Ethical question: is it appropriate for the pharmaceutical company to remove a
drug from the market due to its low price even though physicians would still
prescribe it?

22.35 Empathy and Trust

Empathy from the physician’s side and trust from the patient’s side are essential for
a good relationship.

Task

Try to explain what empathy is. During the practical courses of medicine, you have
certainly established stronger ties with a patient that became dear to your heart and
whom you remember much deeply and not just as a case of a disease. Questions:

e Is this the positive side or the burden of our profession?

e How is the physician’s empathy different from the compassion that we as human
beings feel towards each other?

e How does the physician’s empathy relate to the patient’s trust?

e What are the potential obstacles to empathy and trust?

22.36 Medical Treatment of Patients Without Health Insurance

On May 29, 2010, a 48-year-old worker from Macedonia had severe chest pain and
visited the emergency department. Because he had no health insurance, he was
informed that he would have to cover the costs of examination himself if it turned
out after examination that it was not an emergency situation. He went back home.
After a couple of hours, the man died due to myocardial infarction.

Task
Present the case, as presented in the media. Questions:

e What criteria can we use to distinguish between urgent and non-urgent medical
treatment?

e May we assign the label “unnecessary and non-urgent” to a patient with chest
pain for whom medical examination does not confirm a serious disease?
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¢ Before examining the patient, how can the medical staff know whether the case
is urgent?

e Who is responsible for the unfortunate case presented above—the staff of the
healthcare institution that followed the rules or those who prepared the rules?

22.37 Dopingin Sports

As many sports have evolved into a big business, spectacular results are more
important than the health of the athletes.

Task
Present an overview of doping in competitive and in recreational sports. Questions:

e Where to set the boundary between legal and illegal stimulants?

* Are the sportsmen the only one to blame (e.g., Lance Armstrong), or should we
also blame those who remain in the background but gain huge profits from spec-
tacular achievements?

e What is the responsibility of sports physicians?

e What about financial interest and the responsibility of the pharmaceutical
industry?

e Would it make sense to require that certain drugs (e.g., erythropoietin) remain
traceable all the way from the manufacturer to the end user (patient)—as is done
for narcotics—and to thus limit the possibility of their abuse in sports?

22.38 Intimate Relationships with a Patient

Milos is a 34-year-old specialist in family medicine in a larger Slovenian town. He
is married and has three children, aged 7, 5, and 1 year.

For about 2 years, one of his patients has been 23-year-old Barbara. She grew up
in unsettled family circumstances in which alcohol and fights were frequent. She
managed to finish a vocational secondary school for catering and move away from
her parents. She remains very insecure, works on a fixed-term contract, and with
irregular salary. Since she split with her boyfriend because she caught him with
drugs, she has no real friends.

Initially, she visited her physician due to depression. Later she made several
visits due to insomnia, digestive disorders, and lower back pain. The physician
attempted to comfort her by saying that everything in life will work out eventually.
The first time he gave her a friendly hug, which later became a regular part of her
visits. The past fall, she called him telling she was at home feeling very ill. The
physician offered to come and visit her at her home. The visit concluded with sexual
intercourse, to which Barbara consented freely. In the next months, the physician
visited her at least once a week.
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Barbara asked him to break off their relationship and expressed the wish to
choose a new personal physician. The physician did not want to hear about it and
insisted that they keep on seeing each other.

Task
Present the story and answer the following questions:

e Was the physician’s behavior against the code of medical ethics?

e Was his behavior against the law?

e What principled viewpoint and recommendation can we adopt when it comes to
intimate relationships between medical staff and patients?

22.39 Paulo Coelho: Veronica Decides to Die

The novel by Brazilian author Paulo Coelho is set in Slovenia: it is a story about
Veronica who tries to commit suicide. When she wakes up after a few days, a psy-
chiatrist tells her that the sleeping pills had caused permanent damage to her heart
and that she had at most 1 week to live. The nearness of death changes Veronica’s
attitude towards life.

Task
Read the book. Present its contents and your reflection on it.

22.40 Communication with a Troublesome Patient

In their attitude towards physicians and other personnel, patients and their relatives
reveal a whole spectrum of attitudes. While most patients expect decent service
within accepted rules, some may be described as annoying, unpleasant, and trouble-
some. Such patients typically see only themselves and do not understand that physi-
cians must distribute their work and time across all their patients; they often come
to the office without making an appointment, or they show up at times when the
physician is finishing the work for the day; they complain over trivialities; they can-
not accept the fact that the physician must follow the agreed-upon rules when mak-
ing decisions on diagnostics, treatment, and sick leave; they sometimes record the
conversation or even visit the physician together with their lawyer.

Task

Visit your personal physician and ask him/her to tell you about such unpleasant
patients. Present the cases in an anonymized form. Make sure you change the data
sufficiently so that the patient’s identity remains reliably undisclosed. Questions:

e What distinguishes an unpleasant (“troublesome”) patient from a patient who is
simply very worried about his or her own health?
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e How should the physician manage communication with such a patient?

¢ To what extent should the physician give in to the patient’s demands?

e How should the physician protect himself and his staff against potential subse-
quent accusations? Emphasize the role of the medical team and of the head of the
department in the prevention and resolution of conflicts.

22.41 The Franja Partisan Hospital

In Nazi-occupied Europe, the Slovene Partisan healthcare represented a unique
example of medical work undertaken in extremely modest conditions. It was the
epitome of solidarity, courage, and ingenuity. The Franja Partisan Hospital is a mon-
ument of Partisan healthcare and is preserved as a UNESCO European cultural heri-
tage monument.

Task

Read up on Partisan healthcare. Visit the Franja Hospital and prepare a presentation.
Consult Milojka Magajne, a professor of history and sociology at the museum in
Cerkno. She will be happy to help you. According to the latest data, only one of the
nurses who worked at the Franja Hospital and a small number of patients who were
treated there are still alive. Milojka Magajne will be able to tell you if you can visit
the nurse (she is 92 years old) or one of the patients. If you manage to arrange an
interview with one of the persons mentioned above, that would be a very interesting
first-hand account for all of us.

22.42 Donor of Embryonic Stem Cells and Anonymity

A summary of a story that will be published in The Newcastle Chronicle on August
15, 2028.

