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Introduction

You probably faced a clinical issue today with an
ethical component. Did you recognize it? Did
you know how to address it? Did you have an
organized framework? Did you know what to say
to the patient and their family? Did you know
what to do? Did you feel comfortable and confident
in this aspect of your clinical practice? This
book seeks to address how greater recognition of
ethical issues and their resolution can improve
patient care, research practices, and institutional
arrangements.

What is bioethics?

Bioethics, while a modern term, is as old as medi-
cine itself. The Code of Hammurabi and the
Hippocratic Oath, for instance, include provisions
concerning the importance of ethical consider-
ations to clinical practice. In addition to its initial
focus on ethical issues relevant to clinical care,
bioethics concerns the moral, legal, political, and
social issues raised by medicine, biomedical
research, and life sciences technologies.

While bioethical considerations will remain a
central aspect of medicine, it can do so at different
levels. One can distinguish between three broad
spheres of bioethics. The first is academic bioethics,
a sphere primarily focused on how theoretical and
practical aspects of medicine affect considerations
such as special obligations or responsibilities of
clinicians, what is valuable, good, right, etc. in the
biomedical context and how one might go about
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providing systematic accounts of such consider-
ations. The second is public policy and law bioeth-
ics, where concerns lies in how legal and extra-legal
institutions can and should be involved in the
regulation of clinical and research practices. The
final sphere is clinical ethics, and its focus is directly
related to how the incorporation of bioethics into
clinical practice can help to improve patient care.
Indeed, as a multidisciplinary field, these spheres
are often interconnected, and scholars and clin-
icians can work across multiple spheres. This book
seeks to incorporate the best of all three spheres,
with primary attention paid to clinical ethics.

Audience of the book

This book has been written with practicing clin-
icians (e.g., physicians, surgeons, nurses, dentists,
physical/occupational/respiratory therapists, etc.)
and allied health professionals (e.g., social workers,
bioethicists, healthcare managers/executives, etc.)
in mind, but it can also be invaluable to educators
teaching bioethics in medical schools, residency
programs, and continuing medical education pro-
grams. Additionally, this book will also be relevant
for researchers and students in non-clinical dis-
ciplines interested in bioethics (e.g., philosophy,
law, religious studies, health policy, public health,
health administration/management, etc.) as illus-
trative of how the recognition and management of
ethical issues at the clinical interface relates to
theoretical considerations and organizational
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structures. As such, we also expect that the book
will serve as a textbook for courses in bioethics.
Finally, since bioethics has moved very much to the
public arena, we also anticipate that the book will
be of interest to patients and the public. Its case-
based approach makes it particularly accessible.

Aims of the book

Firstly, the book is meant to be practical. In par-
ticular, the practical aims of the book are pedagogical
and clinical. The goal is to support performance
(i.e., what clinicians actually do) by helping to
develop awareness and skills in the analysis of
normative considerations that affect clinical and
research practices. All of the chapters provide guid-
ance on applying bioethical concepts in daily prac-
tice and serve to show how the integration of such
bioethical knowledge into clinical practice facilitates
the ability to make well-reasoned and defensible
decisions. Almost 30 years ago, Mark Siegler (1978;
cf. Siegler et al., 1990) emphasized that the goal of
teaching bioethics is to improve the quality of patient
care by identifying, analyzing, and attempting to
resolve the ethical problems that arise in the practice
of clinical medicine. Today, virtually all medical
schools incorporate bioethics into their curricula
and most regulatory authorities require the teaching
of bioethics as a condition of accrediting residency
programs. Clinicians desire and actively seek
help with how to deal with ethical issues in clinical
practice. For instance, the British Medical Associ-
ation (BMA) receives several thousand enquiries
about ethical issues from clinicians - indeed, in just
one week, the BMA’s online ethics guidance was
accessed by more than 1400 visitors (BBC, 2003).
Secondly, the book is meant to be versatile. Each
chapter provides a focused and detailed examin-
ation of bioethical issues, which can be read
sequentially, used as a reference when particular
problems arise, and used as a set text in group
teaching or open learning environments. While
some readers will want to read all of the chapters,
the book is structured in thematic sections that

provide an easy and accessible way of concen-
trating on how ethical issues surrounding a par-
ticular topic are connected. Professional
performance with respect to bioethical matters
depends on many factors, including the clinician’s
values, beliefs, knowledge of ethical and legal con-
structs, ability to recognize and analyze ethical
problems, and interpersonal and communications
skills. Although this book cannot address every
aspect of bioethics in medical practice, the con-
tributors hope that it will provide a helpful starting
point for clinicians, and its versatility will also serve
to complement educational and training initiatives.
In many cases, the relevant chapter will be all a busy
clinician needs to read for help in dealing with an
ethical issue faced in patient care.

Thirdly, the book is meant to be comprehensive.
The book is comprehensive in terms of the breadth
and substance of the over 60 chapters that are
organized under 10 key sections presenting the
most vital topics and clinically relevant areas in
bioethics: (I) Information problems, (II) End of life-
care, (ITI) Pregnant women and children, (IV) Gen-
etics and biotechnology, (V) Research ethics, (VI)
Health systems and institutions, (VII) Using clinical
ethics to make an impact on healthcare, (VIII) Global
health bioethics, (IX) Religious and cultural per-
spectives in bioethics, and (X) Specialty bioethics.
The book is also comprehensive in terms of its
interdisciplinarity. Chapter contributors have trained
and practiced in a wide spectrum of clinical speci-
alities and academic disciplines (e.g., medicine,
surgery, pharmacy, physical medicine, law, philoso-
phy, theology). This interdisciplinary approach will
help to ensure that concepts are described faithfully
with respect to their empirical context in medicine
and with an understanding of their theoretic roots in
ethics and law. Finally, it is comprehensive in terms
of its internationalism; in virtue of both having expert
contributors from a number of different countries
(e.g., Australia, Canada, China, Israel, Oman, South
Africa, Syria, UK, and USA) and ensuring that the
material is internationally applicable. Clinicians
become involved in healthcare choices as facilitators
of the patient’s decision-making process. As such,



they need an awareness of the cultural and religious
background that may influence their view of the
patient’s situation, as well as familiarity with reli-
gious and culturally based values different from
their own. Although understanding and accommo-
dating the unique cultural and religious views of
patients — especially in relation to the ethical aspects
of practice — is a critical determinant of quality of
care, guidance for clinicians on how to do so is not
easy to locate in the medical literature.

Structure of the book

Each chapter begins with one or more clinical cases
highlighting the issue under discussion and ends
with suggested approaches to these cases. The
cases reflect the authors’ experience and are not
intended to refer to any particular patient. We have
included clincial cases as a way of presenting eth-
ical dilemmas within a specific, plausible context
and providing a means of contextualizing the
relevant ethical issues in terms of how they related
to clinical practice (also cf. Kimball, 1995; Davis,
1999). These cases illustrate that bioethics is not an
esoteric pursuit removed from the exigencies of
everyday practice; rather, bioethics is in the back-
ground of every encounter between clinicians,
researchers, administrators, patients, and their
families. All clinicians understand why the chapters
begin and end with cases — cases are how we learn
medicine. As the great Canadian physician Sir
William Osler (1906) said: “... the student begins
with the patient, continues with the patient, and
ends his studies with the patient, using books and
lectures as tools, as means to an end.”

Each chapter aims to answer three basic ques-
tions about the bioethical issue at hand. Firstly,
what is it? —i.e., how the concept/issue so defined is
to be understood in the context to be discussed and
why it has relevance to clinical practice. Secondly,
why is it important? — i.e., how the concept/issue
has clinical relevance from the perspectives of
ethics, law, policy, and empirical studies. Thirdly,
how should it be approached in practice? - i.e., how
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the concept/issue under consideration is applied
and/or can be used in clinical practice to improve
patient care. The chapter concludes by discussing
the resolution of the case(s) introduced at the
beginning of the chapter.

The book is based on the very popular 28-part
series, Bioethics for Clinicians, published in the
Canadian Medical Association Journal between
1996 and 2002 and edited by Peter A. Singer. These
frequently downloaded articles have been used by
clinicians throughout the world and have been
translated into several languages. This collection,
however, provides a far more comprehensive and
up-to-date resource, but with the same spirit of
improving clinical practice. Therefore, our goal in
writing this book is to provide clinicians with the
knowledge and tools they need to provide better
care to patients and research subjects.

Bioethical methodologies and our
approach

There are a number of different bioethical meth-
odologies that have been advanced for the
incorporation of bioethics into clinical practice.
Broadly speaking, there are four such approaches
(Agich, 2005).

The first is practical or applied ethics, or even an
applied philosophy of medicine. This approach
addresses ethical issues that arise in practice
through the application of aspects of particular
ethical theories, or specific notions/concepts (e.g.,
double effect, treatment versus enhancement dis-
tinction, etc.), to concrete clinical or research cases.
The focus is not on providing a decision procedure
for how to solve ethical issues but to provide the-
oretical framework concerning, for instance, what
considerations would make an action good or a
policy right. For more on this approach, see Caplan
(1983), Beauchamp (1984), and Young (1986).

The second is principlism. This approach seeks
to provide ethical guidance in clinical practice
through a specified number of moral principles. By
applying general principles to ethical problems, it
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is argued that such principles do a better job of
obtaining the right answer concerning what one
morally ought to do compared to trying to reason
through what to do in each instance. The most
famous versions of bioethical principlism are
articulated by Beauchamp and Childress (2001),
with the principles of autonomy, beneficence, non-
malfeasance, and justice, or, for instance, some
catholic healthcare institutions, which adopt a
theologically based form of principlism. While
principlism has been notably criticized for being
too blunt an instrument in trying to apply a few
ethical principles to all problems in all circum-
stances, and thus being too insensitive to the
complexities and tensions inherent in morality,
some forms of this approach are more multifaceted
and responsive to the intricacies of moral consid-
erations related to medicine. For more on this
approach, see Clouser and Gert (1990), Daniels
(1996), Richardson (2000), and Beauchamp and
Childress (2001).

The third is casuistry. This case-based approach
addresses ethical problems by guiding clinicians
through specific issues via paradigm cases that
have come up in clinical education or practice —
something analogous to the use of case-based rea-
soning in the process of differential diagnosis. As
opposed to theory-laden or top-down approaches,
which apply general frameworks or concepts to par-
ticular issues when they arise, casuistry provides
a bottom-up approach where clinicians use case-
based reasoning to identify the morally relevant
features of a situation and relate it to the specific
circumstances of a previous case and its resolution.
Given the prominent use of cases in clinical practice
(e.g., case reports in journals, case conferences and
rounds, etc.), clinicians may find this approach an
appealing way to deal with ethical problems (for
some of the reasons we have highlighted in the pre-
vious section). However, as a standalone bioethical
methodology, the approach has been criticized for
not providing a clear method for working through
ethicalissues. For more on this approach, see Jonsen
(1991), Kopelman (1994), and Jonsen and Toulmin
(1998).

The fourth is combination of techniques for
identifying and resolving ethical conflicts, dis-
agreements, and related problems. This approach
treats the ethical issues that arise in clinical
practice as those similar to inter-personal issues
alleviated through techniques such as conflict
resolution, mediation, negotiation, and arbitration.
This approach has been criticized by some on the
basis that, in treating ethical issues as just another
set of considerations that can cause disagreement,
it fails to adequately address the source of moral
conflict or why we have good reasons to act
one way as opposed to another in favor of secur-
ing consensus amongst participants. Admittedly,
compromise plays an important role in clinical
practice; however, achieving agreement for its
own sake fails to appreciate sufficiently what is
distinctive about moral considerations and how
greater attention to resolving ethical issues can
improve clinical practice. For more on this
approach, see West and Gibson (1992), Dubler and
Marcus (1994), and Reynolds (1994).

We believe none of these methodologies gets
everything right. Since the aim of the book is not to
argue for which methodology, or combinations of
methodologies, is correct, we recommend that
clinicians will most benefit from borrowing the
best of each methodology in an effort to better
recognize and resolve ethical issues in practice.
Each chapter in this book contains elements of all
these approaches. The chapters start and end with
clinical cases, and this most resembles casuistry. In
the section on why a particular topic is important,
the ethics subsection will often emphasize prin-
ciples and often expands this into a practical ethics
approach. However, we recognize that the sources
of knowledge and frameworks required by clin-
icians are not limited to ethics, so the chapters also
review and apply relevant legal and policy frame-
works to the topic. Moreover, empirical research
also helps to illuminate how clinicians can effect-
ively approach a clinical ethics problem, so we
include a section on empirical studies too. The
section on how a clinician should approach a
particular problem in practice emphasizes the



techniques and tools a clinician can use to resolve
the particular ethical challenge. Therefore, the
methodology in this book can be described as a
“mixed methodology” that is focused on the goal
of optimally supporting clinicians in identifying
and attempting to resolve ethical problems they
face in actual clinical practice.

Coda: a personal reflection

One of us (PAS) has been working in the field of
bioethics for almost 30 years, a pathway initiated in
the following way. I finally decided to make a career
of bioethics when many years ago as an intern
I was caring for a young woman with disseminated
cancer. She also happened to have a low phos-
phorus level in her blood. I realized that
I could rattle off 20 causes of low phosphorus, but
when it came to whether or not we were going to
resuscitate this young woman when her heart
stopped, we wrote that order in pencil on the
nurses’ notes and rubbed it out afterwards. I
thought at the time that, even if the scientific
problem of low phosphorus and the bioethical issue
of end of life care were equally important, the rigor
with which we approached the bioethical issue was
disproportionately low. In caring for many patients,
I also realized that there is no “one size fits all”
framework for approaching clinical problems.
Clinicians have a heuristic for approaching
abdominal pain and another for approaching chest
pain. That is why we do not offer a single set of
principles, or a decision-making rubric, to address
all clinical problems. Context matters in medicine.
These clinical insights and experiences have shaped
a framework to approaching bioethics problems
that over the years has evolved into this book.

The approach herein has also been shaped by
working with my colleagues Mark Siegler and
Edmund Pellegrino on a review of bioethics every
10 years. The writings of Mark and Ed are the best
of class and have stood the test of time in relation
to emphasizing a clinically based approach to
bioethics, and how bioethics is at the moral center
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of the clinician’s work. As Mark used to emphasize,
the bull looks different from the stands than it
does from the bullring. Another close colleague
and mentor, the late Alvan R. Feinstein, empha-
sized this very same theme in another field - clin-
ical epidemiology — although he was also deeply
interested in the “softer’” side of medicine and
humanistic care. For Mark, and Ed, and Alvan, the
clinical experience is everything, and they are right.
This insight is infused throughout this book.

In closing, every clinician knows why bioethics is
important. What is often missing is how best to
approach bioethics problems in a practical way.
Although a textbook can only take us so far, and
dialogue, role modeling, experience, attitude, and
character take us the rest of the way, we have tried
herein to provide an effective textbook platform
for improvements in patient care related to bio-
ethics. If, in the course of caring for patients, you
consult one of these chapters, and your care and
the patient’s experience is improved as a result, we
have reached our true objective in writing this
book.
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Introduction

Clinicians have many different roles in the provision
of healthcare, including individual patient care,
public health delivery, health services management,
and policy development. Each of these roles involves
complex decisions and interactions that require eth-
ical reflection. However, for the majority of clinicians,
those who provide day-to-day care in hospitals,
clinics, and patients’ homes, it is the relationship with
individual patients that forms the professional and
ethical core of their work. It is this relationship that
initially attracted attention from ethicists as the field
of clinical ethics developed, and which has been
the main focus of regulatory guidance from profes-
sional organizations. This section focuses on three
key concepts that define this relationship, namely
consent, confidentiality, and truth telling.

A common thread that runs through these three
aspects of the patient—clinician relationship is the
importance and use of information. Patients provide
information to their clinicians about their symptoms,
their concerns, and their expectations of what the
clinician can do to help them. Clinicians take this
information, and then seek further information
to develop a differential diagnosis of the patient’s
problem, select appropriate investigations, and
identify possible treatments or management plans.
Clinicians provide information to their patients
about diagnoses, investigations, treatment options,
progress, and outcomes. The therapeutic relation-
ship is thus founded on sharing of information. The
way in which information is used by both patient
and clinician within this relationship is explored in
the following chapters.

Anne Slowther

The first four chapters in this section describe in
detail the concept of consent, which forms the cor-
nerstone of clinical practice. Chapter 2 provides an
overview of consent, relating it to the underlying
ethical principle of respect for autonomy and point-
ing out that consent is not simply about acceptance
of a suggested treatment but about choice between
a range of options, including the option of refusing
treatment. The three elements of a valid consent,
capacity, information, and voluntariness, are each
addressed in the subsequent chapters. Chalmers in
Ch. 3 describes the ethical and legal importance of
capacity as the key to determining the clinician’s
approach to treatment decisions. Determination of
capacity is not always straightforward and this
chapter leads the reader through some of the diffi-
culties and idiosyncrasies in this process. Strategies
for optimizing capacity in the clinical setting are
suggested and two approaches to formal assessment
are described. A key component of these assess-
ments includes the provision of relevant informa-
tion to ascertain whether the patient is able to
understand and evaluate the information necessary
to make a treatment decision. The importance of
disclosure and the legal requirements governing its
provision are discussed by d’Agincourt-Canning
and Johnston in Ch. 4. They document the change
in standards relating to the degree of information
required that has taken place in since the 1980s,
reflecting an increasing emphasis on individual
patient autonomy within both the healthcare and
legal systems. However, access to relevant and
comprehensive information is not sufficient for a
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patient to make an autonomous decision about his
or her healthcare. Freedom to make a specific choice
is also required. The concept of voluntariness and
what this means in the context of a patient’s rela-
tionship with both an individual clinician and the
wider healthcare system is considered by Dykeman
and Dewhirst in Ch. 5.

The ethical requirement to provide patients with
information is not restricted to situations where
consent to treatment is necessary. Patients have a
right to know what is wrong with them, and keeping
such information from them demonstrates a lack of
respect, as well as potentially causing them harm. But
bad news can cause distress and some patients may
not want to hear it. So can it ever be ethically justified
to withhold information from a patient, or even to
lie to them? Chapter 6 explores the nature of truth
telling in the patient-clinician relationship and its
correlation with respect for persons and mainten-
ance of trust. The authors emphasize the importance
of communication skills in sharing information with
patients. It is not only what information is provided

but how it is provided that is crucial to good clinical
practice. In the final chapter in this section, Ch. 7, we
move from concerns about sharing information with
patients to the issue of sharing information about
patients with others. Slowther and Kleinman discuss
the concept of confidentiality in the increasingly
complex field of healthcare, acknowledging new and
diverse challenges including the increased use of
electronic information systems and the impact of
genetic technology.

The chapters in this section summarize specific
aspects of information sharing within the patient—
clinician relationship, providing an overview of
the legal and ethical principles involved. The eth-
ical concepts of respect for persons, individual
autonomy, and trust, considered here in the con-
text of individual clinical care, are threads that
run through all aspects of information sharing in
healthcare. Consequently, the discussions in this
section will be of wider relevance to clinicians as
they reflect on the ethical issues that they face in
their professional practice.