Andrew is a 43-year-old construction engineer, manager of Quick Constructions
Ltd., married and a father of three children. He received a letter in which 22-year-
old Michael asks him for a meeting. At the meeting, Michael tells him that he,
Andrew, is his biological father. Andrew only has vague recollections that in their
college days he and three of his colleagues indeed donated their semen for insemi-
nation of women whose partners were infertile. He remembers that this was great
fun to them, but he does not recall whether he signed any agreement allowing dis-
closure of his identity to the future child upon reaching the age of majority. Michael
expects Andrew to admit his fatherhood, which could, however, have consequences
for relationships in Andrew’s family.

In 2005, Great Britain passed a law giving the child who was conceived with
donated semen by means of medically assisted insemination the right to find his or
her biological father once he or she reaches the age of majority. In many countries,
semen donors remain anonymous. You can read more about the procedures for
sperm and egg cell donation on the web.
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Task
Present the legislation that regulates the issue of embryonic cell donation and lays
out the conditions for donor anonymity or his/her identity disclosure. Questions:

e What are the legal consequences of disclosing the donor’s identity (biological
father or mother)? Who can benefit from this procedure if anyone?

e What are the possible abuses?

s the potential agreement to donor identity disclosure still valid after 20 years?

22.43 Addiction to Prescription Drugs

Monika, 43, works as a nurse at one of the surgery departments of the university
medical center. She has two daughters, both students. Five years ago, she divorced
since her husband had not quit alcohol and had continued showing aggressive behav-
ior towards her and their children. Her employees describe her as diligent, somewhat
introverted, but otherwise having good relationships with her colleagues.

Half a year ago, the clinic decided to stop procuring large stocks of medications
in departments. Instead, they transitioned to the continuous daily supply of medica-
tions from the central pharmacy. Along with this change, it became evident that this
clinical department uses unusually large amounts of the drug alprazolam. An inter-
nal investigation was carried out which revealed that the drug disappeared whenever
Monika worked the night shift. At first, she denied all charges but eventually admit-
ted the abuse. She explained that she was first given the drug by her personal physi-
cian when she was in distress. Along with the medication that she took from the
departmental pharmacy, she regularly obtained prescriptions from her personal phy-
sician. In addition, she frequently asked the physicians from her department for
prescriptions with the excuse that she needed the medication for her relative. She is
currently taking at least ten pills per day.

Task

Present the problem of addiction to prescription drugs, especially in relation to other
forms of addiction (alcohol, illegal drugs) which are more frequently discussed.
Questions:

e How frequent is this form of addiction and what is the ratio of recognized and
unrecognized prescription drug addiction?

e Are those with easier access to prescription drugs (physicians, medical nurses,
pharmacists) more susceptible to such addictions?

e How do we recognize prescription drug addiction?

e What is collegiality: honest help or the “this is not my problem” attitude?

e Those struggling with prescription drug addiction frequently obtain prescrip-
tions from multiple physicians. Would it be possible to discover such cases of
addiction earlier if the health insurance company informed the personal physi-
cian and requested an explanation whenever a patient reached a drug-specific
upper limit of consumption in a year?
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22.44 Literature as a Medication

A significant proportion of a physician’s work is dedicated to psychosomatic prob-
lems. Frequently, unfortunate events such as conflicts or failure at work, unemploy-
ment, divorce, or loss of a family member lead to anxiety, melancholy, insomnia,
and other typical psychosomatic symptoms. The standard response of physicians is
to prescribe tranquilizers, sleeping pills, and antidepressants. However, these medi-
cations have side effects and can lead to addiction. In addition, they come with
significant costs over long-term use.

For such patients, physicians in New Zealand can prescribe a book instead of
medications, with the expenses covered by the national health insurance fund. The
physician has a list of “uplifting” books and chooses the one that fits the patient
best. Similar plans are being considered in Denmark and Great Britain.

Task

Read the book “A Charming Mass Suicide” by Aarto Paasalinna. Would this book
be suitable for patients with depression? Present the concept of “literature as a med-
ication.” Would it be appropriate to implement something similar in your country?

22.45 Sinclair Lewis: “Arrowsmith”

The novel “Arrowsmith” by Sinclair Lewis is an interesting story about a physician
faced with a plague epidemic on a Caribbean island. To prove the benefits of vac-
cination, he is planning to run a clinical trial with randomized choice (“a random-
ized trial”) where one half of the islands’ inhabitants will receive the vaccination.

Task
Read the novel. Present the story and focus on the physician’s dilemmas in planning
the study—probably the first randomized trial in the history of medicine.

22.46 Female Genital Mutilation

The Nasri family moved to London 10 years ago. The Nasris are originally from
southern Egypt at the border with Sudan. They came with a boy who is now 12 years
old. Soon after their arrival to Great Britain, their daughter Fadila was born. The
second daughter Amira was born 2 years later.

Three years ago, they visited their relatives in Egypt. Upon their return to
London, the mother and the elder daughter visited the family physician because
Fadila had urine incontinence. The physician learned that her genitals were muti-
lated (“female circumcision”) during the visit to Egypt. The mother defended the
procedure for it should supposedly ensure a happy family life to her daughter. This
year, the physician was informed by the social services that the family was planning
another visit to Egypt. It seems very likely that they will use this occasion to muti-
late the genitalia of the younger daughter.
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The physician called the mother for a conversation. She assured them that they
would not circumcise the younger daughter. The physician and the social worker do
not believe her.

Task

Present facts about female genital mutilation (FGM). Search the web for articles
with that keyword. Show the scope of the problem and the health consequences of
FGM in girls. Questions:

e How should the physician decide when he or she is caught between the respect
for cultural identity and diversity and the protection of children’s rights?

e Would it be appropriate if the physician violated the principle of confidentiality
and reported the suspicion of the intended criminal act to the police?

e How broad is the scope of our ethical duty to act against such practices—does it
stop with immigrants living in our countries or is it our duty engage in the pre-
vention of such practices at their roots, that is, in countries where circumcision
affects the majority of the female population?

e What is the position of the World Health Organization?

22.47 Accusation of Medical Malpractice

Dr. Sreten Nakiéenovié is a physician working at the Vrhnika Healthcare Centre. He
received a visit by parents who brought in their 6-month-old daughter, Katarina.
The girl had recently undergone surgery due to a congenital defect—doubled intes-
tines. After surgery, she became poorly responsive and started vomiting. The physi-
cian did not refer the girl to the emergency department; instead, he ordered the
parents to monitor their daughter’s condition and to come back if it worsened. After
a few hours, the family returned with the girl in very poor condition. She was imme-
diately transferred to the emergency department. Shortly afterwards, the girl passed
away due to bowel infarction.