Consent

Mrs. A is an 85-year-old woman living at home with her
husband, who has moderately severe Alzheimer disease
and for whom she provides daily care. She has an 8.5cm
abdominal aortic aneurysm. Three months ago she
consulted a vascular surgeon, who recommended surgical
repair of her aneurysm. However, another physician told
Mrs. A that she “would never survive the operation.”
Mrs. A decided to “take her chances” and refused surgery,
primarily because of her wish to provide uninterrupted
care for her husband; however, she agreed to discuss
the decision further with the surgeon at a future visit.
Before such a visit can take place, however, Mrs. A is
taken to the emergency department after collapsing at
home with abdominal pain. Physical examination reveals
a systolic blood pressure of 50mmHg and a tender
pulsatile abdominal mass. Mrs. A is moaning and barely
conscious. The surgeon diagnoses a ruptured aortic
aneurysm and believes that Mrs. A will die without
emergency surgery.

Mr. B is a 25-year-old man affected by extensive muscular
atrophy resulting from Guillain—-Barré syndrome. For two
years he has been dependent on a ventilator and his
prognosis indicates no chance of recovery. One day he
announces that he wants the ventilator support with-
drawn and that he be allowed to die because he considers
his life intolerable. Those caring for him disagree with his
decision and the reasons for it because he is not
terminally ill and because others with his condition
have meaningful and fulfilling lives. Their arguments do
not convince Mr. B and he demands that the ventilator be
withdrawn.

John R. Williams

What is consent?

Consent can be defined as the ‘“autonomous
authorization of a medical intervention ... by
individual patients” (Beauchamp and Faden, 2004,
p- 1279). There is a widespread consensus in both
ethics and law that patients have the right to make
decisions about their medical care and to be given
all available information relevant to such decisions.
Obtaining consent is not a discrete event; rather, it
is a process that should occur throughout the
relationship between clinician and patient (Arnold
and Lidz, 2004). Although the term ‘“consent”
implies acceptance of a suggested treatment, the
concept of consent applies also to choice among
alternative treatments and to refusal of treatment.

Consent has three components: disclosure, cap-
acity, and voluntariness. Disclosure refers to the
communication of relevant information by the
clinician and its comprehension by the patient.
Capacity refers to the patient’s ability to under-
stand the information and to appreciate those
consequences of his or her decision that might
reasonably be foreseen. Voluntariness refers to the
patient’s right to come to a decision freely, without
force, coercion, or manipulation.

Consent may be explicit or implied. Explicit
consent can be given orally or in writing. Consent is
implied when the patient indicates a willingness to

An earlier version of this chapter has appeared: Etchells, E., Sharpe, G., Walsh, P., Williams, J.R. and Singer, P.A.

(1996). Consent. CMAJ 155: 177-80.
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undergo a certain procedure or treatment by his or
her behavior. For example, consent for venipunc-
ture is implied by the action of rolling up one’s
sleeve and presenting one’s arm. For treatments
that entail risk or involve more than mild discom-
fort, it is preferable to obtain explicit rather than
implied consent.

A signed consent form documents but does not
replace the consent process. There are no universal
rules as to when a signed consent form is required.
Some hospitals may require that patients sign a
consent form for surgical procedures but not for
other equally risky interventions. If a signed con-
sent form is not required, and the treatment carries
risk, clinicians should write a note in the patient’s
chart to document that consent has been given.

This chapter will discuss the concept of patient
consent and exceptions to the requirement to
obtain consent. Subsequent chapters will provide
detailed discussions of disclosure, capacity, vol-
untariness, and truth telling, as well as consent for
incapable patients, requirements for consent to
participation in medical research, and involving
children in medical decisions.

Why is consent important?

Ethics

The notion of consent is grounded in the funda-
mental ethical principles of patient autonomy and
respect for persons. Autonomy refers to the
patient’s right to make free decisions about his or
her healthcare. Respect for persons requires that
healthcare professionals foster patients’ control
over their own lives and refrain from carrying out
unwanted interventions.

Fully informed consent is an ethical ideal that
is seldom realized in practice. Obstacles include
diagnostic uncertainty, the complexity of medical
information, linguistic and cultural differences
between clinicians and patients, overworked med-
ical personnel, and psychological barriers to
rational decision making. However, given the fun-
damental importance of patient autonomy and

respect for persons, clinicians have an ethical
obligation to seek the highest degree of informed
consent that can be reasonably achieved in the
specific situation.

There are two exceptions to the requirement for
informed consent by competent patients.
e Situations where patients voluntarily waive or
give over their decision-making authority to the
clinician or to a third party. Because of the
complexity of the matter or because the patient
has complete confidence in the clinician’s
judgement, the patient may tell the clinician,
“Do what you think is best.” Clinicians should
not be eager to act on such requests but should
provide patients with basic information about
the treatment options and encourage them to
make their own decisions. However, if after such
encouragement the patient still wants the clin-
ician to decide, the clinician should do so
according to the best interests of the patient.
Instances where the disclosure of information
would cause harm to the patient. The traditional

concept of “‘therapeutic privilege” is invoked
in such cases; it allows clinicians to withhold
medical information if disclosure would be
likely to result in serious physical, psycho-
logical, or emotional harm to the patient, for
example, if the patient would be likely to
commit suicide if the diagnosis indicates a
terminal illness. This privilege is open to great
abuse, and clinicians should make use of it only
in extreme circumstances. They should start
with the expectation that all patients are able to
cope with the facts and reserve non-disclosure
for cases in which they are convinced that more
harm will result from telling the truth than from
not telling it.

Law

In many jurisdictions, obtaining the patient’s
consent to medical care is a legal requirement.
Under UK common law, treating a patient without
his or her consent constitutes battery, whereas
treating a patient on the basis of inadequately



informed consent constitutes negligence. The
Council of Europe’s (1997) Convention on Human
Rights and Biomedicine states:

An intervention in the health field may only be carried out
after the person concerned has given free and informed
consent to it. This person shall beforehand be given
appropriate information as to the purpose and nature of
the intervention as well as on its consequences and risks.
The person concerned may freely withdraw consent at
any time.

In most jurisdictions, law recognizes that the
emergency treatment of incapable persons is an
exception to the requirement for consent. An
emergency exists when immediate treatment is
required in order to save the life or preserve the
health of the patient. The rationale for this excep-
tion is that a reasonable person would consent to
the treatment and that a delay in treatment would
lead to death or serious harm.

The emergency exception to the requirement to
obtain consent has important limitations. Clin-
icians should not administer emergency treatment
without consent if they have reason to believe that
the patient would refuse such treatment if he or she
were capable. A signed and dated advance directive
(“living will”) can provide evidence of such a
decision.

A patient’s incapacity does not necessarily
exempt the clinician from the requirement to
obtain consent. In some jurisdictions, if a patient is
mentally incapable of making medical decisions,
the clinician must obtain consent from a substitute
decision maker.

Some jurisdictions permit
treatment in specific circumstances, such as the
involuntary admission of psychiatric patients and
the treatment of irresponsible patients with com-
municable disease. Non-consensual treatment will
be discussed in the chapter on voluntariness.

There are other potential legal exceptions to the
requirement to obtain consent. As noted above,
“therapeutic privilege”’ refers to the physician’s
withholding of certain information in the con-
sent process in the belief that disclosure of this

non-consensual
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information would harm or cause suffering to
the patient; however, the scope of therapeutic
privilege has become smaller over the years in
many jurisdictions. ‘“Waiver” refers to a patient’s
voluntary request to forgo one or more elements of
disclosure.

Policy

The requirement to obtain patient consent is
affirmed by most international and national health
professional organizations. For example, the World
Medical Association’s (2005) Declaration on the
Rights of the Patient states:

The patient has the right to self-determination, to make
free decisions regarding himself/herself. The physician
will inform the patient of the consequences of his/her
decisions. A mentally competent adult patient has the
right to give or withhold consent to any diagnostic
procedure or therapy. The patient has the right to the
information necessary to make his/her decisions. The
patient should understand clearly what is the purpose of
any test or treatment, what the results would imply, and
what would be the implications of withholding consent.

In the UK, both the General Medical Council (1998)
and the British Medical Association (2003) have
issued guidance documents on consent, and the
codes of ethics of most, if not all, national medical
associations contain provisions on consent.

Empirical studies

Several meta-analyses and reviews have suggested
that the process of obtaining consent can be an
important component of a successful physician—
patient relationship. One review (Stewart, 1995)
found that effective physician—patient communi-
cation improved emotional health, symptom
resolution, level of function, results of physiological
measures, and pain control. A review of informed
consent in psychotherapy concluded that its bene-
fits include fostering a positive treatment outcome
through enhancing patient autonomy, responsi-
bility, and self-therapeutic activity; lessening the
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risks of regressive effects and therapist liability;
and helping the practice of psychotherapy extend
beyond particular parochialisms by providing checks
and balances on therapist judgements (Beahrs and
Gutheil, 2001). A meta-analysis by Suls and Wan
(1989) showed that providing information about
what the patient would feel and what would be
done in the course of stressful and painful medical
procedures consistently reduced negative feelings,
pain, and distress. Another demonstrated that infor-
mation giving by physicians was associated with
small to moderate increases in patient satisfaction and
compliance with treatment (Hall et al., 1988).

Other empirical studies have shown that many,
but by no means all, patients expect the physician
to assume the role of problem solver rather than
decision maker (Siminoff and Fetting, 1991; Deber,
1994; Janz et al., 2004; Mazur et al., 2005). Problem
solving involves identifying the patient’s presenting
problem and developing a list of treatment options.
Numerous studies have shown that patients’ desire
for decision-making responsibility, which involves
choosing from the treatment options, is variable
(Ende et al., 1989; Larsson et al, 1990; Lerman
et al., 1990; Mark and Spiro, 1990; Waterworth and
Luker, 1990; Cohen and Britten, 2003; Ford et al.,
2003; Hagerty et al., 2004). Even patients who
actively seek information do not necessarily wish to
make the decision about which treatment option
to follow. Some, particularly those who are elderly
or acutely ill, are predisposed to follow the physi-
cian’s recommendation (Emanuel and Emanuel,
1992; Pinquart and Duberstein, 2004; Levinson
et al., 2005).

How should I approach consent in practice?

Obtaining valid consent requires that patients
participate in problem solving as much as they
wish. Patients should be free to ask questions and
receive answers about treatment options not dis-
cussed by the clinician. The consent process also

requires that patients actively participate in decision
making and authorize the decision. Even if the
patient is predisposed to follow the clinician’s
recommendation, the clinician should actively
engage the patient in the consent process.

Ethical and legal exceptions to the requirement
to obtain consent for medical interventions are
noted above. There may also be cultural differences
in how this requirement is understood. In some
cultures, it is widely held that the physician’s
obligation to provide information to the patient
does not apply when the diagnosis is a terminal
illness. It is felt that such information would cause
the patient to despair and would make the
remaining days of life much more miserable than if
there were hope of recovery. Throughout the world,
it is not uncommon for family members of patients
to plead with physicians not to tell the patients that
they are dying. Physicians do have to be sensitive to
cultural, as well as personal, factors when com-
municating bad news, especially of impending
death. Nevertheless, the patient’s right to consent
is becoming increasingly widely accepted, and the
physician has a primary duty to help patients to
exercise this right.

The principle of informed consent incorporates
the patient’s right to choose from among the
options presented by the physician. To what extent
patients have a right to services not recommended
by physicians is becoming a major topic of con-
troversy in ethics, law, and professional policy.
Until this matter is decided by governments,
medical insurance providers, and/or professional
organizations, individual physicians will have to
decide for themselves whether they should agree to
requests for inappropriate treatments.

The cases

Mrs. A’s physician must decide whether to perform
surgical repair of the aneurysm. Mrs. A is now an
incapable person in a medical emergency. In such



a circumstance, the surgeon may proceed without
the patient’s consent unless a clear wish to the
contrary has been expressed earlier. Should the
surgeon proceed, given that Mrs. A had previously
refused elective repair of the aneurysm? Mrs. A’s
refusal of elective surgery was based on her wish to
continue caring for her husband. She would likely
want to undergo emergency surgery because it
would give her the best chance of continuing to
care for her husband. Therefore, the surgeon may
proceed without the patient’s consent. If Mrs. A
had previously considered and refused emergency
surgery, the surgeon would not be entitled to
proceed.

If Mr. B is competent to make decisions about his
medical treatment, his caregivers should respect
this decision, even if refusing consent to the con-
tinued use of his ventilator will result in his death.
In carrying out his wishes, they should provide
appropriate palliative care.
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Capacity

Ms. C is a 22-year-old woman with unstable insulin-
dependent diabetes who has suffered an intrauterine death
at 36 weeks of gestation. She is refusing medical induction
of labor, which has been recommended to avoid the risk of
potentially life-threatening sepsis. She insists that the birth
must be “natural” and becomes extremely distressed when
attempts are made to discuss this further. In the past, she
has had repeated admissions to hospital as a result of poor
diabetic control and, consequently, is well known to staff.
Although the current clinical state is stable, the medical
team have become extremely anxious about the possible
consequences of her refusal of treatment and they have
requested an assessment of capacity. Ms. C refuses to
discuss her decision and turns her back to the interviewer.
A further attempt to discuss this is met with a similar
response.

What is capacity?

Capacity is a complex construct that refers to the
presence of a particular set of “functional abilities”
that a person needs to possess in order to make a
specific decision (Grisso and Applebaum, 1998).
These abilities include being able to understand the
relevant information needed to make the decision
and to appreciate the relatively foreseeable conse-
quences of the various options available. In the
medical setting, the key decision to be made is
whether to give or withhold consent to investigation
or treatment.

Julie Chalmers

The term “competence” is often used, some-
times interchangeably with capacity. These are
equivalent terms and their use depends on the
context in which the issue is discussed. In the UK,
capacity is used in the legal context and the term
competence in medical settings. In other countries,
this may be reversed. In this chapter, the term
capacity will be preferred.

Why is capacity important?

Ethics

The possession of capacity has been described as
the “gateway” to the exercise of autonomy (Gunn,
1994). Autonomy, literally meaning self-rule, has
been defined as the capacity to think, decide, and
act on the basis of such thought and decision,
freely and independently (Gillon, 1986).

On occasions, a patient may express an autono-
mous choice to refuse treatment that the doctor
thinks is essential. In such situations, there will be a
tension between respect for the patient’s autonomy
and the beneficence arising from the medical inter-
vention. In Western society, the liberal tradition
emphasizes the importance of liberty and freedom
for the individual and, in particular, freedom from
the interference of others (Hope et al., 2003). Based
on this tradition, the exercise of autonomy will
trump beneficence.

An earlier version of this chapter has appeared: Etchells, E., Sharpe, G., Elliott, C., and Singer, P.A. (1996). Capacity. CMAJ 155: 657-61.
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Law

The presence of decision-making capacity is an
essential, although not sufficient, element of valid
consent. The law relating to consent is founded
upon the patient’s autonomy and there are clear
legal consequences if the clinician acts in its
absence.

This was clearly articulated in the well-known
statement by Judge Cardozo in Schloendorff v.
Society of New York Hospitals (1914): ‘“‘Every adult
person of sound mind has a right to determine
what shall be done with his own body; and a sur-
geon who performs an operation without his
patient’s consent commits an assault, for which he
is liable in damages.”

Most jurisdictions approach capacity from the
starting point that all adults have the capacity to
make their own decisions. The legal position with
regard to children is more complicated. Whether
or not they may be presumed to have capacity,
and the approach to assessment, will depend on
the particular jurisdiction in which the clinician
practices.

The law has also acknowledged that the thresh-
old for a finding of capacity may vary. A senior
English judge, Lord Donaldson, stated this very
simply when he said: “The more serious the deci-
sion, the greater the capacity required” (Re T
[Adult Refusal of Treatment], 1992).

As identified by Roth et al. (1977) the threshold
may also depend on whether the patient is con-
senting or refusing treatment. For example, a
high-benefit/low-risk procedure will require a
lower threshold for consent and a higher one for
refusal. If the benefit is low and risks high, then
there will be a high threshold for consent and a
low one for refusal. Thresholds may also differ as
different judicial standards may be applied to the
same fact situation (Grisso and Applebaum,
1995a).

This ambiguity in where the threshold is set is
problematical but, as has been observed, this “is
inevitable as individuals and societies hold differ-
ent views about the balance between the respect

for autonomy and the protection of vulnerable
people from harm” (Wong et al., 1999, p.439).

Identifying a lack of decision-making capacity
is also legally important, as treatment will then
need to be given under a different legal frame-
work — or under the framework of substitute
decision making (see Ch. 9 for more information).
Incapacity often fails to be identified in day-to-
day practice, particularly when the patient pas-
sively accepts the treatment offered (Raymont
et al., 2004).

Depending on jurisdiction, treatment of the
incapacitated person may require clinicians to act
in the person’s best interests, follow a valid and
applicable advance directive, or call upon substi-
tute decision makers.

Policy

Capacity, as one of the cornerstones of valid con-
sent, is considered in policies concerning consent
to medical treatment. The functional approach to
capacity assessment is widely accepted, although
other details regarding the consent process may
differ depending on jurisdiction.

Such policies have been produced by central
and local government and by the professional
bodies that regulate and guide medical practice.
Hospitals will also have a local policy, which
should reflect national guidance, and all clinicians
must ensure that they are familiar with those
policies that apply to their place of work and area
of specialization.

Capacity or, more specifically, lack of capacity is
also discussed in policy documents that consider
the approach to the treatment of those who lack
the capacity to decide for themselves. Again, the
approach to capacity assessment contained in such
documents is a functional one.

Empirical studies

Studies have suggested that in situations where
capacity is questionable general impressions can
be misleading (Etchells et al,, 1999); therefore, a



structured approach to assessment is likely to yield
more accurate results.

A number of studies have focused on an exam-
ination of the decision-making abilities of people
who fall within certain diagnostic groups (Grisso
and Applebaum, 1995b; Wong et al., 2000). Grisso
and Applebaum (1998, p. 18) have noted that while
impairments can be identified it does not invari-
ably follow that decision-making capacity is lost:
“A patient may be psychotic, seriously depressed, or
in a moderately advance state of dementia, yet still
be found competent to make some or all decisions.”

Some associations between impaired decision-
making capacity and specific symptoms have been
identified. For example, cognitive impairment has
been shown to be a predictor of incapacity in
medical patients (Raymont et al., 2004) and scores
of between 0 and 16 on the standardized Mini-
Mental State Examination have been found to
increase significantly the likelihood of a finding of
incapacity (Etchells et al., 1999).

There is evidence to suggest that simple inter-
ventions such as breaking up the information into
bite-size pieces (Grisso and Applebaum, 1995b) or,
for some patients, presenting material visually
(Wong et al., 2000) can improve decision-making
capacity.

How should I approach capacity in practice?

In routine clinical practice, capacity is not usually
considered explicitly until consent is required from
a person whose membership of a particular diag-
nostic group may suggest that their capacity may
be impaired, or if a patient refuses a treatment that
the clinician strongly endorses.

A decision about the presence or absence of cap-
acity based solely on the membership of a particular
group, referred to as a status approach to capacity
determination, has been widely rejected (Presidents
Commission, 1982; Law Commission, 1995).

Unusual decisions, such as a refusal of treat-
ment, particularly if this will have life-threatening
consequences, may lead to the conclusion that
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capacity is lacking. This has been called an out-
comes approach to capacity determination.

For example, in a well-known case that came
before the British court, refusal of a caesarean
section required to prevent the death of both the
pregnant woman and her baby was viewed by the
treating clinicians as clear evidence of incapacity.
This was rejected by the judge, who found, on
applying the legal criteria for capacity, that the
woman had the ability to refuse treatment and had
based her decision on long-standing views about
natural delivery (St George’s Healthcare NHS Trust
v. S, 1998).

In general, the assessment of capacity that is now
broadly endorsed by clinicians (Roth et al., 1977;
Grisso and Applebaum, 1998), lawyers (Presidents
Commission, 1982; Law Commission, 1995), and
ethicists (Buchanan and Brock, 1989) adopts an
approach that focuses on the quality of the deci-
sion making, often referred to as a functional
approach to capacity assessment.

Grisso and Applebaum (1998) have proposed
that the abilities needed to make a decision about
treatment include the ability to understand the
information necessary to come to a treatment
decision, the ability to appreciate the relevance of
the information to the person’s individual situ-
ation, and the ability to process the information in
a logical manner (reasoning). Finally, the person
must be able to express a choice.

The nature of appreciation is an area that has
given rise to theoretical debate and can give rise to
particular difficulty in assessment. Grisso and
Applebaum (1998) viewed appreciation as the
ability to believe the information and to accept its
relevance to the person’s situation while others
(Charland, 1998) have highlighted the importance
of the person’s values and emotional responses in
understanding this concept.

Problems may arise when the beliefs that are
held by the patient are very different from those of
the clinician. Some beliefs, although not necessar-
ily shared by the clinician, are, however, legitim-
ized by society, for example certain religious
beliefs. However, some alternative lifestyle choices
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and belief systems can give rise to conflict. In such
a situation, it is essential that clinicians be aware of
their own views or prejudices and the impact,
sometimes subtle, that these may have on the
assessment of capacity (Kopelman, 1990). When
such a possibility is identified, it may be helpful to
discuss the situation with a colleague.

Further difficulties can arise when it is suspected
that a patient’s beliefs have been influenced by the
presence of mental illness. It is relatively straight-
forward when a person has a symptom of illness,
such as a delusion, that clearly impacts on decision
making. However, particular difficulties arise when
the ideas held by the person fall short of delusions
but are nevertheless unusual, for example the dis-
tortions in body image that occur in anorexia ner-
vosa. Put simply, the question is as follows: “Is it
the person or the illness talking?” These can be
exquisitely difficult judgements.

Buchanan and Brock (1989, p.24) suggest that a
necessary element of capacity is that the person
must have a “set of values or conception of the
good.” This set of values must be “at least min-
imally consistent, stable, and affirmed as his or her
own. This is needed in order to evaluate particular
outcomes as benefits or harms, goods or evils, and
to assign different relative weight or importance to
them.” Such a value system may be viewed as a
unique sieve through which the elements of deci-
sion making are filtered.

Who should do it?

Clinicians seek consent to treatment on a day-to-
day basis; therefore, the ability to assess capacity is
a basic skill that all clinicians should possess.
However, there are situations when those with
specialist skills may be required and, depending on
the nature of the putative impairment, the assess-
ment of decision-making capacity may be dele-
gated to psychologists or psychiatrists. In a few
academic centers, there may be specialist teams or,
if time permits, the clinician may discuss any
areas of difficulty with the hospital bioethicist or
clinical ethics committee. It should, however, be

remembered that the final decision regarding
capacity is a legal one.

General approach

It is important to remember some underlying
considerations concerning capacity. Firstly, cap-
acity is decision specific. Secondly, there is a pre-
sumption in favor of capacity. Finally, there must
be a commitment to enhance decision-making
capacity as much as possible. The interview pro-
cess has an enabling function as well as one of
assessment.

Enabling strategies

Enabling strategies might include treatment of an
underlying mental illness, reducing the impact of
prescribed medication, or, in the case of fluctuating
capacity, waiting to assess during a more lucid
period. The use of an aide-mémoire or the pre-
sentation of information in diagrammatic form
may aid those with cognitive difficulties. Families
may assist by providing support and reassurance
by their presence or may assist in presenting
material in the most effective way. Sometimes a
person simply needs some time to take in and
process bad news. Finally, attention to environ-
mental factors may be helpful to minimize dis-
traction and reduce anxiety.

Information

It is essential that those undertaking the assess-
ment should be fully briefed about the nature of
the illness, proposed treatment, alternatives, and
the risks of refusing treatment. In addition to this
clinical information, it will also be necessary to
have an awareness of the legal test for capacity
applicable to the relevant jurisdiction. An under-
standing of what has led to the request for an
assessment of capacity is helpful as it may pre-
pare the clinician for potential problems in under-
taking the assessment, such as hostility from the
patient.



The formal assessment interview

It is important to be open regarding the purpose of
assessment. This can be introduced by indicating
that some concerns have been raised by others
about the person’s decision-making ability and that
you wish to discuss their thoughts about the pro-
posed treatment in more detail. Where a patient is
hostile, it may be helpful to be clear that the ability to
exercise the important right to give or refuse treat-
ment may hinge on the outcome of the interview.

There are two broad approaches to assessment: a
directed clinical interview or use of a structured
instrument and rating procedure, such as the
MacArthur Competence Assessment Tool-Treat-
ment (MacCAT-T).

Directed clinical interview

The assessment should begin with a discussion of
the person’s understanding of the disorder for
which they are being offered treatment. This is
then followed by a discussion of the recommended
treatment, its benefits, the risks of refusing this
treatment, and any available alternatives. Patients
may be able to provide information in these
domains in response to open questions; however,
the relevant information may need to be disclosed
and re-disclosed as the assessment progresses.
While a structured approach is recommended, the
clinician will need to be flexible and responsive to
the presenting problems of the patient.

The Aid to Capacity Evaluation (ACE) is a semi-
structured method for capacity assessment that
covers the same areas as those assessed during the
clinical interview. It may act as a useful prompt, and
the form provides space to document responses.
The ACE is easily accessible via the website of the
University of Toronto Joint Centre for Bioethics
(http://www.utoronto.ca/jcb).

This sequence of questions can be easily adapted
to cover other types of decision that a person
may face as a result of being in a medical setting,
for example the decision to go into residential
accommodation.
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As the interview progresses, the clinician may
gain pointers to any abnormalities in mental state,
such as the presence of psychotic or mood dis-
order, and this should prompt a more detailed
mental state examination. Assessment of cognitive
function will also be required. It may also be
important to gain an appreciation of the values
underpinning the decision-making process and to
explore these in context of the person’s life history.
On occasions third-party information may be
helpful.

Formal assessment tools

The MacCAT-T is a well validated, semistructured
interview that assesses and rates abilities in four
domains: understanding of the disorder and its
treatment, appreciation, reasoning, and ability to
express a choice. The interview follows a fixed
sequence of topics in the order outlined above. The
assessor discusses the essential information and
requires the patient to respond to specifically
worded questions. The responses are then rated
using a standard format. It should be noted that the
scores generated do not translate directly into
determination of capacity or incapacity and need
to be understood in a broader clinical context
and in relation to the nature of the decision to be
made.

Documentation

It is essential to document the capacity assessment,
not only for clinical but also for legal purposes. If
there is a possibility that the case will come before
the courts, there should be reference to the relevant
legal standards. A brief summary of the questions
asked and the patient’s responses should be
recorded. If a formal tool was used, then a copy
should be retained in the notes.

There should be a well-reasoned decision sup-
porting the conclusion regarding capacity. Grisso
and Applebaum (1998, p.146) suggested that a
statement regarding the outcome of the capacity
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assessment should begin: “In my opinion the
courts would be likely to find ... " in recognition
that this is ultimately a legal, not medical, judge-
ment. The assessment should make it clear that a
finding of incapacity relates to a specific decision,
otherwise there is a potential risk is that person will
be labeled as being globally incompetent.

Suggestions for interventions that may allow a
patient to regain capacity should also be docu-
mented.

The case

Ms. C presents a difficult problem in assessing
capacity, as she is not cooperative with formal
assessment. Given her lack of engagement with the
formal process, a decision is made to utilize, with
expert support, the clinical team with whom she
has a good relationship and to guide them through
the assessment process. The clinical team decide
that she clearly understands the issues, including
the potential risks, and she is able to express a
choice. However, further discussion with the team
reveals very little attention has been paid to
acknowledging the emotional impact of the loss,
and she should be assisted in this by seeing a
specialist bereavement nurse.

It emerges that Ms. C is overwhelmed with grief
and holds herself responsible for the baby’s death.
She accepts that others may have a different per-
spective, but she feels that unless she gives birth
without medical intervention she will have failed
completely as a mother. She will not shift from this
view despite careful explanation.

As there are potentially life-threatening conse-
quences of refusing treatment, the threshold for a
finding of capacity must be high. Her grief appears
to be impairing her ability to make use of the
information about the proposed treatment. As the
clinical situation is currently stable, it is agreed
that further grief work should be undertaken.
Plans are made to name the baby and for there to

be a funeral. With these plans in place, Ms. C
agrees to medical induction of labor.
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Disclosure

Lori d’Agincourt-Canning and Carolyn Johnston

Mrs. D is 75 years old and lives at home with her husband.
She has a remote history of gastric ulcers and has mild
renal insufficiency as a consequence of hypertension. She
visits her family physician because of acute worsening of
chronic arthritis in her right shoulder. She is having
trouble lifting and carrying objects. Her family physician is
considering treating Mrs. D with a non-steroidal anti-
inflammatory drug.

Mrs. E is 80 years old and lives alone in an apartment. She
is fully independent and has never had a serious illness. She
prefers not to see doctors. She is admitted to hospital after
falling on the stairs and suffering a fracture of the femoral
neck. A consultant in internal medicine diagnoses critical
aortic stenosis; this is confirmed by echocardiography. The
anesthetist visits Mrs. E to discuss the proposed surgery and
anesthesia. When he says that serious risks are associated
with the surgery, Mrs. E says she does not want to know
about them. She wants her hip fixed because she simply
cannot live with reduced mobility. The anesthetist feels that
he has a duty to disclose the risks of anesthesia.

What is disclosure?

Disclosure refers to the process during which
physicians provide information about a proposed
medical investigation or treatment to the patient.
Disclosure, along with capacity, understanding,
voluntariness, and consent, makes up the main
elements of informed consent (Beauchamp and
Childress, 2001).

Why is disclosure important?

Ethics

The justification for disclosure related to proposed
diagnostic tests and treatments is the same as that
for consent generally. The patient has a right to
decide about available treatment options grounded
in respect for autonomy (Snyder and Leffler, 2005).
Physicians have a duty to inform patients about
their illness and available treatment options and to
help patients to decide which of the options is best
for them based on the patient’s goal and values. In
these ways, physicians show respect for the patient
and moreover, show “‘they see and care about the
person not solely as a patient but more import-
antly, as a unique person” (Anderson, 2000, p. 6).
In addition to respect for autonomy, disclosure is
also grounded in beneficence and the physician’s
primary obligation of service to their patients
(Royal College of Physicians and Surgeons of
Canada, 2006). Further, consistent disclosure is
necessary for developing a continuing and trusting
relationship between the patient and his or her
physician (Parascandola et al., 2002).

Law

Legal standards of disclosure concerning informed
consent differ in different jurisdictions (Doyal, 2001).

An earlier version of this chapter has appeared: Etchells, E., Sharpe, G., Burgess, M. M., and Singer, P.A. (1996). Disclosure. CMAJ

155: 387-91.



For example, the legal right of patients to infor-
mation about their healthcare is stronger in North
America than in the UK, Europe, and other parts
of the world (Doyal, 2001; Miyata et al., 2005).
However, laws are constantly evolving and the trend
in ethical and legal thinking has led to increased
information disclosure and involvement of patients
in healthcare decision making. Three general aspects
can be identified: the elements of disclosure, the
standards of disclosure to maintain, and the conse-
quences of a failure in disclosure (causation).

Elements of disclosure

A valid consent given for a medical treatment or
procedure provides a defense to the tort of battery.
In order for consent to be valid, the patient must be
informed in “broad terms” of the nature of the
procedure. This is a fairly basic level of infor-
mation, but nevertheless it highlights the signifi-
cance of bodily integrity of the patient.

In addition, the patient must also be informed
about the inherent risks, alternatives, and conse-
quences of the proposed treatment. This is a higher
level of information than that which is necessary to
make the patient’s consent valid. It is referred to as
“informed consent” and underscores the need to
respect the autonomous choice of the patient —
whether or not to undergo the treatment or pro-
cedure, based on his/her assessment of whether
the risks are worth taking. Benefits flowing from
disclosure to the patient, thus enabling an
exchange of information, include the establish-
ment of trust, the cooperation of the patient in
proposed treatment options, and the empower-
ment of the patient in what is essentially an
unequal relationship.

Certain risks are considered so ‘“‘obvious” that
the patient is taken to be aware of them and need
not specifically be informed of them. However,
this will depend on current practice. In 1985, in
the important English House of Lords decision of
Sidaway v. Board of Governors, Lord Keith said that
it was “‘generally accepted that there is no need
to warn of the risks inherent in all surgery under

Disclosure

25

general anaesthesia ... on the ground that the
patient may be expected to be aware of such risks
or that they are relatively remote.” A patient leaflet
produced by the UK Royal College of Anaesthetists,
21 years later (2006), gives the statistical risks of
death and brain damage during surgery and states
“your surgeon and anaesthetist will be able to tell
you more about your individual risks and then you
can decide whether you want to go ahead with the
operation.” Disclosure generally “has tended to a
greater degree of frankness over the years, with
more respect being given to patient autonomy”’
(Chester v. Afshar, 2005).

Standards of disclosure

Failure to provide the patient with treatment
information may give rise to a claim in negligence,
but only if disclosure has fallen below the required
standard. The standard could be what the medical
profession considers appropriate (the ‘“‘reasonable
doctor” standard), or what a reasonable person in
the patient’s position would want to know (the
“prudent patient” standard). In Sidaway, the judges
considered that primarily the standard of disclosure
should be set on the basis of medical evidence, in
other words what is the practice of disclosure of a
“responsible body of medical opinion”’? However,
the House of Lords did recognize that there may be
some risks that the patient should always be
informed about those risks which are ‘‘so obviously
necessary to an informed choice on the part of
the patient,” regardless of the medical view. The
English courts have considered both the serious-
ness of the risk and the likelihood of it eventuating
in deciding whether such a risk should be disclosed.
An inherent 10% risk of a stroke from an operation
should be disclosed (Sidaway v. Board of Governors,
1985), so too should a 1-2% risk of paralysis (Chester
v. Afshar, 2005).

But the ‘“‘reasonable doctor” standard fails to
acknowledge the importance to a particular patient
of information that may be highly relevant to his/
her choice. Certainly the courts in Canada (Reib! v.
Hughes, 1980) and Australia have adopted a
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patient-led standard of disclosure. In Rogers v.
Whitaker (1992) the Australian High Court held
that the doctor’s duty was to “warn a patient of a
material risk inherent in the proposed treatment; a
risk is material if, in the circumstances of the par-
ticular case, a reasonable person in the patient’s
position if warned of the risk, would be likely to
attach significance to it.” This approach increas-
ingly appears to find favor in the English courts. In
Pearce v. United Bristol Healthcare N.H.S. Trust
(1999) the Court of Appeal said that “if there is a
significant risk which would affect the judgment of
the reasonable patient, then in the normal course it
is the responsibility of a doctor to inform the
patient of that significant risk.”

Causation

To succeed in an action alleging that the healthcare
professional negligently failed to disclose infor-
mation, the claimant must prove that a duty to
disclose was owed (this is part of the general duty of
care), that the duty to disclose was breached (i.e.,
the healthcare professional did not meet the
standard of disclosure), and also that, if the claimant
had been properly informed, he would not have
consented to the operation or procedure. In the case
of Chester v. Afshar (2005) the House of Lords
extended the boundaries of causation and allowed
the claimant to succeed by showing that, if she had
properly been informed of the risks, she would have
sought further advice and would not have agreed to
undergo that operation on that particular day.

Policy

The importance of patient-focused consent pro-
cedures is highlighted by guidance from profes-
sional bodies. In the UK, the General Medical
Council (GMC) maintains that doctors “must take
appropriate steps to find out what patients want to
know and ought to know about their condition and
its treatment”’ (paragraph 3) and that “‘existing case
law gives a guide to what can be considered mini-
mum requirements of good practice in seeking

informed consent from patients” (paragraph 2)
(General Medical Council, 1998).

Information should not be withheld from
patients. The few legal exceptions to this obligation
include (i) an emergency situation; (ii) waiver,
where the patient expresses directly to that physi-
cian he/she does not want the offered information
(however, such decisions should be documented
along with the patient’s consent to go forward
without detailed information); and (iii) incompe-
tency (Beauchamp and Childress, 2001; National
Health and Medical Research Council, 2004).

In addition, therapeutic privilege has been rec-
ognized by the courts (Canterbury v. Spence, 1972;
Sidaway v. Board of Governors, 1985) in some
countries as an exception to the usual standard of
disclosure: ““Therapeutic privilege’ refers to the
withholding of information by the clinician during
the consent process in the belief that disclosure of
this information would lead to the harm or suffering
of the patient” (Etchells er al., 1996, p. 388). The
deliberate withholding of information, and the
resulting reduction in the exercise of autonomous
choice, is based on the justification of patient wel-
fare. GMC guidance (paragraph 10) also recognizes
the doctrine: “You should not withhold information
necessary for decision making unless you judge
that disclosure of some relevant information would
cause the patient serious harm. In this context ser-
ious harm does not mean the patient would become
upset, or decide to refuse treatment.” Although
therapeutic privilege may have legal recognition, it
is arguable whether the deliberate withholding
of information from a competent patient can be
ethically justified. Johnston and Holt (2006, p. 150)
commented: “There are only a limited number of
clinical situations where providing specific infor-
mation to a patient under certain circumstances
can arguably be expected to cause foreseeable and
preventable serious harm to him or her.”