The court convicted the physician of professional malpractice, but he was acquit-
ted after appealing the verdict at the court of appeal. The court of appeal did not
question the occurrence of professional malpractice; however, in its judgment, it
referred to the expert opinion that stated that it could not be ascertained whether the
girl would have survived even if Dr. Nakiéenovié had referred her to the emergency
department immediately after the family’s first visit.

Task
Present details of the case. Questions:

e Present the arguments in favor of both the guilty verdict and acquittal.

» Following this logic, can a physician ever be found guilty at all? Any disease can
end tragically despite the best treatment. This means that regardless of how inap-
propriate the chosen treatment was, the disease always plays its part and medical
malpractice is not the only factor that can be associated with a negative outcome.
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22.48 Transport of a Dying Chronic Patient to the Emergency
Department

Georgij is a 67-year-old retired construction technician originally from Macedonia.
He has been living in Slovenia for 44 years with his family (wife, three children,
and five grandchildren). A year ago, he was diagnosed with lung cancer. He
received treatment with radiotherapy and chemotherapy. His condition was stable
for half a year, after that the breathing difficulties recurred. The attempt of treat-
ment with targeted drugs was not successful. Oncologists informed the family that
there was no hope of improvement and that supportive care was the only viable
option. At home, Georgij had an oxygen concentrator and was regularly visited by
his family physician and home care nurse. He was very weak and could not get up
from his bed; he developed clear signs of cachexia. At a height of 175 cm, he only
weighed 51 kg.

On October 30, on a Saturday afternoon, his breathing difficulties became
worse: he was rasping, his lungs made wheezing sounds, and he was in severe
distress. Because their family physician was not available, in a panic the relatives
called the emergency medical service. The physician who was on duty decided to
transport the patient to the emergency department of the university hospital. Upon
their arrival at the department, the patient was already unconscious and was breath-
ing irregularly. He received ampoule of morphine after which he calmed down and
2 h later passed away.

Task

Visit the emergency department and ask the head physician about patients with
chronic terminal diseases who are brought to the department in their final days or
hours of life. Ask for his or her opinion about the possible measures to prevent this
inhumane treatment. Emphasize the importance of communication between the spe-
cialist, family physician, and relatives in the light of reducing the number of such
cases to the greatest extent possible.

22.49 Dr. Catherine Hamlin

In 2014, Ethiopia nominated the gynecologist Dr. Catherine Hamlin for the Nobel
Peace Prize.

Task

Present Dr. Catherine Hamlin and her work in relieving the burden of postpartum

injuries in the poverty of Ethiopia. You can find many references on the internet.

One of the more interesting ones is:
http://www.nytimes.com/2014/02/06/opinion/kristof-at-90-this-doctor-is-still-

calling.html?_r=0


http://www.nytimes.com/2014/02/06/opinion/kristof-at-90-this-doctor-is-still-calling.html?_r=0
http://www.nytimes.com/2014/02/06/opinion/kristof-at-90-this-doctor-is-still-calling.html?_r=0
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Questions:

e Who is Dr. Catherine Hamlin and what earned her the nomination?

e Present her work. Emphasize the considerable differences between medicine in
developed countries and medical problems in developing countries. What is her
life path proving to us and what can we learn from it?

e Is top medicine only what they do in famous American and European hospitals
or is top medicine also represented in the work of Dr. Hamlin?

22.50 An Aggressive Patient

Many physicians who work directly with patients have experience with aggressive
patients or their relatives. Most commonly, these persons are deeply convinced that
their rights can only be claimed with threats, intimidation, or openly violent
behavior.

Task

Every group member should visit one or two physicians—his or her personal physi-
cian or a specialist in any branch of medicine. Ask them to describe cases of aggres-
sive behavior in their patients or the patients’ relatives. Present the individual cases
in an anonymous form. Questions:

e How should the physician respond in such cases?
¢ How may physicians protect themselves, their co-workers or their families?
e Is a physician required to treat an aggressive patient?

22.51 Legalization of Marihuana

Some countries have already legalized the use of cannabis for medical purposes. In
recent months, the initiatives for legalizing the use of marihuana for “recreational”
purposes have gained growing support.

Task
Present marihuana in relation to a spectrum of legal and illegal drugs. Present facts
about the medical use of marijuana. Questions:

e What would be the consequences of legalizing marihuana?
e What are the advantages and what the risks?

22.52 Lay People’s Attitudes Towards Euthanasia

In public and media discussions of euthanasia, three questions that should be
addressed separately are frequently conflated. These three questions pertain to: the
right of every individual to a death with dignity, without pain and suffering;
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withdrawing of futile intensive treatment in the final period of life, which is mis-
leadingly termed “passive euthanasia”; and the attitude towards active euthanasia,
either as a medical measure or as assistance in suicide.

Task

In the seminar, we will try to determine to what extent people without medical educa-
tion distinguish these three questions. I propose that you carry out a short survey (not
more than one page long) among the students of the Faculty of Arts; however, you can
also include a different group of respondents. In the first question, you will, therefore,
ask about the right to death with dignity and without suffering. As for the question of
futile intensive treatment, it is perhaps best to provide a concrete example:

Marinka is 53 years old and suffers from a very advanced stage cancer. It has spread to all
the organs in the pelvic cavity and has caused blockage of both ureters. The physicians’
opinion is that the disease progression cannot be stopped and that supportive care is the only
appropriate measure. Marinka is receiving appropriate medication and feels no pain; her
blood tests indicate loss of kidney function. In such a situation, may we say that a decision
not to send her to dialysis is passive euthanasia?

The third question: Marinka told her physician she wished to die. Should the physi-
cian perform euthanasia?

Ask those among the respondents who answered “yes” to the last question if they
were willing to participate in performing euthanasia themselves or whether they
believe this task should be performed by a physician.

22.53 Discrimination

The term “discrimination” has a very negative connotation; however, it means noth-
ing more than “distinguishing.”

If we had unlimited means (financial, personnel, space and equipment, availability
of organs for transplantation), decision-making would be simple: every patient would
receive the treatment that benefits him or her the most. However, because our possibili-
ties never are and never will be unlimited, we must decide to whom to give priority:

* To a younger patient. All other disease outcome predictors being equal, is age an
appropriate criterion for choosing an expensive treatment?

e To a female patient with underage children (as opposed to a woman without
children).

» To a famous sportsperson (as opposed to an anonymous patient).

* To a physician.

Task
Present priority criteria for organ transplantation. Since these criteria were widely
discussed and published, they may be regarded as legally binding. Questions:
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e Is it ethically acceptable to use additional criteria when deciding about priority
access to a treatment?