Empirical studies

Evidence continues to show that most patients
value candidness about their medical situation and



wish to be given the appropriate information
necessary to making an informed choice (Edwards
et al., 2001). Even in Japan, where the trend toward
disclosure of information (e.g., cancer diagnosis)
has been slow to gain acceptance by the medical
profession, a population survey revealed that full
disclosure was preferred by 86.1% of respondents,
while only 2.7% wanted non-disclosure (Miyata
et al., 2005). Similarly, some studies suggest that
patients want more detailed information than they
currently receive and that physicians may over-
estimate how much they provide (Ende et al., 1989;
Fallowfield et al., 1995; Makoul et al., 1995; Butow
et al., 1997; Jenkins et al., 2001).

A qualitative study in the palliative care setting
revealed that information disclosure serves several
important purposes. Patients in such a situation
described information as important not only to
meaningful involvement in decision making but
also for keeping a sense of control (Kirk et al.,
2004). It was also seen as necessary for family
communication and involvement (Clarke et al.,
2004; Kirk et al., 2004). In contrast, a perception
of insufficient information was reported to add
stress, frustration, and uncertainty. It implied
powerlessness and a lack of control (Thorne et al.,
2006).

Interestingly, this study also revealed that the
process of disclosure was equally as important as
the content. The timing, management, and delivery
of the information, and the perceived attitude of
physicians, were crucial to the process. This
applied to information sharing and disclosure at all
stages of the illness. The importance of process in
effective communication and information disclos-
ure has been described elsewhere (Edwards et al.,
2001; Weiner et al., 2005).

While most patients value disclosure and can-
didness about their illness, research also indicates
that a small percentage prefers not to engage
actively in decision making nor wishes to know
about the risk of treatment (Farnill and Inglis, 1993;
Dawes and Davison, 1994; Miyata et al., 2005).
Moreover, many of those who value information
may not do so in all situations and may prefer to let
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the physician take the lead at different stages of
their illness (Towle and Godolphin, 1999; Edwards
et al., 2001; Parascandola et al, 2002). In such
cases, respect for autonomy does not mean forced
patient involvement but rather accepting each
person’s preferences for information and involve-
ment in decision making. Understanding how best
to assess patients’ information needs or determine
their preferences, however, is difficult. While fur-
ther research is needed in this area, a few tools
exploring patients’ preferences and information
needs have been developed (Sayers et al., 2001;
Murtagh and Thorns, 2006).

How should I approach disclosure in
practice?

The goal of disclosure is to ensure that patients

have appropriate information to make an informed

choice about their healthcare. While information
disclosure needs to be individualized to each situ-
ation (Towle and Godolphin, 1999; Kirk et al,

2004), it should include the following elements

(Dickens, 1985):

e description of the patient’s condition or illness;
prognosis and consequences if the patient
remains untreated or there is a delay in treat-
ment

e reasonable treatment options, their benefits and
special risks, and the likelihood of achieving the
desired goal taking into account patient’s values,
expectations, and personal situation

e side effects, both reversible and irreversible, and
expected discomforts of treatment options and
the chance of these side effects occurring
whether treatment is successful or not

e the extent of uncertainty and/or limited medical
knowledge surrounding the prognosis and rec-
ommended treatment options

e information that the patient specifically asks
about

e physician’s opinion regarding which treatments
should be wundertaken in view of relevant
patient’s goals, values, and expectations.
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Effective disclosure requires open and balanced

communication. In the medical consultation, the

clinicians must decide what ought to be communi-

cated and the patient must integrate that infor-

mation into their medical and social life experiences.

Thus, communication is not a morally neutral dis-

pensation of information but, rather, a highly com-

plex ethical situation (Edwards and Elwyn, 2001)

Good patient-physician communication can dispel

the uncertainty and fear and improve patient

satisfaction (Snyder and Leffler, 2005). While a full

discussion of communication skills is beyond

the scope of this article, a few “principles” are

important when providing information to the patient

(Anderson, 2000):

e make it clear; avoid jargon and technical language

e use language appropriate to the patient’s level of
understanding in a language of their fluency;
provide professional interpreter if necessary

e pause and observe the patient’s reactions after
providing information

e invite questions from the patient and check
understanding

e invite the patient to share concerns, fears, hopes,
and expectations

e watch for patient’s emotional responses: verbal
and non-verbal cues

e show empathy and compassion

e check the patient’'s need for more time or
information

e summarize the imparted information

e provide contact information.

The physician has an ethical and legal obligation to

make reasonable efforts to ensure understanding.

Supplementing verbal information with written

material might be helpful as it enables the patient

to read or review the information if desired. Edu-

cational video or computer programs may assist

patients who face a complicated decision (Jonsen

et al., 1998; Woolf et al., 2005).

Disclosure should be seen as a process, not an
event (Etchells et al., 1996). Each patient is different
and may wish for varying amounts of information at
different times. Further, if therapy is given over a

prolonged period, it is important that the disclosure
process continues. The physician should regularly
seek feedback from patients about their treatment
and desire for more information. Similarly, disclos-
ure about new information or relevant uncertainties
concerning treatment will contribute to long-term
trust between physicians and patients (Parascandola
et al., 2002).

Patients bring their cultural, religious, and ideo-
logical beliefs with them as they enter into a rela-
tionship with the physician (Kagawa-Singer and
Blackhall, 2001). Occasionally, these beliefs may
challenge or conflict with the physician’s profes-
sional duty to disclose. For example, autonomy is a
principle highly valued in European and North
American cultures, and thus it is expected that the
person experiencing the illness is the best person to
whom to disclose pertinent medical information.
However, many non-Western cultures do not sup-
port the idea of full disclosure when it comes to
illness, while others hold the family or community
responsible for receiving and disclosing infor-
mation, and for making decisions about patient
care (Kagawa-Singer and Blackhall, 2001). In order
to provide ethical cross-cultural care, applying the
concept of autonomy will mean negotiating and
accepting each person’s terms of preference for
information and decision making. In situations in
which the family demands that the patient not be
told, one strategy is to offer to provide the infor-
mation to the patient, allowing the patient
“informed refusal” (Kagawa-Singer and Blackhall,
2001). If the patient designates someone else be
given the task of decision making, this preference
should be documented in the patient’s chart. The
impact of cultural differences on bioethics is
explored in greater depth in Section IX.

The cases

Mrs. D has no questions about the “arthritis pill”
because she trusts her physician, whom she has
known for many years. The physician initiates a



discussion of the risks — in particular, gastro-
intestinal bleeding and renal insufficiency. Mrs. D
appears concerned, and the clinician invites her to
discuss this concern. Mrs. D explains that the
shoulder pain must be relieved so that she can care
for her young granddaughter, who will be visiting
next month. The physician mentions that acet-
aminophen (paracetamol) may also be effective
and has a lower risk of side effects. Although pain
relief is a high priority, Mrs. D would prefer to
avoid side effects, particularly because she was
once admitted to hospital because of her gastric
ulcer. She agrees to try acetaminophen therapy for
two weeks and, if there is no effect, then to try the
non-steroidal anti-inflammatory drug. The phys-
ician makes a note of their discussion and arranges
a follow-up appointment for two weeks hence.

Mrs. E has asked the anesthetist not to disclose
further the risks associated with hip surgery. She
says that her goal is to be able to walk and that
further suffering from pain and immobility is not
acceptable to her. She tells the anesthetist that
any further discussion of risks will not change her
mind but might upset her. The anesthetist respects
Mrs. E’s request but tells her that she can change
her mind regarding the discussion of risks at any
time. He also asks her if there are family members
whom Mrs. E would like to involve in the decision-
making process. Mrs. E wants her daughters to
participate in the decision, and so the proposed
surgery and its possible risks are disclosed to them.
The entire discussion is documented, including
Mrs. E’s reasons for waiving further disclosure of
the risks of surgery. Mrs. E undergoes uncompli-
cated repair of her hip fracture and returns home to
live independently.
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Voluntariness

Mr. Fis a 59-year-old taxi driver who has been admitted to
hospital with severe iron-deficiency anemia. After his
condition is stabilized by means of a blood transfusion,
and an endoscopy is ordered, the attending physician tells
Mr. F that he will “have a test” because “he must be
bleeding from the bowel.” As he is being wheeled down the
hall to the endoscopy suite, the physician calls out: “You
have to have this test before you can go home.” The
endoscopist arrives at the same time as Mr. F.

Ms. G is a 38-year-old mother of two young children. She is an
outpatient at a mental health facility where she is finishing
up a program for an addiction to painkillers. She is in the
midst of a bitter custody battle with her former husband, who
is insisting that she sign a consent form to release her health
records to him for the purpose of the custody hearing. She is
scared that her husband may try to use the information
against her, and that she will lose her children. Nevertheless,
her social worker has told her she needs to accept responsi-
bility for her addiction and the only way to do that is to share
all details of her treatment with her husband.

What is voluntariness?

In the context of consent, ‘“‘voluntariness’” refers to
a patient’s right to make treatment decisions and
decisions about his or her personal information
free of any undue influence. A patient’s freedom to
decide can be impinged upon by internal factors
arising from the patient’s condition or by external
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factors. External factors, which are the focus of
this article, include the ability of others to exert con-
trol over a patient by force, coercion, or manipula-
tion. Force involves the use of physical restraint or
sedation to enable a treatment to be given. Coercion
involves the use of explicit or implicit threats to
ensure that a treatment is accepted (e.g., “If you
don’t let us do these tests, then we will discharge
you from the hospital!”’). Manipulation involves the
deliberate distortion or omission of information
in an attempt to induce the patient to accept a
treatment or make a certain decision (Faden and
Beauchamp, 1986; Kuczewski and McCruden, 2001).
The requirement for voluntariness does not
imply that clinicians should refrain from persuad-
ing patients to accept advice. Persuasion involves
appealing to the patient’s reason in an attempt to
help him or her understand and accept the merits
of a recommendation (Kuczewski and McCruden,
2001). Although a clinician may attempt to persuade
a patient to follow a particular course of action
based on medical evidence and clinical judgement,
the patient is free to accept or reject this advice.

Why is voluntariness important?

Ethics

Voluntariness is an ethical requirement of valid
consent. It is grounded in several related concepts,

An earlier version of this chapter has appeared: Etchells, E., Sharpe, G., Dykeman, M.]J., Meslin, E.M., and Singer, P.A. (1996).
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including freedom, autonomy, and independence
(Faden and Beauchamp, 1986). The goal of the
consent process is to maximize the opportunity for
decisions to be reached autonomously (Etchells
et al, 1999). Clinicians are often faced with an
inherent tension between their desire to respect and
foster patient autonomy (focusing on the empower-
ment of the individual) and their a responsibility
to act in a patient’s best interest (which some
might call paternalism). A power imbalance will
always exist in the clinician—patient relationship, to
the extent that one party has more clinical infor-
mation and expertise. However, clinicians must be
mindful of the fine line between persuasion and
coercion: the duty to provide sufficient informa-
tion and advice to support a patient’s autonomous
decision making, contrasted against allowing a
patient’s actions to be substantially controlled by
others.

In a presentation on legal and ethical dilemmas
delivered to the Consent and Child Health Work-
shop in 1998, New Zealand’s Health and Disability
Commissioner Ron Paterson stated that “[e]ven for
a mature young person, clinicians must be alert
to the possibility of coercion or undue influence,
for example, by parents on religious matters.”
(New Zealand Ministry of Health, 1998).

Law

Voluntariness is a legal requirement of valid con-
sent. In Beausoleil v. Sisters of Charity (1966), a
young woman about to undergo spinal surgery
repeatedly requested a general anesthetic and
refused a spinal anesthetic. After the patient had
been sedated, the anesthetist convinced her to
have a spinal anesthetic. The patient was subse-
quently paralyzed as a result of the procedure and
successfully sued the anesthetist. In testimony, a
witness said that the patient “refused [the spinal
anesthetic], but they continued to offer it to her;
finally she became tired and said: ‘You do as you
wish’ or something like that” (p. 76). The judge
stated that the patient’s agreement to the spinal
anesthetic was involuntary, because it rested on

“words which denote defeat, exhaustion, and
abandonment of the will power.” (p. 76).

In Ferguson v. Hamilton Civic Hospitals et al.
(1983), a patient unsuccessfully sued for battery
after undergoing an angiogram that resulted in
quadriplegia. Although the suit was unsuccessful,
the court was critical of the circumstances in which
the consent was obtained and suggested ‘‘the
informing of a patient should occur at an earlier
time than when he is on the table immediately
before undergoing the procedure” (p. 285). It has
been suggested that obtaining consent just before a
major procedure is problematic, because “the set-
ting and the immediacy of the medical procedure
militate against a patient being able to make a
free or voluntary decision” (Picard and Robertson,
1996, p. 55).

The doctrine of undue influence was central to
the Court’s decision in Re T (1992). In that case, a
young pregnant woman’s refusal of a potentially
life-saving blood product was found to be based on
the undue influence of her mother, a Jehovah’s
Witness. The Court differentiated between a
patient seeking advice and assistance in reaching a
decision about care, versus a decision that is freely
given (p. 669).

The real question in each such case is, does the patient
really mean what he says or is he merely saying it for a
quiet life, to satisfy someone else or because the advice
and persuasion to which he has been subjected is such
that he can no longer think and decide for himself? In
other words, is it a decision expressed in form only, not in
reality?

The Court noted that both the strength of the
patient’s will, and relationship with the persuading
party, are central to a finding of undue influence.
In some common law jurisdictions, treatment
may be given against an individual’s wishes only in
rare circumstances, for instance, to protect public
safety (as is the case with laws that relate to public
health) or to render someone fit to stand trial for a
criminal offence. For example, individuals with
communicable diseases may be treated against
their objection, as in the case of patients with



tuberculosis who are non-compliant with treat-
ment [cf. Ontario’s Health Protection and Promo-
tion Act (1990)]. Many jurisdictions also permit
individuals to be treated without consent in
emergency situations where it is impossible to
obtain the individual’s consent (or that of his or her
substitute decision maker).

Most common law jurisdictions allow for the
involuntary admission of patients to psychiatric
facilities, provided they present a serious, signifi-
cant, or immediate risk to themselves (the language
varies among statutes) or others, or are unable to
take care of themselves. However, there is some
variation between jurisdictions as to whether con-
sent for treatment related to the mental illness is
required for involuntarily admitted patients
(although the usual consent rules would continue
to apply to other healthcare decisions). Because of
the coercive nature of such circumstances, extra
care should be taken in obtaining a valid consent to
treatment from patients who have been admitted
involuntarily.

Finally, voluntariness for certain medical pro-
cedures involving minors has more recently been
the subject of both legal and ethical debate.
Consent to treatment of minors poses additional
challenges with respect to voluntariness, given a
potentially broader power imbalance between the
minor and the clinician, as well as the wish of some
parents to make decisions on behalf of their chil-
dren. This issue was considered in the Canadian
case of Re Dueck (1999) and in the English case
Re E (1993) each involving a 15-year-old boy of
Jehovah’s Witness faith who refused a life-saving
blood transfusion.

Policy

Voluntariness is an essential component of valid
consent, and obtaining valid consent is generally a
policy of professional bodies regulating clinicians.
The UK’s General Medical Council created a stand-
ard for ensuring voluntary decision making (General
Medical Council, 1998). For example, discussions
with patients about informed consent should
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provide a balanced view of available options, as well
as making clear any potential conflicts of interest.
Patients should also understand their right to decline
a proposed treatment. The UK’s Department of
Health (2001) has noted that voluntary consent to
treatment (or refusal of that treatment) requires an
absence of pressure and undue influence on a
patient and that pressure may come from clinicians,
as well as from the patient’s family members. Clin-
icians are advised to be alert to this possibility and
arrange to meet privately with patients so they are
making their own care decisions.

The guidelines for consent to treatment estab-
lished by the Association of Anaesthetists of Great
Britain and Ireland (AAGBI) has been criticized for
failing to require that a separate consent be
obtained from patients undergoing anesthesia.
This criticism rests in part on the fact that, in
addition to having adopted a lower standard than
some other jurisdictions, the present guidelines
make no reference to voluntariness (White and
Baldwin, 2003).

Empirical studies

Psychiatric inpatients may be subject to explicit or
implicit coercion even when their admission has
been voluntary (Reed and Lewis, 1990; Rogers,
1993). However, even patients who require invol-
untary admission can be given some measure of
control over their situation by being allowed to
choose the method of restraint (Sheline and Nelson,
1993). An additional dilemma faces those working
in forensic mental health, where the individual’s
consent to be examined or detained may not be
necessary and subsequent consent to treatment
may not be sought; for example, in the case of
court-ordered treatment to render the individual fit
to stand trial (Fernie, 2005).

Institutionalization in non-psychiatric hospitals
or long-term care facilities can also be coercive.
Even simple instructions to patients (e.g., “Don’t
get out of bed until after your breakfast”) can give
the patient a sense of diminished control (Hewison,
1995). Interventions that enhance the ability of



34

M. ). Dykeman and K. Dewhirst

long-term residents to exert control result in a
greater sense of well-being (Langer and Rodin,
1976). Further, many long-term care facilities have
developed successful programs to reduce the use of
restraints, in some instances as best practice while
in others as a result of legislative change (Miles and
Meyers, 1994).

Outpatients are less likely than inpatients to be
subjected to force and coercion (Connelly and
Campbell, 1987) but they may be susceptible to
manipulation. Although we are unaware of any data
on the incidence of manipulation, studies indicate
that decisions can easily by influenced by the man-
ner in which information is presented (Sutherland
etal., 1991; Mazur and Hickham, 1994). It is possible
for such manipulation to occur in clinical practice. A
recent study examined voluntariness in the deci-
sions of adolescents (Schachter et al., 2005).

How should I approach voluntariness in
practice?

Internal and external controlling factors can affect
patients’ decisions about treatment. For example, a
patient with metastatic prostate cancer and bone
pain is subject to internal controlling factors. A
symptom-free life without treatment is not pos-
sible, and the patient must make some decisions
while suffering severe pain, at least until the pain is
treated. These internal factors arise from the
patient’s medical condition rather than from an
external source, such as any action by the clinician.
The clinician’s role is to minimize the potential
controlling effect of these internal factors to the
best of their ability. For example, the clinician can
reduce the impact of acute pain on decision mak-
ing by deferring non-urgent decisions until the
pain has been treated.

External controlling factors may be related to the
clinician, the healthcare setting or to other people
such as family and friends. We will focus here on
the clinician and the healthcare setting; however,
problems can also arise when family, friends, or
others exert excessive control.

In the few circumstances in which it is accept-
able for clinicians to use force, the least restric-
tive technique possible should be preferred. For
example, if a patient is at immediate risk of
harming himself or herself, simple observation in
a supervised environment, rather than physical
restraint or sedation, may be sufficient. Similarly,
an elderly patient with delirium who is falling out
of bed can be moved to a mattress on the floor so
that the risk of falling is eliminated without phys-
ical restraint.

In psychiatric and long-term care institutions, a
patient advocate can help the clinician to ensure
that consent is not coerced. Clinicians can also
take steps to minimize the coercive nature of
institutions by enhancing the patient’s sense of
choice. Useful strategies might include encour-
aging patients to involve their family or friends
in decisions, encouraging them to ask questions,
and promoting their awareness of the choices
available to them (e.g., “TI would like you to have a
test tomorrow. Do you want to talk about this with
someone you are close to? Is there any reason to
delay?”).

Clinicians can also take steps to minimize the
potential for manipulation. Firstly, because patients
can be manipulated when the information they
receive is incomplete, clinicians should ensure that
adequate information has been disclosed to the
patient. Secondly, manipulation can occur when
information is presented in a biased fashion. A
useful strategy is to ask patients to review infor-
mation in their own words. Also, if a patient who
accepts therapy because of its potential benefits
continues to accept it when its potential risks are
emphasized, then the clinician can be more con-
fident that this decision has not been manipulated
(Redelmeier et al., 1993).

The cases

The endoscopist asks Mr. F to review the reasons
for having the test in his own words. Mr. F says that
he has “no choice but to have the test” because



“my doctor won’t let me leave until I do.” Mr. F
expresses that he is self-employed and cannot afford
to be off work any longer. Because the endoscopy is
not an emergency, the endoscopist calls the attend-
ing physician, who agrees that the test should be
delayed. After a further discussion that afternoon,
Mr. F consents to the endoscopy, which is performed
the next morning before Mr. F’s next shift.

In a team meeting that same day, the discussion
focuses on Ms. G and her custody battle. The social
worker had not previously been aware that Ms. G
was divorced, nor that the release of information to
the husband could have drastic consequences. In a
follow-up meeting with Ms. G, the social worker has
an opportunity to discuss her recovery as well as
her right to choose how and with whom her infor-
mation is shared. Ms. G now understands that,
in spite of her husband’s threats, nobody at the
health facility will share information without her
consent or other legal authority to disclose as per-
mitted or required by law. Ms. G and her husband
ultimately share joint custody of their children.
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Truth telling

Philip C. Hébert, Barry Hoffmaster, and Kathleen C. Glass

Mr. H is 26 years old and has recently joined a general
practitioner’s list. The patient’s past medical history is most
notable for an episode several years previously of unilateral
arm weakness and visual blurring without headache that
resolved within 12 hours. He was referred to a neurologist,
who did many tests and told him it was likely a transient
viral infection and he should return if the symptoms
recurred. Mr. H thought no more about it and has had no
similar episodes since then. His medical records contain a
letter from the neurologist to the previous family physician
stating that Mr. H almost certainly has multiple sclerosis.
The neurologist explains that he does not disclose the
diagnosis in the early stages because he is concerned about
causing excessive worry.

Ms. 1 is a 56-year-old dishwasher admitted with jaundice
and anemia. Investigations have revealed advanced cho-
langiocarcinoma. Her family insists she not be told,
explaining that families in their culture act on behalf of
ill relatives. They argue that telling her the diagnosis of
cancer would cause her to lose hope and so forbid its
disclosure to her by medical staff. “Leave it to us to tell her
what she needs to know,” they say. A staff member who
speaks their language overhears them telling Ms. F that
everything will be fine and that she will be able to go home
soon.

What is truth telling?

Truth telling in healthcare may be defined as the
practice and attitude of being open and forthright
with patients; that is, it is about encouraging

authenticity and genuineness in the relationship
between healthcare professional and patient. Truth
telling requires the belief that, in general, truth is
better than deception. It also requires an intent
and effort to be as accurate and honest as possible
with patients and includes the duty to disclose
information for consent purposes.

Why is truth telling important?

Ethics

Truthfulness with patients comports well, of course,
with democratic policy and practices. Without
accurate information, patients are less able to make
informed decisions about care. Scientific medicine
has provided patients with new treatment opportun-
ities and requires clinicians to be knowledgeable
about these and share that knowledge with patients —
thus, the harms of non-disclosure have increased as
the options for care have expanded over time.
Informed patients may also make decisions affecting
their lives as a whole that they could not have made
had they been unaware of the true nature of their
condition.

Regardless of consequences, patients should be
told the truth because of the respect owing to them
as persons. Interviews with patients support this
perspective. For example, in a study carried out
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CMA] 156: 225-8.



before any treatment for multiple sclerosis existed,
many patients with the disease felt they had a right
to know what was wrong with them. Some were
angry about being asked why they wished to know.
One said: “Do I have to explain why? Just so that
I know” (Elian and Dean, 1985). Cabot’s (1903)
view that physicians should strive to create a “‘true
impression” in the mind of the patient about his or
her condition fostered the covenant of trust
between physician and patient that is central to the
practice of medicine (Cassel, 1996). This contrasts
with the centuries-old Hippocratic cautioning
against veracity with patients (Bok, 1979).

Deception by physicians is sometimes implicitly
recommended as a way of preventing the possible
harms of truth telling (Nyberg, 1993). Patients,
especially when ill, are presumed to have difficulty
handling the unvarnished truth and so it is/was the
doctor’s duty to keep the ‘“whole truth” from them.
Some cultures and families believe truth telling is
cruel as it may cause avoidable worry in patients.
This “protective deception” has some credence,
especially at times when, and in those places
where, medicine could offer little tangible help to
patients. Nonetheless, although very ill patients
may want someone to look after and guide them
(Ingelfinger, 1980), this does not necessarily entail a
preference for ignorance. Allowing others to make
decisions for oneself, to be “taken care of”’ in the
full sense of this phrase, can be consistent with
wishing to remain informed about one’s condition.
Physicians should “sound out” patients about their
preferences in this regard irrespective of cultural
differences.

Law

Truth telling, as conceived in this chapter, includes
the broader notion of accurate and honest commu-
nication practices. The jurisprudence relevant to this
varies among countries and is largely focused on
negligent disclosure for consent purposes (see
Chapter 2 for more information). Canadian courts
have long recognized the physician’s obligation
to provide information that would be required
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by a reasonable patient in the plaintiff’'s position
(Reibl v. Hughes, 1980). Australian (Rogers v.
Whitaker, 1992; Chappel v. Hart, 1998) and most
American jurisdictions (Canterbury v. Spence, 1972)
similarly use this so-called modified-subjective
standard while British courts seem largely to adhere
to a profession-based standard of disclosure (what a
reasonable professional would disclose) (Bolam v.
Friern Hospital Management Committee, 1957).

Recent developments have expanded legally
required disclosure to include, as part of a phys-
ician’s fiduciary duties, telling patients and/or their
families about “‘unexpected outcomes of care,” that
is, adverse events or errors. For example, failure to
tell a patient about the accidental puncture of his
spleen during a lung biopsy was held to breach the
physician’s duty to inform the patient, particularly
because the patient had asked what had occurred
during the procedure. The judge concluded that
litigation arose from a “less than satisfactory phys-
ician—patient relationship” caused by the failure of
the physician to take the patient “into his confi-
dence” (Stamos v. Davies, 1985, p. 25).

In another case, a physician was found negligent
for failing to tell a patient of his risk of having
(possibly) acquired infection with the human
immunodeficiency virus from a transfusion. While
the doctor argued he had done so to protect the
patient from information that would only cause
him psychological harm, the court held that this
patient would have wanted to know this infor-
mation, even though, at the time, there was little
that could be done for HIV (Pittman Estate v. Bain,
1994).

Courts in the USA (Arato v. Avedon, 1993),
Canada (Hopp v. Lepp, 1980; Reibl v. Hughes, 1980),
and the UK (Chester v. Afshar, 2004) have granted
that there may be exceptions to truth telling, for
example when the patient’s emotional condition
is such that the disclosure of bad news could
itself cause harm. The most relevant test for non-
disclosure is “whether the disclosure would in itself
cause physical and mental harm to this patient”
(Picard 1984, p. 99). Physicians should start with
the assumption that all patients are able to cope
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with the facts, and reserve non-disclosure for the
less usual cases in which more harm will result
from telling the truth than from not telling it.

Policy

The American College of Physicians (2005, p. 563)
recommended that “[h]Jowever uncomfortable for
the clinician, information that is essential to and
desired by the patient must be disclosed. How and
when to disclose information, and to whom, are
important concerns that must be addressed
with respect for patient wishes.” It adds that the
professional duty to be honest with patients
requires that the “disclosure and the communi-
cation of health information should never be a
mechanical or perfunctory process. Upsetting news
and information should be presented to the patient
in a way that minimizes distress.”

The British Medical Association (2004, p. 43)
noted that the “relationship of trust depends upon
‘reciprocal honesty’ between patient and doctor”
and also encourages the sensitive delivery of bad
news. The Canadian Medical Association’s (1996)
Code of Ethics recommends that physicians pro-
vide patients with whatever information that
might, from the patient’s perspective, have a
bearing on medical care decision making and to
communicate that information in a way that is
comprehensible to the patient.

Empirical studies
Physicians

In alandmark study in 1961, 90% of a sample of 219
US physicians reported they would not disclose a
diagnosis of cancer to a patient (Oken, 1961). Of
the 264 physicians surveyed almost 20 years later,
97% stated that they would disclose a diagnosis
of cancer (Novack et al., 1979), indicating a com-
plete reversal of professional attitudes toward truth
telling, at least in the context of a diagnosis of
cancer.

Cultural values appear to influence physicians’
attitudes toward truth telling. In one US study,

physicians who reported that they commonly told
cancer patients the truth said that they did so in a
way intended to preserve “hope” and ‘“‘the will
to live,” both valued notions in US society (Good
et al., 1990). Compared with their North American
counterparts, gastroenterologists from southern
and eastern Europe are less likely to be candid with
patients about serious disease, believing this to be
the best way to preserve “hope” (Thomsen et al.,
1993).

Patients

The literature suggests that most North American
patients want to be informed about their medical
situation. For example, in a study involving 560
patients with cancer and their families, 87% of
respondents felt that patients should be told the
truth about their illness (Samp and Curreri, 1957).
A 1982 survey indicated that 94% of patients
wanted to know everything about their condition;
96% wanted to be informed of a diagnosis of
cancer, and 85% wanted to be given a realistic
estimate of their time to live, even if this were less
than one year (President’'s Commission for the
Study of Ethical Problems in Medicine, 1982).
Studies of older patients, sometimes thought to
be less interested in the truth, have shown that
almost 90% want to be told the diagnosis of
cancer (e.g., Erde et al., 1988). Studies have found
that over 90% of patients want to be told a diag-
nosis of Alzheimer disease (Ajaj et al., 2001), and
that over 80% of patients with amyotrophic lateral
sclerosis wanted to be given as much information
as possible (Silverstein et al., 1991).

However, lack of effective treatment has generally
been taken to justify medicine’s traditional avoidance
of truth telling and is thought to be one reason, even
today, why many patients at risk for Huntington
disease do not seek to know their genetic status
(Terrenoire, 1992). Other studies suggest cultural
influences upon truth telling. For example, one study
found a larger percentage of Korean-born patients
preferred to be given less information than did
US-born patients (Blackhall et al., 1995). In Italy, lack



of candor about the diagnosis of Alzheimer disease is
common (Pucci et al., 2003). A larger percentage of
patients in Japan (65%) than in the USA (22%) would
want their families to be told a diagnosis of cancer
before being informed themselves, and many more
Japanese (80%) than US (6%) doctors agreed with
this (Ruhnke et al., 2000). As a result, patients with
advanced cancer in Japan are told their prognosis
only if the patient’s family consents (Akabayashi
etal., 1999).

Outcomes

Good physician communication skills, which are
part of the art of truth telling generally, improve
patient satisfaction and the quality of medical care
(Brown et al., 1999). It has been estimated that an
extra two to three minutes for consultation improves
rapport with the patient (Levinson et al., 1997). Truth
telling increases patient compliance (concordance)
with prescribed medications (Greenhalgh, 2005),
reduces morbidity such as pain (Egbert et al., 1964)
and anxiety (Luck et al., 1999) associated with med-
ical interventions, and improves health outcomes
(Stewart, 1995). Informed patients are more satisfied
with their care and less apt to change physicians than
those not well informed (Kaplan et al., 1996). Even
very young children, facing major surgery, are able to
handle difficult news (Alderson, 1993). Failing to be
honest with children can have lasting negative psy-
chological consequences (Wallace, 2001). In one
study, parents who were able to be candid about
death with their dying child felt such open discussion
helped them and their child. Parents who were
unable to be so forthright later regretted their reti-
cence (Kreicbergs et al., 2004).

Some studies, however, suggest that truth telling
can have negative consequences. Poor disclosure,
even if accurate, can have devastating conse-
quences for patients (Anon., 2000) - such disclos-
ure is typically done too hurriedly, in the wrong
setting, without appreciation of the patient’s cir-
cumstances, and without addressing the patient’s
real needs and fears.
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Truth telling can result in “labeling” patients.
For example, patients told they had hypertension
exhibited decreased emotional well-being and
more frequent absence from work (MacDonald
et al., 1984). In another study, more information to
patients with cancer resulted in higher anxiety
levels among patients (Jenkins et al., 2001). Con-
cerns regarding the purportedly very bad outcomes
of disclosure - loss of hope, premature death, or
suicide — are anecdotal and lack any real empirical
foundation.

How should I approach truth telling in
practice?

Truth telling can be difficult in practice because of
uncertainty — both in medicine and in the patient in
terms of what he or she wishes to know — and the
concern that the “truth” might harm the patient. It
can also be difficult because truth telling is not a
simple task and often requires, for its proper exer-
cise, a longitudinal relationship between doctor and
patient.

The uncertainty of an early diagnosis of a lethal
condition may make the clinician wary of premature
disclosure. Nevertheless, this uncertainty can and
should be shared with patients (Logan and Scott,
1996). Telling patients about the clinical uncertain-
ties and the range of options available allows them to
appreciate the complexities of medicine, to ask
questions, to make informed realistic decisions, to
assume responsibility for those decisions, and to be
better prepared just in case the dire prognosis turns
out to be correct.

Predicting what information a patient will find
upsetting, or foreseeing how upsetting certain
information will be, can be difficult. Patients may
indicate, explicitly or implicitly (Pisetsky, 1996),
their desire not to know the truth about their situ-
ation. When such desires are authentic and realistic
they should be respected. It is possible to deliver the
truth in a way that softens its impact; many books
provide practical suggestions on telling bad news
(Buckman, 1992; Tate, 1995). The truth may be
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brutal, but “the telling of it should not be” (Jonsen
etal., 1992). Indeed, the task for physicians is how to
combine honesty and respect for patient autonomy
with caring and compassion.

For example, some patients with terminal ill-
nesses may indicate that they do not want to know
the full truth about their situation (Surbone, 1992).
Physicians should explore these preferences sen-
sitively to ascertain whether they are indeed
authentic. There should be an attempt to canvas
the patient’s views on disclosure by “offering the
truth” to the patient (Freedman, 1993). When a
patient has a serious illness such as cancer, it may
be helpful to document his or her preferences
regarding the involvement of family members.
Families who resist disclosure should be counseled
about the importance of truth telling, much as they
might be counseled about the appropriate man-
agement of any medical problem. Ongoing and
respectful communication often, but not always,
can overcome family and cultural barriers to dis-
closure (Chiu et al., 2000).

Physicians are increasingly expected to disclose
the occurrence of adverse events resulting from
medical care to patients (Hébert, 2001), but they
frequently do not do so (Berlin, 2006). The dis-
closure of such events is not an admission of sub-
standard practice. Telling the truth can defuse
resentment on the part of the patient and reduce
the risk of legal action (Ritchie and Davies, 1995).
Patients sometimes sue physicians out of a “need
for explanation - to know how the injury happened
and why”’ (Vincent et al., 1994).

Despite this chapter’s emphasis on truth telling,
studies suggest that 10-20% of all patients do not
want to know the details of their condition. For
such patients, truth should be offered but not
forced on them. In all cases of disclosure, just how
and when to discuss the patient’s situation, and
how much to say at any one time, will vary from
one patient to the next (Shattner, 2002). This is the
art of truth telling, which relies on the skills and
attitudes of the doctor to “‘take the patient into his
(or her) confidence” and give him (or her) a “true
impression” of his (her) illness.

The cases

If the neurologist seriously considered multiple
sclerosis as a likely or working diagnosis, he was
not justified in withholding this information from
Mr. H. A general worry about causing anxiety is not
sufficient to exempt a physician from his or her
responsibility to tell the patient the truth — which in
this case is the possibility (or probability) of serious
disease. Physicians need not and should not wait
for certainty before they disclose information to
patients. Patients may be empowered to watch for
symptoms of disease progression or be encouraged
to do things that might prevent progression. If
Mr. H is not told about his condition and makes a
decision he would otherwise not have made had he
been better informed, his physicians would bear
some moral responsibility and perhaps even legal
liability.

Ms. 1 should be spoken to on her own with a
translator who is not a relative to have her views on
disclosure assessed. Does she want to be informed
of all the details of her illness or would she prefer
the physicians to speak first with her family? The
patient’s authentic wishes ought to be respected.
Where they diverge from the family’s views, these
differences should be acknowledged and help
offered to the family in accommodating to them.
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Confidentiality

Mr. ] is 35 years old. He has had unprotected sex with
prostitutes on at least two occasions. Although he is
asymptomatic he is worried about the possibility that he
may have contracted a sexually transmitted disease and
consults his physician. After conducting a careful physical
examination and providing appropriate counseling, the
physician orders a number of investigations. The blood test
comes back with a positive result for HIV. The physician
offers to meet with Mr. ] and his wife to assist with the
disclosure of this information, but Mr. ] states that he does
not want his wife to know about his condition.

Ms. K is 29 years old and has epilepsy. Her driving license
was revoked when she was first diagnosed with epilepsy
and she has continued to have seizures every three to four
months while on treatment. Ms. K mentions in passing to
her physician that she sometimes drives short distances to
get groceries. When her physician challenges her about this
she says her seizures are very infrequent. Finally, the
physician tells her he may have to notify the authorities.
Ms. K asks what more the authorities can do as they have
already revoked her license. Are they going to leave a police
car outside her house to make sure she doesn’t drive?

What is confidentiality?