¢ Is any discrimination by default a negative one?

e When is discrimination ethically admissible and when not?

22.54 Is Pedophilia a Disease?

The term “pedophilia” literally translates as “love for children.” Is it appropriate that
we use this at-first-glance good-natured coinage when talking about the sexual
abuse of children?

Task

Read the chapter on pedophilia from the book “The Medicalization of Everyday
Life” by Thomas Szasz. Present the societal attitudes towards “abnormal” forms of
sexuality. Where to place pedophilia? How are we to understand the practice of
sexual satisfaction with a child: as disease or as crime?

22.55 The Nuremberg Trial Against Nazi Physicians

The most famous trials against physicians took place between December 1946 and
August 1947 in Nuremberg.

Task
Prepare a presentation about the trial. Questions:

e What crimes were the Nazi physicians accused of?

e Could the other, winning side be convicted of similar crimes?

e Present the Nuremberg Code, which is the first modern document that laid out
the rules of medical research.

22.56 Humor in Communication with Patients

Communication between the physician and patient is frequently characterized by
tension, unease, and fear. This is particularly burdensome when dealing with serious
diseases. In such situations, the words of the physician will not be understood prop-
erly. Fear is a great obstacle to channeling empathy and reduces the patient’s moti-
vation for treatment.

To improve communication and overcome tension, some physicians resort to
serious or humorous comparisons, sometimes even dark humor. For example:



22.58 Child Abuse 195

The physician is explaining to the patient why he would recommend radiotherapy after
surgery. “Imagine that you removed weeds in your garden with shears: the weeds are seem-
ingly gone, however, in a couple of weeks’ time the garden will be again covered in weeds.
Although we see no weeds right now, we must nevertheless remove their roots as well.”

The patient asks whether he is going to survive. The physician turns to the nurse saying:
“Nata$a, please provide the gentleman with a five-year guarantee and tell him that he should
complain in person in case he dies earlier.”

Task
Present the basic guidelines for communication with patients. Questions:

e Emphasize the importance of communication as a gradual building of a
relationship.

*  Where are the boundaries between acceptable humor, which benefits communi-
cation, and jokes that can be perceived as insulting by the patient?

e I am not sure whether the following is true, but my impression is that surgeons
(perhaps due to their stressful profession) are the biggest jokers. Meet with some
physicians, also surgeons, and ask them to tell you their stories.

22.57 Obamacare—American Healthcare Reform: Successes
and Difficulties

The healthcare system in the USA is considerably different from most other health-
care systems in the developed world, Europe, also Canada. Even though the USA is
one of the richest countries and that they spend significantly more money on health-
care than most other countries, a considerable part of the population has no health
insurance.

Task
Present the current state of healthcare services in the USA and their plans to ensure
at least basic healthcare to all their citizens. Questions:

*  What are the reasons for the very high costs of healthcare in the USA?

e What is supposed to change?

e What are the reasons and hurdles that will make the goals of the healthcare
reform hard to achieve?

22.58 Child Abuse

Children are the most vulnerable members of our society. Child abuse appears in
different forms—physical maltreatment, exposure to emotional stress, abandon-
ment, hunger, unhealthy diet.
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Task

In your presentation, focus on the ethical dilemmas of the physician who must pro-
tect the child but at the same time remain aware of accusations from the parents’
side. Questions:

e Present the forms of child abuse.

¢ When do we suspect that an injury is not a result of an accident but is due to
violence?

e The principle of confidentiality versus the interest of the child.

e The importance of precise documentation.

e Suspicion of maltreatment in emergency departments where the physician often
does not have an insight into the overall family profile.

e The family as a whole and the necessity of a multidisciplinary treatment.

22.59 Ethical Questions in Self-Inflicted Diseases

Branko is 62 years old and has been receiving treatment for increased blood pres-
sure, diabetes, and increased cholesterol levels. He is 172 cm tall and weighs 115 kg.
For a long time, his personal physician has been trying to convince him to quit
smoking but to no avail. A month ago, Branko had a myocardial infarction. The
physician presented him with a choice: either Branko quit smoking, or he should
choose a new personal physician.

Task

Present unhealthy lifestyle as an important factor in the etiology of many diseases.

Alcoholism, smoking, drugs, inappropriate dietary habits, severe physical inactiv-

ity, unprotected sex with unknown partners, risky behavior in traffic and sports—

these are all factors contributing to an increased risk of disease and physical injury.
Questions:

e Has the physician the right to decline non-urgent treatment of a patient who does
not follow the instructions?

e Has the insurance company the right to charge additional fees on top of the insur-
ance premium for individuals who willfully and against all advice harm them-
selves with unhealthy lifestyles?

 Visit your personal physician and ask him or her what course of action she or he
takes when faced with patients who do not follow instructions.

e How does this question relate to the respect for the ethical principles of auton-
omy (of the patient whose freedom we are trying to limit), beneficence, and
justice (with respect to persons who lead a healthy lifestyle but pay the same
amount of insurance premiums)?



22.61 Treatment of the Demented Patient 197

22,60 Homeopathy

Treatment with homeopathy has a long history and goes back to the days when the
drugs of “official” medicine were very frequently inefficacious and often even
harmful. After decades of outright rejection, attitudes of physicians towards home-
opathy are changing. Some still reject homeopathy as pure charlatanism. However,
one can also hear opinions that with certain diseases a placebo is well worth a try.
In all this, the physician is the only person who can safely use homeopathic drugs:
he or she knows how to establish accurate diagnosis, knows when it is appropriate
to try a placebo, and also knows when one needs to switch back to the treatment
recommended by “official medicine.”

Task
Present the basic postulates of homeopathy, its history and its present position.
Questions:

e Can you find a methodologically correct, unbiased, double-blind, randomized
trial which would prove the efficacy of homeopathic drugs against placebo (pure
water)?

* Are there medical cases you would entrust to homeopathic drugs?

e If so, what are these areas and what are the safeguards we must follow not to
harm the patient?

* How is the field of homeopathy regulated by the legislation in individual member
states of the EU?

22.61 Treatment of the Demented Patient

Milena is 84 years old and is in nursery care. Due to senile dementia and her post-
stroke condition she is completely immobile, she is fed through a nasogastric
probe. She does not talk and cannot recognize her relatives. Treatment is led by the
nursing home physician. Last year, Milena recovered from pneumonia. During a
recent febrile episode, the physician established the recurrence of pneumonia and
prescribed antibiotics.

Her son (himself a physician but not the personal physician of his mother) ques-
tions the appropriateness of treatment with antibiotics. He never discussed the
meaning of life with his mother nor did they talk about her wishes in situations of
permanent loss of communication and complete dependence on assistant care.
However, if he himself had ended up in such a state, he is certain that he would not
want to have life prolonged, regardless of what treatment is chosen for the

purpose.
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Task
Present ethical issues concerning futile intensive treatment. A similar case is pre-
sented in the New England Journal of Medicine: http://www.nejm.org/doi/
full/10.1056/NEJMclde1411152?query=TOC

Question:

e Should the son propose to his colleague, the nursing home physician, to with-
draw the antibiotic treatment of pneumonia?

22.62 The Physician in Commercials

Damjan is a handsome physician specializing in orthodontics. As a student, he took
partin a film as a background actor. A television producer is now offering him a role
in a toothpaste commercial.

UrSula is a family physician, responsible for a region with many mountain ham-
lets. When she is buying a new car, the car salesman offers her a special discount if
she was willing to step in front of the camera for promotional purposes and say: “I
could not imagine doing my work without a reliable HipHop SUV.”

Tamara works as a private physician in a dermatology office. She gave a long
interview for Forever Young magazine. In the interview, she emphasizes that
Ultraskin body cream is the best cream for healthy and youthful skin.

Task
Present the position of the Code of Medical Ethics regarding the participation of
physicians in commercial advertising. Questions:

e Is it admissible for physicians, as known representatives of their profession, to
take part in commercials?

e Is the “selling” of one’s profession really unacceptable, humiliating or is it just
the envy of those colleagues who do not do it themselves? Are physicians any
different from athletes who successfully capitalize on their successes?

22.63 The Ebola Epidemic: Ethical Questions

The Ebola epidemic took tens of thousands of lives in Africa and only sporadic
deaths in a few European countries and the USA.

Task

Present the basic facts on the Ebola epidemic. Focus on how the West (Europe,
USA) responded to the epidemic: governmental and non-governmental organiza-
tions, the media, pharmaceutical industry. Dr. Iza Cigleneéki is a Slovenian physi-
cian working for the non-governmental organization Doctors Without Borders. Ask
her to describe her experience with the Ebola epidemic. Question:


http://www.nejm.org/doi/full/10.1056/NEJMclde1411152?query=TOC
http://www.nejm.org/doi/full/10.1056/NEJMclde1411152?query=TOC
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e What was the Western response focused on—the epidemic alone, the victims of
the disease and the suffering of the local peoples, or the fear of disease spreading
beyond Africa?

22.64 Gene Testing in Underage Daughters

At the age of 36, Marija was diagnosed with breast cancer. Both her mother and her
sister have been treated for breast cancer as well (both are healthy now). Given
Marija’s young age and the two cases of breast cancer in close family members,
oncologists began suspecting a genetic predisposition for the disease. Marija agreed
to gene testing: the BRCA-1 gene mutation was confirmed. Marija has two daugh-
ters, 9 and 11 years old. Marija is informed that for each of her daughters there is a
50% chance that they inherited the mutant gene and that approximately 80% of
women with the BRCA-1 gene mutation develop breast cancer between 25 and
70 years of age. Marija wants immediate gene testing for her daughters.

Task
Present legal regulation of gene testing and practice, especially for underage per-
sons. Questions:

e Should the oncologist perform testing in underage daughters?
e Present ethical analysis of gene testing for underage persons, with the related
ethical benefits and burdens.

22.65 Revocation of Driver’s License

A physician works in a small town (healthcare center, three family physicians)
where everyone knows each other. One of her patients is Matija, a 60-year-old
chronic alcoholic, who refuses to quit alcohol and rejects treatment but, neverthe-
less, still drives a car. He has already had some minor road accidents. The physician
is worried for the safety of her children and of the other town residents and consid-
ers sending a report on his incapacity to drive to the police. However, due to the
close personal relations in the community, it is likely that Matija will learn about her
report and might threaten her.

Task
Present the legislation on issuing/validity/withdrawal of the permit to drive.
Questions:

e Talk to at least three family physicians (of your own choice) and ask them how
they would act in such a situation.

e Should the physician report about Matija’s inability to drive a car to the traffic
police and suggest the revocation of his driver’s license?
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 Ethical analysis for the decision to send a report to the authorities: prepare a list
of persons involved, with their related benefits and burdens according to the four
ethical principles.

22.66 Airplane Seats for Overweight Persons

On long flights, an airline offers wider, but more expensive seats for travelers weigh-
ing more than 120 kg. According to the new proposal, travelers should indicate
whether their body weight is above the limit when buying a ticket. The move was
spurred by the complaints of passengers who had to sit between two overweight
passengers. An association of diabetes patients brought a complaint to the ethical
committee claiming the offer of the airline is discriminatory against those weighing
over 120 kg because they have to pay more for their ticket.

Task
Go to the web to find examples of problems with respect to heavily overweight
travelers in air transport. Questions:

e Ethical analysis: the new proposal for wider seats, with benefits and harms for
passengers of average weight and for overweight passengers.

e Discuss the issue of protecting privacy: data on overweight passengers might be
misused.

¢ In conclusion, should the ethical committee support the complaint of the diabetes
patients’ association?

22.67 Individual Consent for Review of Old Biopsies

The Department of Pathology of the Institute of Oncology in Ljubljana keeps
archives of tumor biopsies acquired over the past 60 years. Researchers intend to
apply a new technique to study biopsies of patients with soft-tissue sarcomas who
were treated at the institute in previous decades. The objective is to find correlations
between the pathological profile of the tumor and the clinical course of the disease.
The great majority of biopsies were taken at a time when patients did not specifi-
cally consent to the use of their biological material for research unrelated to their
treatment. There are no commercial sponsors involved in the project.

Should the Ethical Committee require the consent of patients, or (in case they are
no longer alive) of their relatives before a review of the biopsies is performed?

Task

Review the legal regulation for patient’s consent in Slovenia and the EU. Present dif-
ficulties for obtaining consent from patients treated a long time ago, and especially
from their relatives. Furthermore, if studying only biopsies with consent, the analysis
may be biased since consent is especially difficult to obtain from patients who died.
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Question:

* Should the relevant ethical committee require that the patients (or their relatives if
the patient passed away) give individual consent for the re-analysis of biopsies?