If a person gives information to another in confi-
dence there is an obligation on the person receiv-
ing the information not to disclose it to someone
else. This obligation, or duty, of confidentiality can
be invoked explicitly by the provider of information

Anne Slowther and Irwin Kleinman

stating that the information must not be shared, or
it can be implicit in the nature of the relationship
between the provider and receiver of information.
Consequently, there is both an individual and a
public expectation that information given to a
health professional in the context of the clinical
relationship will not be disclosed to third parties.
The duty of confidentiality provides the foundation
for trust in the therapeutic relationship. Profes-
sional organizations and regulatory bodies place
great importance on the duty of confidentiality,
and health professionals who breach confidential-
ity may be subject to disciplinary proceedings.
However, there is also an understanding that
confidentiality cannot be absolute and that some-
times it may be permissible, or even legally
required, to breach confidentiality. The increasing
capability to generate and disseminate information
in healthcare, together with the increasing com-
plexity of healthcare provision, has implications
for our understanding of the nature and limits of
confidentiality. Development of multidisciplinary
healthcare teams raises questions of how much
information can be shared within the team, and
who is recognized as a team member for this
purpose. Access to electronic patient records for
research and management purposes provides a
“public interest” challenge to individual confiden-
tiality, which expands the boundary of confidenti-
ality beyond the context of individual patient care
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(Ingelfinger and Drazen, 2004; Peto et al., 2004;
Powell and Buchan, 2005). Advances in genetic
testing have prompted debate about whether gen-
etic information creates different responsibilities
regarding confidentiality (Hallowell et al., 2003;
Plantinga et al., 2003; Parker and Lucassen, 2004).
Breach of confidentiality is generally perceived
as a deliberate disclosure of information to a third
party. However, inadvertent breaches of confiden-
tiality that are easily preventable may also occur in
healthcare: a conversation about an ‘“‘interesting
case” in the hospital elevator, patients’ names and/
or diagnoses displayed in a manner visible to non-
treating individuals. Healthcare workers should be
aware of the risks of inadvertent breaches of con-
fidentiality and take steps to avoid them.

Why is confidentiality important?

Ethics

There are a number of moral foundations for the
importance of confidentiality in healthcare. The
expectation that information disclosed to a health
professional will remain confidential encourages
patients to be open with their clinician. If patients
thought this was not the case, they may withhold
important information that is necessary for effect-
ive treatment or for protection of others. For
example, some patients may not feel secure in
confiding their dependence on drugs or alcohol
and, therefore, not receive appropriate treatment.
The benefit generated by the rule of confidentiality
is usually considered to outweigh any harm or
disadvantage, for example restrictions on research
or management inefficiencies. Of equal, if not
greater, importance than this consequentialist
justification for confidentiality is the clinician’s
duty to respect patient autonomy in medical
decision making. Competent patients have a right
to control the use of information pertaining to
themselves. A clinician who shares that infor-
mation with others, without the patient’s consent,
does not respect the patient’s autonomy and will,

therefore, have behaved in a morally questionable
way — even if no harm results, indeed even if the
patient is unaware of the breach of confidentiality.
A further moral consideration for the importance of
confidentiality in the clinician—patient relationship
arises from the nature of the relationship and the
duties generated by that relationship. There is an
implied promise that confidences will be respected
in this particular relationship and the clinician has
a duty to keep this promise. Breaking such a
promise is a betrayal of trust.

Although there are strong moral arguments for
taking confidentiality very seriously, there are
counter-arguments to support breach of confiden-
tiality in some circumstances. While considerations
of utility generally provide a strong argument for
maintaining confidentiality, they could also justify
breaching confidentiality if there is a risk of serious
harm to either the patient or others. This line of
reasoning is also used to argue for greater access to
patient data for research and public health pur-
poses, for instance, the benefit to the common good
outweighs the harm to the individuals’ loss of
control over their personal data.

Even the principle of autonomy is not absolute.
As John Stuart Mill observed in 1859, personal
freedom may legitimately be constrained when the
exercise of such freedom places others at risk of
harm (Mill, 1962). In the context of confidentiality,
this suggests that a patient’s right to control how
personal information is shared with others is con-
strained by an obligation not to harm others. When
harm is threatened, the primacy of autonomy, and
hence the duty to preserve confidentiality, no
longer takes precedence, and disclosure without
the patient’s authorization may be permissible or
required.

Law

The principle of confidentiality is also underpinned
by law. In the UK, the courts have stated that
there is a public interest in maintaining medical
confidentiality against which any breach of confi-
dentiality in the public interest must be weighed



(W v. Edgell, 1990). In some countries, there is
statutory legislation requiring physicians to respect
patient confidentiality. A legislative survey of
confidentiality laws in the USA found that 37 US
states impose a duty on physicians to maintain
confidentiality of medical records, and 42 states
protected information received during a clinical
consultation from disclosure in court proceed-
ings with some exceptions (Gostin, et al., 1996).
Several countries have legislation to protect written
and electronic information held as part of a med-
ical record, for example the UK Data Protection Act
(1998), State legislation in the USA (Gostin et al.,
1996), and the Federal Privacy Act in Australia
(1988).

Legal requirements to disclose certain kinds of
information are defined in statutory legislation in
many countries. These requirements commonly
relate to information about specified diseases,
suspicion of child abuse, and some criminal pro-
ceedings. Some US state legislation permits dis-
closure of health information for epidemiological
and research purposes (Gostin et al.,, 1996). The
UK Data Protection Act (1998) allows disclosure
of anonymized information for certain types of
research. In addition to statutes, the common law
recognizes that breach of confidentiality is lawful
in some circumstances, mainly when there is a risk
of serious harm to others if confidentiality is
maintained. In the case of Wv. Edgell (1990) in the
UK, the Court of Appeal held that the breach of
confidence in this case regarding a prisoner in a
secure hospital was justified in the public interest,
in order to protect the public from dangerous
criminal acts. However, the Court said the risk
must be “real, immediate and serious” to justify
such a breach. A key US case was that of Tarassoff
v. Regents of the University of California (1976).
This involved a psychologist who had reason
to believe that his patient would kill a woman
(Ms. Tarassoff). At the psychologist’s request, the
campus police arrested the patient, but he was later
released. Ms. Tarassoff was not informed and was
later killed by the patient. The California Supreme
Court established a duty to protect that may or may
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not include a warning to the potential victim or to
the police. Both the Tarassoff and Edgell judgments
rested on the risk of serious harm to others if
confidentiality was not breached. This raises the
question of what level of risk and harm are neces-
sary to justify a breach of confidence, or underpin
a duty to warn. Recent advances in genetic diag-
nosis have led to a debate on the nature of the
duty of physicians to inform family members of
the risk of hereditary disease, and the US courts
have already considered cases brought against
physicians in this area with conflicting results (Offit
et al., 2004).

Policy

The Hippocratic Oath explicitly demands confi-
dentiality in physicians’ dealings with patients
(Edelstein, 1943): “What I may see or hear in the
course 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 shameless
to be spoken about.” The Hippocratic Oath, and
subsequent codes of ethics, such as the Inter-
national Code of Ethics of the World Medical
Association (1949), admit no exceptions to the duty
of confidentiality. However, more recent profes-
sional guidance does accept that breaches of con-
fidentiality may be justified, or even required, in
some circumstances. Professional codes of ethics
(American Medical Association, 1995; Australian
Medical Association, 2004; Canadian Medical
Association, 2004; General Medical Council, 2004)
specify that confidentiality can be breached if
required by law, or in circumstances where there is
a significant risk of serious harm to others.

Most professional guidance emphasizes the
importance of seeking consent from the patient to
disclose information if possible, or that the patient
is informed that disclosure will occur if the patient
refuses to give consent and the risk of harm is
thought to justify disclosure. Guidance on inform-
ing family members of genetic risk is less clear,
unless it falls into the category of representing a
significant risk of serious harm. The American
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Medical Association (2006) advises that the duty
of the physician is to inform the patient of the
need to discuss implications of test results with
family members, and to offer to facilitate this
discussion.

Sharing information within the healthcare team
or with others involved in the patient’s care is
usually seen as acceptable if the information is
necessary for effective patient care. Implied consent
for this type of disclosure is assumed. However,
if information is to be shared with other organiza-
tions outside healthcare, for example social ser-
vices, then patient’s consent may be required. In
some instances, a professional body may advise
that disclosure of information in the public interest
is necessary even if not specifically required by
legislation.

Empirical studies

An increasing number of empirical studies have
looked at the attitudes of patients and healthcare
professionals to issues of confidentiality. Sankar
et al. (2003) conducted a literature review of studies
of patients’ perceptions of confidentiality and
concluded that many patients are unaware of, or
misunderstand, the legal and ethical duty of con-
fidentiality, and a significant minority of patients
distrust clinicians to protect confidential infor-
mation to the extent that they will delay or forgo
medical care because of this concern. Patients
have different views about what information
should be kept confidential (Jenkins et al., 2005).
Implicit consent to sharing of medical information
between healthcare professionals cannot always be
assumed. Schers et al. (2003) found that patients
did not always accept that on-call general practi-
tioners should have full access to their medical
records. Carman and Britten (1995) found that
patients viewed access by hospital staff to their
records as less of a concern than access by staff
within their general practice clinic. Young people
may be more concerned about their confidentiality
being preserved than older adults, and concern
over confidentiality in relation to sexual health

services for teenage girls may impede uptake of such
services (Reddy et al., 2002; Carlisle et al., 2006).
Studies of health professionals also show confusion
in this area. Marshall and Solomon (2003) found
that 54% of providers of mental health services
were confused over what type of information is
confidential, and that conservative approaches to
confidentiality were thought to be a barrier to col-
laborative care of patients with mental illness.

Physicians’ attitudes to confidentiality vary
depending on the country in which they practice.
French general practitioners are more likely to be
paternalistic in their attitude to patient confiden-
tiality than those in Denmark (Mabeck, 1985). In
the Netherlands, 35% of general practitioners
would only disclose information to another phys-
ician (Lako et al., 1990). A study of family doctors in
Spain found that 95% would disclose information
to a patient’s family, and 35% would do so without
seeking the patient’s permission (Perez-Carceles
et al., 2005). Health professionals may inadvert-
ently breach confidentiality through carelessness
or because of physical limitations of privacy
in an institutional setting. Several studies have
found that hospital lifts are a common setting for
breaches of patient confidentiality (Ubel et al.,
1995; Vigod et al., 2003) and in one study of privacy
in an emergency department, 36% of patients
heard conversations from another room or the
corridor (Olsen and Sabin, 2003).

How should I approach confidentiality
in practice?

Clinicians must respect their patients’ confidences.
Private information, particularly if identifiable,
should only be disclosed to a third party with the
consent of the patient. If the patient lacks compe-
tence then, depending on jurisdiction, either the
consent of the patient’s representative is required
or disclosure should be discussed with the patient’s
representatives and only occur if it is in the
patient’s best interests. Clinicians should be aware
of the legal requirements for disclosure of patient



information in their own countries, and whenever
possible discuss such disclosures with patients
beforehand.

When there is a significant risk of serious harm to
another person or persons if information is not
shared, and there is no statutory requirement to
disclose, the duty to protect or warn may override
the duty of confidentiality. In considering a breach
of confidentiality in such cases it is important to
balance the harm likely to arise if the information is
not disclosed with the harm resulting from a
breach of confidentiality. In determining the pro-
portionality of these harms, the clinician must
exercise his or her judgement. If in doubt, it would
be prudent to seek advice from a professional
organization or medical defense union. Prior to
disclosing information, the clinician should seek to
persuade the patient to consent to the disclosure,
and if disclosure is made without consent, the
patient should be informed that this will occur.

When disclosing information, it is necessary to
consider to whom the information should be given
and how much should be disclosed. Any breach of
confidentiality should be limited to that necessary
to prevent foreseeable harm. In situations where
patient information is shared without explicit
consent (e.g. with other health professionals, or use
of data for research or disease registers), it is good
practice to inform patients that this may occur, for
example by explaining this in patient literature or
notices in the clinic.

The cases

Mr. J's physician should advise him that his wife
needs to be made aware of his condition, and that
if necessary his wife will be informed without his
consent. It is important to explain the reasons why
his confidence may be breached in this situation,
and to make every effort to maintain a therapeutic
relationship with him, as he will require ongoing
treatment and support for his condition. Spend-
ing some time discussing his concerns about
disclosure and offering support to deal with these
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concerns may bring about a change of mind on his
part. In jurisdictions where notification of HIV
status to a public health authority is legally
required, this may provide further persuasion
for Mr. ] to consent to the sharing of information.
The risk of serious harm to Mr. J's wife would be
the justification for a breach of confidentiality.
Clinicians need to be aware of the local legal
and professional standards concerning how they
should inform partners in a way that protects them
from liability. Therefore, if the conclusion is that
Mr. J’s wife should be informed without his con-
sent, discussion with a professional or defense
organization, or the institutional legal advisor,
would be sensible.

Ms. K’s physician needs to consider the harm that
may occur to her and others if she continues to
drive and has a seizure while at the wheel. Apart
from Ms. K, there is no clearly identifiable person
who is in danger, unlike the case of Mr. J. The risk
of her having a seizure while driving is low, given
that she drives only for short journeys two or three
times a week and has fairly infrequent seizures.
However, the potential harm that could occur is
very serious, including the possibility of death for
several people. Ms. K’s physician should counsel
her regarding the risks to other people and to
herself (including the financial risk as she will not
be insured in the event of an accident). This may
prove effective in persuading her to face up to her
illness and the need to alter her lifestyle as a con-
sequence. If she continues to drive, the physician
must decide if the potential harm is sufficiently
great to breach her confidence. Professional and
legal guidance may vary on this issue in different
countries or US States. In the UK, the General
Medical Council (2004) provides clear direction
that if the physician cannot persuade the patient to
stop driving, or is given evidence that a patient is
continuing to drive contrary to advice, relevant
medical information should be disclosed immedi-
ately, in confidence, to the Medical Advisor of the
Driver and Vehicle Licensing Authority (General
Medical Council, 2004).
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SECTION 1l

End of life care






Introduction

Dying patients confront complex and unique chal-
lenges that threaten their physical, psychosocial, and
spiritual integrity. Many patients die prolonged
and painful deaths, receiving unwanted, expensive,
and invasive care. Patients’ suffering at the end of life
can be profound, yet healthcare providers are too
frequently ill-equipped to respond to this suffering.
Excellent palliative care demands careful attention
to diagnostic, prognostic, and therapeutic chal-
lenges. The clinician must demonstrate sensitivity to
psychosocial and spiritual concerns and provide
thoughtful, empathic communication with patients
and families. Yet, even when these are done with
superb skill, patients and providers will still find that
the experience of living with life-limiting illness
presents ethical dilemmas. Some are subtle and,
perhaps, not recognized. Other dilemmas are easily
apparent. This section outlines the key ethical chal-
lenges in caring for patients at the end of life.
Chapter 8 is on quality end of life care and pre-
sents a conceptual framework with three main
elements: (i) control of pain and other symptoms,
(i) decisions on the use of life-sustaining treat-
ments, and (iii) support of dying patients and their
families. These elements are key to delivering
quality care. They are also the nexus upon which
ethical conflicts arise. For example, control of pain,
in its extreme, may hasten death. Decisions on the
use of life-sustaining treatments depend upon
advance care planning and, in its absence, substi-
tute decision making. And support of dying patients
and their families recognizes the important role for
healthcare providers even when conflicts arise.

James A. Tulsky

Chapters 9 and 10 focus on decision making. The
first covers what to do when someone is ill, cannot
make decisions for themselves, and has not left clear
instructions in the form of an advance directive.
This chapter offers detailed suggestions for walking
through this process. Chapter 10, on advance care
planning, describes the conceptual underpinning of
decision making in palliative medicine. The chapter
argues that advance care planning is a process with
multiple goals, not all of which are directly related to
decision making. From the perspective of patients
and families, advance care planning also allows
them to maintain a sense of control, relieve the
burden on loved ones, and strengthen relationships.
The process also highlights critical culture differ-
ences, always important in bioethics, but which
emerge prominently at the end of life. When
advance care planning is considered in this total
sense, satisfying multiple objectives, clinicians rec-
ognize the need to approach patients and families as
partners with curiosity and compassion.

We then consider the thorny issues related to
euthanasia and assisted suicide (Ch. 11). In many
ways, this topic has driven much of the debate
about palliative care, even though relatively few
people express a true desire to control the time and
place of their death in this way. Assisted dying has
likely become a flashpoint because such a choice
explores most directly questions of what is killing
versus letting die at the end of life, and whether
such decisions are justified in the face of over-
whelming suffering. There is a fair amount of
public support for the concept of assisted death,
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yet it remains illegal in most jurisdictions and these
laws are unlikely to change. This probably reflects
the high regard for life in all societies, and the
strong hesitation to lessen prohibitions against
killing, even when some may feel it is the most
compassionate option.

Chapter 12 addresses conflict in the healthcare
setting at end of life. As much as assisted suicide has
dominated news about end of life care in recent years,
for the clinician, it is bedside conflicts around treat-
ment decisions that are most prevalent and troubling.
Whereas landmark bioethics cases such as Quinlan
and Cruzan focused on families wishing to withdraw
life-sustaining interventions, most conflicts today
arise between clinicians who wish to withhold what
they perceive as futile care and families requesting
more aggressive treatment. This chapter offers an

approach that examines family, healthcare provider,
and social/organizational features contributing to
these conflicts, and it encourages identifying res-
ponsible factors prior to negotiating a solution.

Finally, the last chapter in this section discusses
brain death. The diagnosis is described, differenti-
ated from other phenomena such as vegetative
state, and criteria given. The authors also discuss
the social and legal implications of using a brain
death standard and offer an approach to its appli-
cation in practice.

Caring for patients facing the end of life is diffi-
cult for all involved. Frequently, the ethical ques-
tions are considerably more challenging than the
medical care itself. We hope this section provides
the reader with a framework within which to
approach these questions.



Quality end of life care

Peter A. Singer, Neil MacDonald, and James A. Tulsky

Dr. A is sitting at home enjoying dinner when the
phone rings. The caller is Mr. B, an acquaintance. He is
distraught. He asks how much air must be injected into an
intravenous line to cause a person to die. When asked why
he wants to know, he explains that his 72-year-old father,
currently a patient in a local hospital, has end-stage
metastatic lung cancer and is in excruciating pain. Mr. B
cannot bear to see his father in such pain and wants to end
his suffering by means of an air embolism.

Mr. C, a 68-year-old man with a 100 pack-per-year history
of smoking and known chronic obstructive pulmonary
disease, presents to the emergency department with pneu-
monia and respiratory failure. He has been intubated four
times before for respiratory failure. He uses oxygen at home
and is dyspneic at rest. He has hypoxemia, hypercapnia, and
is delirious. The emergency physician, Dr. D, tries to stabilize
his condition with oxygen, bronchodilators, steroids, and
non-invasive ventilation, but Mr. C’s respiratory status
worsens. Dr. D cannot locate Mr. C'’s family. She calls Mr.
C’s family physician and respirologist to find out whether
they have ever discussed re-intubation, but unfortunately
neither has done so. Although she is uncomfortable with this
situation because of the uncertainty about the patient’s
wishes, Dr. D decides to perform the intubation.

What is quality end of life care?