22.68 LoveinaNursing Home

Martin is 81 years old and has senile dementia. He left his home several times and
got lost. At 73, his wife Elizabeta cannot take care of him. Martin was admitted to a
nursing home where he fell in love with another home resident, a widow who strug-
gles with walking but is otherwise in good mental condition. They hold hands and
spend entire days in each other’s company; however, Martin does not recognize his
wife anymore. Elizabeta is deeply shocked. Martin’s and Elizabeta’s children
request the administration of the nursing home to move Martin to a different build-
ing where he would have no contact with his new partner. If the administration is not
willing to do so, the children will take their father to a different nursing home.

Task
Visit a nursing home and ask about emotional relationships between clients.
Questions:

¢ Ethical analysis: who benefits and who is hurt if the demand for moving Martin
to another location is granted?
e May we expect a similar story to be repeated at another location?

22.69 Professional Sports in Children

A naive television sports spectator imagines professional sports to be characterized
by an abundance of health. The truth is much crueller: many professional athletes
will end up disabled in their mature age. This seminar focuses on the consequences
of professional sports in children. The question is crucial because it holds in almost
all competitive sports that only the competitors who started with intensive training
early in their childhood can achieve top results.

Task
Present the consequences of excessive physical activity for the physical and mental
development of children. Questions:

e Where is the line between healthy physical activity and competitive sports in
children?

e How should we distinguish between healthy ambitions in the young and the
abuse of the child when he or she is pushed into the sport by their parents or
coaches with their unfulfilled ambitions or even financial interests?
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22.70 Medical Strike

Without a doubt, we physicians have the right to demand adequate conditions for
our work: the ability to pursue diagnostics and treatment according to the best inter-
est of our patients, safe working environment, and fair payment. When some of
these conditions are not met, physicians may consider a strike.

Task
Present legal and ethical limitations to medical strike. Questions:

* What are the differences between the strike of industrial workers and that of
physicians?

*  When is a medical strike justified?

*  What ethical dilemmas open up when physicians announce a strike or when they
start it?

* How should a medical strike be carried out?

22.71 Artificial Womb

As a member of an ethical committee, you are reviewing a project proposal for the
development of an artificial womb. Researchers plan to implant a fertilized egg into
an artificial womb which would simulate the conditions within a real one: a bed for
embryo’s implantation, oxygenation, supply of nutrients, temperature, movement,
circadian rhythm. The authors of the proposal ensure this would allow for genuine
gender equality because even single men and homosexual couples would be able to
have children. Furthermore, an artificial womb would also mean that women in
heterosexual couples would be relieved of the trouble and risks of pregnancy and
childbirth.

Task
Present some historic attempts to construct an artificial womb. Questions:

* Where can you see the benefits and burdens of such a device?
* Will you approve or reject the proposal?

22.72 Genetic Testing for Prediction of a Disease

At 39, Jennifer is perfectly healthy. Because her mother developed breast cancer at
an early age, Jennifer decided to undergo testing for two genes (BRCA 1 and BRCA
2), which can be predictors for a high risk of developing breast cancer. A consultant
from the genetic information service suggested that she undergo testing for 20 other
cancers and Jennifer agreed.
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The results were striking. While both breast cancer genes were negative, the
tests revealed a mutation of a gene that predicts a high chance of stomach cancer.
In persons who test positive and who have a blood relative diagnosed with stom-
ach cancer, the risk of stomach cancer is so high that it is recommended to remove
the stomach entirely as a preventive measure. No data are available, however, for
the risk of stomach cancer if only the test is positive without records of disease in
the family.

Task
Read the New York Times article:
http://www.nytimes.com/2014/09/23/health/finding-risks-not-answers-in-gene-
tests.html?_r=0.
Questions:

e Why is professional counselling an essential part of genetic testing?
¢ Ethical benefits and burdens of genetic testing.

22.73 Cancerphobia

Martina is 53 years old, divorced, and has two children. Last year, her sister was
diagnosed with breast cancer. Years ago, her stepbrother died of lung cancer.

Martina read several books on cancer. She is convinced that she is also getting
cancer and would see any, even the tiniest health issue as the first sign of cancer.
Every year, she undergoes breast screening with mammography and blood test-
ing for tumor markers. Last year, she had mild digestive problems. At her insis-
tence, her physician referred her to examination with a colonoscopy, which did
not reveal any sign of disease. Because her physician did not believe that she had
cancer, Martina decided to change her personal physician. After she read on the
internet that a PET/CT scan can show where cancer is developing in the body,
she demanded that her new physician refer her to such an examination. The phy-
sician refused to issue a referral for a PET/CT scan for which there was no medi-
cal indication.

Task
Visit your personal physician and ask him about patients with cancerphobia.
Questions:

e How should a physician act when a patient requires diagnostics for which there
is no indication?

e The statistics tell us that every third woman, and every second man will develop
one of the 100 different forms of cancer. With this in mind, how can a physician
protect him or herself from the accusations of negligent examination if one day
the person with cancerphobia indeed develops cancer?


http://www.nytimes.com/2014/09/23/health/finding-risks-not-answers-in-gene-tests.html?_r=0
http://www.nytimes.com/2014/09/23/health/finding-risks-not-answers-in-gene-tests.html?_r=0
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22.74 Communication in the Waiting Room

When discussing communication, we are almost exclusively focused on the com-
munication between the physician and other healthcare workers on the one hand and
the patient and his or her family on the other. Communication between patients
receives considerably less attention. Especially noticeable is the communication
between chronic patients who are frequently returning for treatment, share their
experience, recommendations, and make friendships.

Task

Review the literature on communication. For practical experience, visit the office at
the university clinic where they treat chronic patients. Engage in a conversation with
the patients and prepare a presentation on what they said.

22.75 Traditional Medicine

Traditional medicine with its customs, recipes, and advice is an integral part of the
ethnological heritage of many nations. In Slovenia, Carinthian teacher, writer, and
politician Vinko Mdderndorfer was collecting such resources for several decades.
In 1964, the Slovenian Academy of Sciences and Arts published his book on tra-
ditional medicine with advice on the use of medicinal herbs and with folk super-
stitions, spells, and other measures that our ancestors used to chase away diseases.
Students from other countries should find published work on folk medicine in
their nation.

Task
Present a selection of traditional folk recipes and advice and provide comments
from the perspective of contemporary medicine.

22.76 Late Termination of Pregnancy

When learning about the fascinating reports and the publication of Slovene scien-
tists on their evidence of the Zika virus in the brain of an unborn child, some of us
became aware of the fact that a pregnancy was terminated in the 32nd week.

Task
Read the article at the following link: http://www.nejm.org/doi/full/10.1056/
NEJMoal600651?query=featured_home#t=articleTop.

Question:

* What are the ethical and legal provisions on late termination of pregnancy, that
is, the termination of pregnancy after the 10th week?


http://www.nejm.org/doi/full/10.1056/NEJMoa1600651?query=featured_home#t=articleTop
http://www.nejm.org/doi/full/10.1056/NEJMoa1600651?query=featured_home#t=articleTop
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22,77 Postponement of Prison Sentence Service
for Health Reasons

One of the tricks used by the convicted is also to postpone their prison sentence term
for health reasons. After the sentence is final, certain influential convicts manage to
avoid serving their prison term for a longer period or even forever.

Task

You will prepare this seminar together with the students from the Faculty of Law.
Law students should highlight the legal provisions that allow postponement of
prison sentence service for health reasons. Medical students will emphasize the role
of the physician: under what conditions is it legally and ethically acceptable for the
expert physician to sign the opinion that the convict is not capable of serving the
sentence for health reasons.

I offer a provocative standpoint: every convict’s health condition deteriorates
while serving a prison sentence—if we understand “health” (following the defini-
tion of the World Health Organization) as a state of perfect physical, mental, and
social well-being. A prison term is simply not the same as a vacation in Hawaii.

Questions:

* Inevery case, a physician may conclude that the prison sentence will deteriorate
the convict’s health condition. Is such an opinion justified?
e Should the judge follow such an opinion of the physician?

22.78 Animals in Biomedical Research

It is not possible to imagine medical research without experiments on animals.
Evidently, this also opens certain ethical dilemmas. My personal experience: after
the Chernobyl disaster, I was visiting Ukraine with a group of international experts,
where they were planning to build a center for research on the effects of ionizing
radiation. Among other things, they wanted to build a laboratory for investigating
the effects of ionizing radiation on the behavior of chimpanzees.

Task

Read and present the article: Bateson, P. (2011) Ethical debates about animal suffering

and the use of animals in research. Journal of Consciousness Studies, 18, 186-208.
Evaluate the aforementioned project from an ethical standpoint: definition of

moral status for all concerned, as well as ethical benefits and burdens.

22.79 Death of Grandparents

In the case of a severely diseased elderly patient, physicians typically talk to his or
her adult children and frequently ignore the grandchildren. However, it is the grand-
children who can be most traumatized by the death of their grandfather or
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grandmother. Their parents might have been hiding the disease of the grandparents,
and the death comes even as a greater shock.

Task
Visit the Unit for Palliative Care of the University Medical Centre and ask the
physicians about their experience regarding children at the bedside of an elderly
patient.

Questions:

e Any stereotypes on “typical” human relations are problematic. Nevertheless, try
to present characteristics of relations between an adult woman and her mother, as
compared to a granddaughter and her grandmother.

e How should we talk to children about disease and death?

e Has anyone among you experienced something similar?

22.80 Guerilla Surgeon

In his book “Guerilla Surgeon,” Dr. Lindsay Rogers, a physician from New Zealand,
describes how the Second World War brought him to the Partisans in Slovenia.

Task

Read the book and give a short presentation. Present specifically the case of a
young Partisan who was blinded after a grenade explosion but recovered his sight
after Dr. Rogers removed a metal fragment from the brain. The daughter of this
Partisan is a physician, now retired, and she will be happy to retell the story of her
father. You can also present other testimonies about Partisan healthcare (Franja
Partisan Hospital). Can we imagine medicine and the work of physicians in such
extreme conditions today?

22.81 Loneliness

In Sweden, every other adult person lives alone, and every fourth person dies alone.
Loneliness is becoming a problem in many countries. Especially the elderly and the
widowed frequently remain alone.

Task

Talk to at least three family physicians and ask them to give you concrete examples
of loneliness, especially among the elderly. Ask them how they go about such issues
and how they solve them. Questions:

e What are the consequences of loneliness from a medical perspective?
¢ How can we mitigate this problem?
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22.82 Mental Health of Political Leaders

After Donald Trump’s election, it became clear that his (to put it mildly) unusual
standpoints are not only part of his election campaign rhetoric. Some are very
openly suggesting that he is a dangerously unpredictable personality.

Task
Present the general rules for respecting a patient’s privacy. Questions:

* In which situations may a physician break his commitment to confidentiality and
reveal information on his patient’s health to the public?

» Is it appropriate that a psychiatrist enter public discussions on the mental health
of a political leader, while not being involved in the medical care for the persona
in question?

e Canyou see a difference in the meaning of words such as “paranoiac” or “schizo-
phrenic” when used by laypersons (e.g., members of parliament during a hot
political debate), as compared to their use by a psychiatrist (in a public comment
on political situation)?

22.83 Eugenics

The new possibilities of medically assisted reproduction pave the way towards
embryo selection. These procedures may be used not only for selecting and elimi-
nating serious genetic diseases but also for selecting other characteristics of the
child: gender, appearance and physique, mental characteristics, etc.

Task
Give a short presentation of the film Gattaca: https://123movies.ru/film/gattaca-
13712/watching.html.

Questions:

*  Will we really be having “custom-made” children in the near future?
* What is the line between ethically acceptable and ethically unacceptable?

22.84 Fatherhood

Dejan has been receiving treatment for diabetes since his childhood. At the age
of 27, he developed end-stage kidney failure and is listed for kidney transplanta-
tion. In the process of finding a suitable donor, a histocompatibility analysis was
performed among his parents and close relatives. The physicians established
that Dejan’s father is not his biological father, while his father’s brother is a
perfect donor.


https://123movies.ru/film/gattaca-13712/watching.html
https://123movies.ru/film/gattaca-13712/watching.html
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Task
Present one of the ethical problems of genetic testing: revealing unsolicited genetic
information. Question:

e Should the family be informed about the outcomes of genetic analysis regarding
fatherhood?

22.85 Mark Langervijk

In the Netherlands, euthanasia was performed for Mark Langervijk, a 41-year-old
chronic alcoholic. The entire story is available here:
http://www.dailymail.co.uk/news/article-3980608/Dutch-euthanasia-law-used-
kill-alcoholic-41-decided-death-way-escape-problems.html.
Another story: euthanasia was performed for a woman in her 20s who suffered
from severe psychological issues due to sexual abuse in childhood:
http://www.cbsnews.com/news/netherlands-sex-abuse-victim-euthanasia-
incurable-ptsd-assisted-suicide/.