A clinician who receives a call from the emergency
department to see a patient with heart failure
will have a clear concept of what heart failure is,

as well as a framework within which to approach
the condition and its management. Unfortunately,
clinicians may not have an analogous conceptual
framework for approaching end of life care. Several
aspects of end of life care are addressed in other
chapters, especially those on truth telling, consent,
capacity, substitute decision making, advance care
planning, euthanasia and assisted suicide, and
conflict in the healthcare setting at end of life. Care
of patients at the end of life is best provided by, or in
consultation with, clinicians with expert training
in palliative care. The World Health Organization
(WHO) defines palliative care as ‘‘an approach that
improves the quality of life of patients and their
families facing the problem associated with life-
threatening illness, through the prevention and
relief of suffering by means of early identification
and impeccable assessment and treatment of pain
and other problems, physical, psychosocial and
spiritual”  (http://www.who.int/cancer/palliative/
definition/en/). However, in practice, much care for
dying patients is provided by other physicians and
healthcare workers. By “quality end of life care” we
mean a coherent conceptual framework that clin-
icians can use to approach the care of patients at
the end of life. It is a term that pulls together con-
cepts that previously had been fragmented across
fields such as bioethics and palliative care. We also
want to emphasize that quality of care for patients
at the end of life is just as important as at other

An earlier version of this chapter has appeared: Singer, P.A. and MacDonald, N. (1998). Quality end-of-life care. CMAJ 159: 159-62.
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times, although historically this has not been mir-
rored in the care patients receive. A framework for
quality end of life care is described in greater detail
on p. 55. It has three main elements: control of
pain and other symptoms, decisions on the use of
life-sustaining treatment, and support of dying
patients and their families. These elements are
based on empirical research described in the rele-
vant section below.

Why is quality end of life care important?

Ethics and law

From an ethical perspective, beneficence requires
that pain and other symptoms be controlled. The
legal status of control of pain and other symptoms
is not absolutely clear, but clinicians should not
risk legal peril if they follow established guidelines
distinguishing these practices from euthanasia.
(Hawryluck et al., 2002). Advance care planning is
used to justify much decision making at the end of
life and is ethically supported by respect for auton-
omy and is legally recognized in most Western
countries. Decisions by patients or substitute deci-
sion makers to withhold or withdraw life-sustaining
treatment proposed by a clinician are also supported
by the ethical principle of respect for autonomy and
thelegal doctrine of informed consent (Etchells et al.,
19964a, b; Lazar et al., 1996). In contrast, the ethical
and legal issues related to inappropriate use of life-
sustaining treatments demanded by patients and
substitute decisions makers over the objections of
physicians are not as clear (Weijer et al., 1998). Both
euthanasia and assisted suicide are illegal in all but a
few jurisdictions (see Ch. 11 for more information).

Policy

Advocates have framed end of life care as an issue in
healthcare quality: a positive development in that it
focuses organizational commitment to quality on
the problem of end of life care. But what does
quality end of life care entail? The WHO definition

of palliative care cited above was the earliest
attempt to describe what was needed for patients
facing death. The Committee on Care at the End
of Life of the US Institute of Medicine, National
Academy of Sciences, has proposed the following
six categories of quality end of life care: overall
quality of life, physical well-being and functioning,
psychosocial well-being and functioning, spiritual
well-being, patient perception of care, and family
well-being and perceptions (Field and Cassel,
1997). The National Consensus Project Clinical
Practice Guidelines for Quality Palliative Care built
upon these categories (National Consensus Project,
2005). This document, endorsed by all major US
palliative care organizations, defined the following
aspects of care as critical to quality: structure and
processes; physical, psychological and psychiatric,
social, spiritual, religious and existential, cultural
care of the imminently dying patient; and ethical
and legal aspects of care.

Empirical studies

Although euthanasia has often consumed the
attention of the media, the critical ethical issues
vexing clinicians, patients, and families lie else-
where. Singer et al. (1999) published a study iden-
tifying the domains of quality end of life care from
the patient’s perspective: this can be seen as the
evidence basis for the approach outlined below.
In a survey of 1462 patients, bereaved family
members, and healthcare providers, the following
factors were considered of greatest importance at
the end of life: pain and symptom management,
preparation for death, achieving a sense of com-
pletion, decisions about treatment preferences,
and being treated as a ““‘whole person” (Steinhauser
et al., 2000). Respondents ranked freedom from
pain and being at peace with God as most import-
ant. Unfortunately, pain is often poorly managed
(Portenoy et al., 1992; Cleeland et al, 1994;
SUPPORT Principal Investigators, 1995). In one
study of older patients who were conscious during
the last three days of life, 4 in 10 had severe pain
most of the time (Lynn et al, 1997). Decision



making is also problematic. In a survey of phys-
icians and nurses at five US hospitals, 47% of
respondents reported that they had acted against
their conscience in providing care to the terminally
ill, and 55% reported that they sometimes felt the
treatments they offered patients were overly bur-
densome (Solomon et al., 1993). Consistent with the
recent focus of policy efforts, quality-improvement
strategies have been applied at the organizational
level to the problem of end of life care (Baker
et al., 1998; Cleary and Edgman-Levitan, 1997). For
example, arandomized, controlled trial examined the
effect of a clinical care path containing ethics con-
sultations on the outcomes of seriously ill in intensive
care units patients (Schneiderman et al., 2003). The
intervention resulted in more rapid withdrawal of
life-sustaining treatments, with increased provider
and patient surrogate satisfaction. Processes such as
these or, for instance, focusing traditional “morbidity
and mortality rounds” on quality end of life care, can
change the culture within an institution such that
quality healthcare includes attending to the needs of
dying patients.

How should I approach quality end of life
care in practice?

To address this question, we recommend a concep-
tual framework with three main elements: (i) control
of pain and other symptoms, (ii) decisions on the use
of life-sustaining treatments, and (iii) support of
dying patients and their families. We do not believe
that a conceptual framework will magically solve the
documented problems in end of life care; we do,
however, believe that this is an important step.

Control of pain and other symptoms

No patient should die in pain or with other treatable
symptoms. Indeed, before social, psychosocial, and
spiritual problems can be properly addressed, good
symptom control must first be achieved: it is diffi-
cult to contemplate spiritual issues or to reflect on
life’s accomplishments when in pain or with kidney
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basin in hand. The undertreatment of pain and
other symptoms is well documented, but aside from
inadequate training of health professionals (Von
Roenn et al., 1993; MacDonald et al., 1997), the
causes are complicated and not well understood.
On occasion, clinicians may be concerned about
balancing good symptom control with the risk of
hastening death. Guidelines have been developed
to assist clinicians in distinguishing appropriate
analgesia from euthanasia by lethal injection
(Hawryluck et al., 2002). Controlling other symp-
toms, such as nausea, fatigue and breathlessness,
may be even more challenging than controlling
pain, but effective approaches have been developed
(von Gunten, 2005). Clinicians must keep in
mind that the problems of dying patients have their
genesis at an earlier time in the trajectory of illness.
Therefore, palliative care should not be isolated as
simply an end of life option; it must be intermeshed
with therapies aimed at prolongation of life or cure.
As in other areas of medicine, prevention or early
control of a symptom is preferable to a rescue
attempt on preventable, but now out of control,
suffering. All clinicians who care for dying patients
should ensure that they have adequate skills in this
domain, as well as access to skilled consultative help
from palliative care specialists.

Use of life-sustaining treatments

To the extent possible, patients and their families
should be able to choose the site and nature of
the care that the patient will receive in the last
days of life and should be encouraged to discuss
in advance their desires regarding life-sustaining
treatments and personal care. Clinicians should
facilitate this advance care planning (Teno et al.,
1994; Emanuel et al., 1995; Singer et al., 1996, 1998;
Martin et al., 1999) and guide and support the
patient and the family through the process of giving
consent to treatment and arranging for substitute
decision making (Lazar et al., 1996). A key skill
here is empathic communication with patients and
families (Tulsky, 2005). In addition, physicians need
to develop an approach to the opposite problem
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when the patient or the family demands treatment
that the physician feels is inappropriate (see Ch. 12).
Another key skill here is the ability to negotiate a
treatment plan that is acceptable to the patient, the
family, and the healthcare team (Fisher and Ury,
1991).

Support of patients and their families

The support that each patient and his or her family
needs from the clinician is unique. The best way to
find out what support will be appropriate in a par-
ticular situation is to use reflective listening skills and
to be available to help. Attention to psychosocial
issues demands involvement of the patients and their
families as partners. Although clinicians should be
sensitive to the range of psychosocial distress and
social disruption common to dying patients and their
families, they may not be as available or as skilled as
nurses, social workers, and other healthcare profes-
sionals in addressing certain issues. An interdisci-
plinary healthcare team can help in these areas.
Spiritual issues often come to the fore as one is dying,
and pastoral care teams and other interventions
should be available to assist the patient’s own clergy
in counseling (Chochinov and Cann, 2005). A simple
question such as “Are you at Peace?” may identify
those patients with spiritual suffering (Steinhauser
et al., 2006). Although not all families need or desire
follow-up after the death of a loved one, many
appreciate a letter or a telephone call from the
physician or a member of the palliative care team
(Bedell et al., 2001). Some families will need more
specific help. Clinicians should be sensitive to risk
factors for poor adjustment to bereavement and
should be knowledgeable about local bereavement
services (El-Jawahri and Prigerson, 2007).

The cases

Both of the cases presented at the beginning of this
chapter represent failures in end of life care. In the
first, inadequate pain control led to a desire for
euthanasia. What was needed was not an air

embolism but better pain control. When this was
achieved, Mr. B was relieved and did not pursue the
idea of euthanasia. This case also illustrates that
physicians should not take requests for euthanasia
at face value; rather, they should explore and
address the suffering that might have led to such
requests. The second case represents a failure of
communication about life-sustaining treatments.
Mr. C had end-stage lung disease and had been
intubated four times previously, so he was ideally
situated to know whether he wanted to undergo the
procedure again. Indeed, it is very likely that he had
considered this possibility. If he did want intu-
bation, knowledge of his wishes would have
relieved Dr. D’s anxiety. (Although death was
looming, it would be difficult to claim that intu-
bation would be futile in this case, given that it had
worked before.) If Mr. C did not want to undergo
intubation, he missed his opportunity to commu-
nicate this desire. Arguably, the family physician
and the respirologist should have broached this
issue with him and helped him to make his wishes
known in such a way that they would be effectively
communicated when respiratory failure occurred.

In summary, physicians caring for patients at the
end of their lives should ask themselves three
questions. Am I managing this patient’s pain and
other symptoms adequately? Have I addressed
the relevant issues with respect to the use of life-
sustaining treatment? Am I supporting this person
and his or her family?
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Mr. E is a 35-year-old man with advanced AIDS who has
recently been diagnosed with AIDS-related dementia. When
he still had decision-making capacity he told his partner,
but not his close family members, that if he ever “lost his
mind” because of his HIV infection, he would want to
receive only comfort measures for any new medical
problem. During the past two weeks Mr. E’s caregivers
have noticed that he is having increasing difficulty
breathing. In view of his medical history they think he
probably has a recurrence of Pneumocystis carinii pneu-
monia (PCP). Mr. E is brought to the hospital for a chest
X-ray to confirm these impressions. This shows probable
PCP. The physician knows that Mr. E has had a lot of
difficulty with adverse drug reactions in the past and
wonders whether or not the patient should be admitted to
the hospital for further investigations and treatment.

Mrs. F is an 83-year-old widow with advanced chronic
obstructive pulmonary disease (COPD) and osteoporosis.
Approximately six months ago Mrs. F was hospitalized
for six days because of an acute exacerbation of her
COPD. Since discharge, her breathing has not improved
to her prehospitalization status. Three months ago, she
moved into a nursing home because of her deteriorating
health and difficulty in caring for herself. In the nursing
home, she has shortness of breath at rest, which is made
worse with eating. Her closest family members are her
three married children. One daughter lives in the same
city, and the other two children live more than an hour
away by car. Earlier today, Mrs. F’s breathing deterior-
ated suddenly and she was transferred to the hospital for
assessment and treatment. When she is seen in the
emergency department she is confused because of either

respiratory failure or the toxic effects of an infection.
Blood analysis reveals hypoxemia and respiratory acid-
osis. The attending physician wonders whether or not
Mrs. F should be intubated, especially if her situation
does not improve with additional bronchodilators and
steroids. She has never required intubation before, and
her hospital records give no instructions with regard to
resuscitation. Mrs. F's daughter has just arrived and is
waiting to talk to the physician.

What is substitute decision making?

Patients with decision-making capacity may accept
or refuse medical recommendations and this often
occurs after they weigh the trade offs between likely
benefits and risks of a proposed test or treatment.
Healthcare providers assess the medical situation
and offer recommendations, but patients’ prefer-
ences and values reframe the information into
patient-centered decisions. When a patient loses the
capacity to participate meaningfully in the decision
at hand, a mechanism must exist to make decisions
that represent the patient’s goals, preferences, and
interests. This mechanism is substitute decision
making, and it usually occurs when a spouse, part-
ner, close family member, or friend assumes this
responsibility on behalf of the incapacitated patient.

This model of decision making is based on two
principal assumptions: the individual is the primary

An earlier version of this chapter has appeared: Lazar, N. M., Greiner, G.G., Robertson, G., and Singer, P.A. (1996). Substitute

decision-making. CMAJ 155: 1435-37.



decision maker and decisions are the result of a
rational weighing of benefits and risks. Both of these
assumptions can be challenged. It is important that
healthcare providers know whether their patients
and substitute decision makers share these values.
For example, in some cultural groups, the family unit
or the oldest male is the appropriate decision maker.
Therefore, although the remainder of this chapter
proceeds assuming the dominant model of the
rational, individual decision maker, healthcare pro-
viders need to be sensitive and responsive to cultural
differences.

Why is substitute decision making
important?

Ethics

The approach to medical decision making des-
cribed above is rooted in the Western tradition of
respect for patient autonomy and the right to self-
determination (Buchanan and Brock, 1989). It is
expressed most clearly in the practice of informed
consent. Substitute decision making is an attempt,
albeit an imperfect one, to extend patients control
over their own healthcare after they can no longer
exert direct control.

Healthcare providers often believe that they know
what is best for the patient. Historically, healthcare
providers frequently made decisions for patients
without discussing it with them or their family
members. However, the power to make medical
decisions has been tempered over the last several
decades, with greater appreciation for sharing
information with patients and an appreciation for
the patient’s moral authority to decide what is done
to his or her body. Moreover, healthcare providers
often have values that are distinct from those of
their patients and have difficulty predicting accur-
ately their patients’ preferences for life-sustaining
treatments (Uhlmann et al., 1988; Seckler et al.,
1991; Tsevat et al., 1995). This lack of understanding
of patients’ preferences has even been demon-
strated with physicians who report having talked to
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their long-term patients about their preferences
and values (Uhlmann et al., 1988).

Under certain conditions, healthcare providers
may experience moral distress when caring for
patients who have lost decision-making capacity.
For example, when hospital-based healthcare pro-
viders confront major decisions for patients without
decision-making capacity and without a substitute
decision maker, there may be uncertainty about
how to proceed. Uncertainty, by itself, and the
decision to continue all active therapies without
clear guidance anchored to goals of care are chal-
lenging situations for clinicians. The decision to
keep treating without guidance also occurs when
family members disagree about the right course of
action. These situations have been associated with
moral distress, especially for nurses, and moral
distress is associated with burn-out and turnover
(Jameton, 1984).

Law

In the USA and Canada, for instance, the legal
approach to substitute decision making has pri-
marily been two-pronged. In association with
passage of the Patient Self-Determination Act
(1990) and growing interest in advance directives,
laws have been passed that enable individuals to
designate the person they wish to make healthcare
decisions for them once they lose decision-making
capacity. In addition, laws pertaining to informed
consent have given family members the right
to make decisions on behalf of incapacitated
patients. In some statutes, a hierarchy of substitute
decision makers is provided. For example, in the
state of Washington, the order of surrogacy is
the court-appointed guardian, healthcare agent
(through a durable power of attorney for health-
care), spouse, adult children, parents, and adult
siblings (Washington State Legislature, 2006). An
alternative to family-based substitute decision
making is using the courts, such as assigning a
court-appointed guardian. This mechanism exists
in both the USA and Canada.



60

R.A. Pearlman

Policy

Substitute decision making is an important part
of policies of healthcare facilities and professional
organizations. For instance, the Canadian Medical
Association policy on resuscitative interventions
includes provisions related to substitute decision
making (Canadian Medical Association, 1995).
Similarly, the American Geriatric Society endorses
the value of substitute decision making for patients
who have lost decision-making capacity (American
Geriatrics Society Ethics Committee, 1996). In the
Veterans Health Administration (VHA), the largest
healthcare system in the USA, the informed consent
policy refers to substitute decision makers as surro-
gates. The policy states that, when a patient lacks
decision-making capacity, the practitioner must
make a reasonable inquiry as to the availability and
authority of an advance directive naming a health-
care agent. If no healthcare agent is authorized and
available, the practitioner must make a reasonable
inquiry as to the availability of other possible surro-
gates according to the order of priority (legal guard-
ian, spouse, adult child, parent, sibling, grandparent,
grandchild, close friend) (Veterans Health Adminis-
tration, 2003). This policy also outlines procedures
for managing disagreements between healthcare
providers and substitute decision makers.

Empirical studies

Empirical studies pertaining to substitute decision
making have primarily focused on the role and
experience of the substitute decision maker, and
the level of concordance between patients’ prefer-
ences and those of substitute decision makers.
When patients are asked who they would want to
represent them, the majority opt for their own
family members (High, 1994). Although the pri-
mary role of substitute decision makers is to make
healthcare decisions, their role is more compli-
cated. Substitute decision makers usually try to do
the right thing for their loved one while realistically
taking into consideration their own interests. They
also try to present to the healthcare providers a

more holistic picture of their loved one than that of
a patient. In addition, they often serve a role in
safeguarding the loved one’s dignity (Chambers-
Evans and Carnevale, 2005).

Research has demonstrated that family members
have difficulty predicting accurately their loved
one’s preferences for life-sustaining treatments
(Uhlmann et al., 1988; Pearlman et al., 2005). This
has been shown even among family members
involved in a study of advance care planning
(Pearlman et al., 2005). Yet, if a conflict were to
arise between a patient’s prior wishes and what
the substitute decision maker believes to be the
best decision, patients prefer that the substitute
decision maker’s decision take priority over their
previously stated wishes (Terry et al., 1999).

How should I approach substitute
decision making in practice?

Any individual can become so sick that they cannot
speak for themselves. Consequently, asking who is
the preferred substitute decision maker should
occur early in the development of a patient-
provider relationship. In the outpatient setting, this
can be raised in the context of getting to know the
patient and his or her preferences better. Some
patients lose decision-making capacity when they
are hospitalized for an acute illness. Therefore,
hospitalization is another opportunity for raising
the question of substitute decision making.
Healthcare providers are able to identify patients
at increased risk for losing decision-making cap-
acity. They also understand that patients with
families in conflict or without family pose a high
risk for future problems should the patient lose
decision-making capacity. Therefore, healthcare
providers should target these patients for discus-
sion about substitute decision makers if the need
arises. These high risk situations include:
e early dementia
e history of a stroke
e health conditions that predispose to a future
stroke (e.g., uncontrolled hypertension)



e health conditions that predispose to delirium
(e.g., frailty, advanced age)

e terminal illness

e engaging in risky behaviors that are associated
with brain injuries (e.g., riding convertible cars
without using seat belts)

e recurrent severe psychiatric illnesses (e.g., severe
dementia, mania, psychosis)

o families with conflicts

e social isolation (e.g., no family members or close
friends).