Task
Requirements for euthanasia in countries where the procedure is legal. Present the
two cases. Question:

e Leaving other pro/contra reasoning aside, can we agree with euthanasia for per-
sons with limited autonomy?

22.86 Moliére and the Characters of Physicians

In his works, the famous French playwright Moliere portrayed physicians with a
very satirical tone. Some of these portrayals remain valid.

Task
Show some of the Moliere’s portrayals of physicians. The Doctor in Spite of Himself,
Don Juan, and The Hypochondriac are just three from among his numerous works
that give a critical and satirical treatment of French physicians in the seventeenth
century.

Show some of the typical passages and provide comments.

22.87 Alternative Diagnostics

When talking about alternative (non-conventional) medicine, we most often think
of alternative modes of treatment, but rarely of alternative diagnostics. Energy
systems in the body, bioresonant diagnostics, karmic diagnostics, visual


http://www.dailymail.co.uk/news/article-3980608/Dutch-euthanasia-law-used-kill-alcoholic-41-decided-death-way-escape-problems.html
http://www.dailymail.co.uk/news/article-3980608/Dutch-euthanasia-law-used-kill-alcoholic-41-decided-death-way-escape-problems.html
http://www.cbsnews.com/news/netherlands-sex-abuse-victim-euthanasia-incurable-ptsd-assisted-suicide/
http://www.cbsnews.com/news/netherlands-sex-abuse-victim-euthanasia-incurable-ptsd-assisted-suicide/
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diagnostics, pulse diagnostics, iridology—this is just a short list of several alter-
native diagnostic procedures that supposedly can be used for establishing the
causes of diseases.

For every diagnostic method, we need to know what is the probability that the
method detects (sensitivity) a particular disease (e.g., cancer) and what is the prob-
ability that at a later stage this suspicion is indeed confirmed (specificity). How do
these notions apply to alternative diagnostics?

Task

Show what is being offered as a substitution for standard medical diagnostics.
Present the concepts of sensitivity and specificity and compare standard versus
alternative diagnostic methods. Questions:

e Describe positive (if any) and negative aspects of alternative diagnostics.

e What should a family physician do when his or her patient presents a “test result”
from an alternative diagnostic method and now demands additional conventional
diagnostics for which there is no indication?

22.88 Trade with Human Organs for Transplantation

Due to the lack of organs for transplantation, the international—most often illegal—
trade with organs is flourishing. Only a few countries allow the financial compensa-
tion of donors (Singapore, Australia, Iran). Organs are obtained from people who
due to their personal hardship sell parts of their bodies, such as a kidney, or from the
deceased. In some cases, victims are even killed explicitly for their organs. The
procurement of organs from a living or a dead donor is obviously not possible with-
out the involvement of physicians.

Task
Present the extent of the organ trade worldwide. Questions:

e Compare the profits of all involved in organ trade to the payment to organ donors
and present additional burdens to them (morbidity from the procedure, impaired
physical condition).

e How can we ethically assess the activities of physicians responsible for the
explantation of organs?

e Should patients be informed about the origin of an organ they are about to
receive?

e In many countries (including Slovenia), blood is donated on an altruistic basis
and therefore without financial compensation. What might be the benefits and
risks if blood donors would receive payment for their act?
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22.89 Dr.Thomas Percival: Medical Ethics

In 1803, an English physician Thomas Percival published a book entitled Medical
Ethics, or, a Code of Institutes and Percepts, adapted to the Professional Conduct of
Physicians and Surgeons. This book established Dr. Percival as the father of contem-
porary ethical thought and served as the basis for the Code of Medical Ethics of the
American Medical Association and several other ethical codes and declarations.

Task

Read the book (its pdf version can be found on faculty websites). In the presenta-
tion, focus on Chapter II: Of Professional Conduct in Private, or General Practice,
subsections I, II, III, and I'V (pages 30-33) and the footnotes in this part of the book
(Notes VI, VII, and VIII, pages 154—-168). Present the advice to physicians regard-
ing alcohol/sobriety. Present Thomas Percival’s advice on the question of commu-
nicating the truth to the severely ill patient in situations in which there is a conflict
between telling the bitter truth or maintaining a false, unreal hope. How are these
questions addressed today?

22,90 Mielke and Mitscherlich: “Doctors of Infamy—The Story
of the Nazi Medical Crimes”

The authors are providing detailed documentation of the crimes committed by
German physicians during WWIL The book is based on the evidence and hearings
of the accused during the Nuremberg trials that took place between October 1946
and August 1947. The incriminating medical experiments were designed so as to
provide knowledge that would benefit German soldiers in life-threatening situa-
tions, such as being shot down from an aircraft at high altitudes, severe hypother-
mia, or typhus infection. Certain crimes, however, had absolutely no potential
practical use and reflected pure sadism. An example is the collection of human
skulls of different nationalities and races for the medical faculty in Strasbourg. As
the human “material” in experiments, they used the prisoners of “inferior’” races
(Jews, Poles, Gypsies) from the concentration camps.

In 1949, the book was printed in 10,000 copies in order to be freely distributed
among all German physicians, but it never reached the intended audience.

Task
Present some of the experiments: on survival at high altitudes, on supercooling, on
vaccination against typhus, on bone transplantation, the euthanasia plan. Questions:

*  What was the role of the Nazi physicians in designing the experiments? May we
accept the argument of defense at the trial that all experiments were approved by
the highest state administration led by Himmler?

* Present the facts about the mass collaboration of German physicians with the
Nazi regime. Since WWII, German medical associations have not explicitly
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investigated or have not distanced themselves from the past crimes. For further
information, see the paper by Pross Ch. Breaking through the postwar cover-up
of Nazi doctors in Germany. J Med Ethics 1991; 17: Suppl 13-16 (http://jme.
bmj.com/content/medethics/17/supplement/13.full.pdf).

22,91 Oregon:The Death with Dignity Act

In 1997, the US state of Oregon was one of the first to pass a law giving the termi-
nally ill the right to “death with dignity.” It allows physician-assisted suicide, most
frequently in the form of obtaining a prescription for a lethal dose of sleeping pills
(barbiturates).

Task

Present the experience with the enforcement of the law, the arguments in favor of
the law, and the arguments against it. Give a clear overview of abuses when patients
should receive a different form of help rather than a lethal dose of sleeping pills.


http://jme.bmj.com/content/medethics/17/supplement/13.full.pdf
http://jme.bmj.com/content/medethics/17/supplement/13.full.pdf
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