Who should make the decision for
the person who has lost decision-making
capacity?

The substitute decision maker should be the person
or persons with the best knowledge of the patient’s
specific wishes, or of the patient’s values and beliefs,
as they pertain to the present situation. In general,
close relatives are preferred as substitute decision
makers in the belief that they will know the patient
well enough to replicate the decision that the patient
would make if he or she were capable. However, the
patient may be estranged from his or her spouse,
parents, children, or siblings, and in some instances

a friend will know the patient’s wishes best.

In order to help patients to decide on the ideal
candidates to be their substitute decision makers,
healthcare providers may review with patients the
following attributes:

o meets local legal requirements, if they exist, such
as being a competent adult or at least 18 years of
age (this is important if the person wishes to
empower a healthcare agent through a durable
power of attorney for healthcare)

e knows the patient well and is willing to speak on
behalf of him or her

e is willing to talk with the patient now about
sensitive issues

e would be able to act on/advocate for the patient’s
wishes and separate their own feelings

e would be able to solicit input from other
intimates if the surrogate is unclear regarding
what patient’s wishes would have been
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e ability to handle the responsibility, physically
and emotionally

e available to meet with healthcare providers if
needed

e ability to speak to healthcare providers as equal
partners in decision making

e ability to handle conflicting opinions between
family members, friends, and/or healthcare
providers.

Sometimes a substitute decision maker is not

available or appears to be making decisions that

conflict with the patient’s previously expressed

preferences or best interests. In these circum-

stances a substitute decision maker may need to be

appointed by a court of law. In many jurisdictions

this takes significant amounts of time and adds to

the costs of care (Teno et al., 1995).

How should decisions be made for
persons who have lost decision-making
capacity?

The task of substitute decision makers is not to
decide how they would want to be treated were
they in the patient’s situation but, rather, to decide
how the patient would want to be treated. This is
critically important, and healthcare providers must
help to ensure that substitute decision makers
understand this role. The criteria on which the
decision should be based are: (i) the specific wishes
previously expressed by the patient; (ii) if specific
wishes are not known, the patient’s known values
and beliefs; and (iii) if neither specific wishes or
values and beliefs are known, the patient’s best
interests. Patients’ wishes are those preferences
expressed while they had capacity that seem to
apply to the decision that needs to be currently
made. Values and beliefs are less specific than
wishes but allow substitute decision makers to
infer, in light of other choices the patient has made
and their general approach to life, what patients
would decide in the present situation. Despite
the best intentions and most sincere efforts of
those involved, it sometimes remains unknown or
unclear what the patient would have chosen. When
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good information about patients’ wishes, or values
and beliefs, is lacking, or when the available
information is contradictory, decision makers may
be forced to make a judgement as to patients’ best
interests in particular circumstances. The calcula-
tion of a patient’s best interests is based on
objective estimates of the benefits and burdens of
treatment to the patient.

When relatives disagree, they should be encour-
aged to focus their attention on the question of
what the patient would want to be done given the
current goal of treatment or what is in the patient’s
best interests. Both of these questions need to be
answered with an understanding of the current goals
of care. For example, a patient’s preference for a
treatment, especially a life-sustaining one, usually
varies depending on whether the goal of care is
palliative comfort care or curative treatment. Often,
disagreements between family members abate over
time because a shared understanding of the clinical
situation and prognosis develops. Chaplains may
be of assistance, especially if one or more family
members are invoking religious interpretations or
perceiving religious implications of the decision.
On occasion, a court-appointed guardian becomes
involved to help to decide which of the family
members should be the official decision maker.

How can substitute decision making be
improved?

Often substitute decision makers never anticipated
that they would be in this role. The role was not
previously discussed with the patient, and so they
often feel unprepared. Healthcare providers can
initiate the discussion with patients and their loved
ones about substitute decision making.

Of course, helping them engage in a meaningful
and useful conversation becomes the more chal-
lenging step. It is important for patients and their
family members to know how decision making
would likely occur without explicit planning. If a
friend or unmarried partner is the desired substitute
decision maker, then in some areas these individ-
uals might be excluded from the decision-making

process unless they were formally appointed as a
healthcare agent. For example, in the USA the
appointment of a healthcare agent is the mechan-
ism to empower a non-family member, and this
occurs through a durable power of attorney for
healthcare.

The next task for healthcare providers is to
guide patients and their surrogates through a dis-
cussion. Often, these discussions immediately
focus on cardiopulmonary resuscitation (e.g., do-
not-resuscitate orders) or what should be done if
the person ended up in a permanent coma (Tulsky
et al., 1998). More nuanced discussion is required.
One increasingly popular approach is to identify
whether there are any particular situations in
which the patient would not want to receive life-
sustaining treatment. This might be prolonged
coma, severe dementia, or dying anyway from a
terminal illness. Studies have shown that a “state
worse than death” usually leads people to want to
forgo life-sustaining treatments (Patrick et al,
1997). Thus, the identification of these conditions
can serve as a proxy for preferences about treat-
ments. Three questions can help to focus this
conversation
1. “Are there any situations that you've read about

in the newspaper, or heard about on the radio,

or seen on TV where you've said to yourself,

I would never want to live like that.”

2. “What makes each of these situations so
unacceptable?” Asking this helps the patient to
identify core values that should help guide
decision making if a situation arises that requires
a substitute decision maker for something differ-
ent from what was specifically talked about.

3. As a check on these preferences and values, the
healthcare provider should ask if the following
interpretation is correct: “Does this mean that
if you end up like [X], you would not want
treatment for a life-threatening event that would
serve to prolong this existence?” If the answer
is yes, then the construct is supported. If the
answer is no, then asking why should identify
other core values that need to be understood
and factored into future decision making.



If patients decide to formalize preferences through
an advance directive (Ch. 10), then healthcare pro-
viders should reinforce the importance of ensuring
that substitute decision makers have access to the
document (and any future updates). Moreover, the
healthcare provider should ensure that the infor-
mation is readily available in the medical record to
ensure that other providers, if needed, have access to
this information.

Healthcare providers need to understand and be
trained in their important role of facilitating the
process of substitute decision making by providing
information that will enable the substitute to make
an informed choice on the patient’s behalf.
Healthcare professionals should guide substitute
decision makers to consider the patients’ previously
expressed wishes, values and beliefs, or best inter-
ests (in this order). When it is apparent that the
substitute decision maker is making a choice that
is significantly different from what the patient
might have chosen, healthcare providers find
themselves in a difficult situation and should seek
advice from colleagues, ethics consultants, or legal
counsel.

The cases

Mr. E is incapable of participating in the decision
making because of AIDS-related dementia. The
physician speaks to Mr. E’s partner, who agrees that
he would not want to be admitted to hospital to
undergo any invasive procedures. The partner
believes he would want to go home, perhaps with
supplemental oxygen therapy to relieve some of his
distress. He tells the physician that after his last
episode of PCP, Mr. E instructed him that he would
never wish to go through the necessary treatment
again. Before palliative home oxygen therapy is
arranged, Mr. E’s family members arrive at the
hospital and express the desire that he receive
“everything,” including aggressive life-sustaining
treatment if indicated. Mr. E’s partner talks to
the family and shows them a durable power of
attorney for healthcare form that Mr. E completed
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that empowers him to make medical decisions
on his behalf. After a series of discussions, the
family members appreciate the importance of
respecting Mr. E’s preferences and values, including
having his partner function as the primary decision
maker on his behalf. Jointly, the healthcare agent
(i.e., the partner and formal substitute decision
maker) and the family agree to palliative home
oxygen. The patient is sent home with hospice
follow-up and dies comfortably several days later.

Mrs. F is judged to be temporarily incapacitated
during this COPD exacerbation. After discussing
the patient’s incapacity, the physician asks the
daughter whether she knows what her mother
would want if the situation deteriorates further.
The daughter says that Mrs. F’s quality of life has
been declining since her dad died two years ago,
but seems to have taken a marked fall recently
since the latest hospitalization. Although she has
never discussed this sort of situation directly
with her mother, she does not think that her
mother would want resuscitation (CPR) or mech-
anical ventilation. However, she is uncomfortable
making this decision on her own. The physician
suggests that she consult with her siblings. The
physician says that in the meantime everything
possible will be done to avoid intubation; however,
intubation will proceed if it becomes medically
necessary. Two hours later the daughter reports to
the physician that all of the children feel that Mrs.
F would refuse CPR and intubation if she had the
capacity to communicate her wishes. Although the
physician makes it clear that Mrs. F might be able
to make this decision herself if she recovers from
the current episode, the daughter requests that “do
not intubate” and ‘“‘do-not-attempt-resuscitation”
orders be placed on the patient’s chart. The
rationale is that the family members believe (and
the physician concurs) that their mother’s recov-
ery, at best, would be short lived, and that she
would not want to spend her remaining days suf-
fering with shortness of breath. The physician
agrees to write the order and plans to discuss it
with the patient if her capacity improves.
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Advance care planning

James A. Tulsky, Linda L. Emanuel, Douglas K. Martin and Peter A. Singer

Mrs. G is 63 years old and has no significant history of
illness. She presents for a routine visit to her family
physician. She has read newspaper articles about living
wills and thought that this was something she ought to
address, but had never taken it further. In the physician’s
waiting room, she sees a leaflet on advance directives and
decides that today would be a good day to learn more
about this.

Mr. H is a 40-year-old man who was diagnosed 6 months
ago with advanced glioblastoma multiforme, an incurable
brain tumor. He presents to his oncologist with symptoms
of early cognitive dysfunction. The physician considers
what Mr. H should be told about advance directives.

What is advance care planning?

Advance care planning is a process whereby a
patient, in consultation with healthcare providers,
family members, and important others, makes
decisions about his or her future healthcare (Teno
et al., 1994). This planning may involve the prep-
aration of a written advance directive (Emanuel
et al., 1991). Completed by patients when they are
capable, advance directives are invoked in the
event that the patient loses decision making cap-
acity. Advance directives may indicate what inter-
ventions patients would or would not want in

various situations, and whom they would want to
name as healthcare surrogates to make treatment
decisions on their behalf.

Why is advance care planning important?

Ethics, law, and policy

Advance care planning helps to ensure that the
norm of consent is respected when sick people are
no longer able to discuss their treatment options
with physicians and thereby exercise control over
the course of their care. This norm is grounded in
the principle of self-determination and respect for
autonomy, a classic expression of which is Justice
Benjamin Cardozo’s statement in 1914 that ‘“Every
human being of adult years and sound mind has
the right to determine what shall be done with his
own body” (Faden et al., 1986).

Advance care planning also rests on the principle
of respect for persons, and this respect must extend
to those whose cultural values emphasize the inter-
dependence of human beings and the well-being of
the family or community as a whole. Advance care
planning recognizes that sick people suffer a loss of
dignity when they cannot command respect for their
considered and cherished intentions and that such

An earlier version of this chapter has appeared: Singer, P. A., Robertson, G., and Roy, D.]J. (1996). Advance care planning. CMAJ 155:
1689-92. Portions from the following sources were also used: Martin, D. K., Emanuel, L. L., and Singer, P. A. (2000). Planning for the
end of life. Lancet 356: 1672-6; Fischer, G.S., Tulsky, J.A., and Arnold, R.M. (2004). Advance Directives. In Encyclopedia of
Bioethics, 3rd edn, ed. S.G. Post. New York: Macmillan Reference USA.
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intentions may be shaped by cultural values
(Kagawa-Singer and Blackhall, 2001).

In the USA, state laws allow individuals to com-
plete advance directive documents and to name
surrogate healthcare decision makers, and a federal
law requires all patients admitted to hospital to be
notified of this right (US Congress, 1990). Most
European countries have followed suit with provi-
sions for advance care planning (Fassier et al.,
2005).

Empirical studies

Despite considerable interest and widespread legis-
lation in favor of advance directives, advance care
planning has not been as successful as proponents
would wish. In multiple surveys, patients and pro-
viders expressed positive attitudes towards advance
directives (Lo et al., 1986; Shmerling et al., 1988;
Frankl et al.,, 1989; Stolman et al., 1990; Emanuel
etal., 1991; Gamble et al., 1991; Joos et al., 1993), yet
they seldom complete such forms (Emanuel et al.,
1991). With considerable effort, a variety of inter-
ventions can increase the use of advance directives
(Cohen-Mansfield et al., 1991; Hare and Nelson,
1991; Sachs et al., 1992; High, 1993; Markson et al.,
1994; Rubin et al., 1994) but only to modest levels
and with minimal effect on care (Hanson et al.,
1997a; Landry et al., 1997). One large study to assess
the effectiveness of advance care planning in the
care of dying patients (SUPPORT) found that it
had no impact on physician—patient communi-
cation, incidence, or timing of written do-not-
resuscitate (DNR) orders, physicians’ knowledge of
patients’ preferences, the number of days spent in
the intensive care unit receiving mechanical venti-
lation, the level of reported pain, or the use of hos-
pital resources (SUPPORT Principal Investigators,
1995).

This lack of effect may result from several
issues. The communication between clinicians
and patients that guides the creation of advance
directives may be flawed (Tulsky et al., 1998).
Some patients change their views as time passes
(Emanuel et al., 1994; Danis et al., 1994) and others

request life-prolonging interventions that subse-
quently prove to be unrealistic. Substitute decision
makers are not always sure that a patient’s situ-
ation is equivalent to that described in an advance
directive (Tulsky, 2005). Furthermore, cultural val-
ues play an important role in advance care plan-
ning, and advance directives may not be acceptable
to some groups of people or may be variably
interpreted (Caralis et al., 1993; Blackhall et al.,
1995; Carrese and Rhodes, 1995). In a review of
more than 100 research articles, advance care
planning, and advanced directive forms, Miles and
colleagues (1996) concluded, “Advance treatment
preferences have been shown to be difficult to
form, communicate, and implement.” The key
question is why?

One answer may be that the traditional concep-
tual framework underlying advance care planning
and use of advance directive forms is not rooted in
the needs and experiences of patients. Tradition-
ally, advance care planning was thought to help
people to prepare for treatment decisions in times
of incapacity, to be based on the ethical principle
of autonomy, and to focus on completing written
advance directive forms within the context of the
physician-patient relationship. However, from the
perspective of patients, advance care planning also
helps patients to prepare for death, is influenced by
personal relationships, is a social process, and
occurs within the context of family and loved ones
(Singer et al., 1998). Thus, the process of advance
care planning and outcome measures used in
previous research may not have focused on the
issues of greatest importance to patients and their
loved ones.

How should I approach advance care
planning in practice?

The original goal of the movement for advance care
planning — from the perspective of ethicists and legal
scholars — was to assist patients to make treatment
decisions for the event of incapacity. However,
from the patient’s perspective, the primary goal



of advance care planning is more commonly pre-
paring for death and dying (Martin et al., 1999).
People struggle to find ways to cope with death
(Field and Cassel, 1997). Once a central ritual of
social and religious life, death has been privatized,
desacralized, hidden behind institutional walls,
and implicitly made taboo. Advance care planning
can help people to prepare for death, which, from
the patient’s perspective, tends to mean helping
them to achieve a sense of control, relieving burdens
on loved ones, and strengthening or reaching
closure in relationships with loved ones (Martin
et al., 1999). Given this reconceptualization, clin-
icians approaching patients to discuss advance care
planning ought to keep in mind the following goals
for the process (Martin et al., 2000).

Maintaining a sense of control

Autonomy is central to advance care planning, but
not primarily in the sense of controlling each
treatment decision, as has generally been assumed.
Bereaved family members feel that improved
communication would improve end of life care,
but that focusing on specific treatment decisions
avoids considerations of death and “may not sat-
isfy the real needs of dying patients and their
families” (Hanson et al, 1997b). Achieving an
overall sense of control in the dying experience is
an important psychosocial outcome. Advance care
planning can help people to achieve a sense of
control by thinking beyond an itemized list of
concrete objectives to a situation that maps a
personal approach to dying by considering the
values and goals that should guide their dying
(Singer et al., 1998; Martin et al., 1999).

Relieving the burden

People who are dying want to attend to the needs
of their loved ones, and patients fear that loved
ones may bear the burdens of a protracted
terminal illness. Advance care planning allows
people to determine settings for care and limits for
life-sustaining treatments that may inappropri-
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ately lengthen dying, and it facilitates reflective
discussion of values, goals, and preferences with
loved ones in a non-crisis environment. This may
help loved ones who bear the burdens of anxiety
and physical care through a protracted dying
process. Advance care planning may also help to
prepare those who serve as substitute decision
makers in a crisis, and mitigate the guilt felt by
loved ones who must make difficult substitute
decisions with respect to life-sustaining treat-
ment. Advance care planning can also help the
healthcare team to be prepared for the patient’s
death.

strengthening relationships

People live in a web of social ties and generally
fear dying in isolation. Advance care planning
facilitates communication about death and thus
provides an opportunity to strengthen relation-
ships with loved ones. Advance care planning may
help people to settle their differences with loved
ones, including giving or seeking forgiveness for
past disagreements. Reflecting on life and the
meaning of death, and sharing those reflections
with loved ones may also help to strengthen
personal relationships.

Respecting culture

Decision making about end of life is influenced by
culturally shaped values. The principle of auton-
omy is the dominant ethic of healthcare in North
America and Western Europe. Yet for many other
people, autonomy may not be the dominant value.
For example, a study of attitudes toward end of life
decision making among people of Chinese origin
found that they were indifferent or negatively
disposed to advance care planning. These people
reflected a world view that values interdepend-
ence, compassion, and protection, by contrast
with independence and autonomy. Consequently,
to be consistent with a patient-centered approach,
healthcare professionals should discuss patient’s
goals about end of life decision making.
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A practical approach

Advance care planning discussions vary depending
on a patient’s state of health. Patients who are in
good health may benefit from selecting a healthcare
proxy and thinking about whether there are any
situations so intolerable that they would not want
their lives prolonged. When patients are older or
have more serious chronic illnesses, physicians may
wish to begin a discussion that is broader in scope.

Although many view advance care planning as an
opportunity for patients to make known their
“preferences’” for treatment, many patients do not
have well-formed treatment preferences. By careful
exploration of patients’ values, healthcare providers
can help patients to discover these preferences.
Patients can be asked to talk about their goals for
life, their fears about disability, their hopes for what
the end of their life will look like, and their ideas
about states worse than death (Pearlman et al.,
1993). This expanded view of advance care planning
allows people to think about their mortality and
legacy. From such discussions, healthcare providers
can help patients to consider specifically whether
there are certain treatments that they might wish to
forgo, and to think about the circumstances under
which they might forgo them.

When the patient’s illness has progressed to its
final stages, healthcare providers can use the
groundwork from these earlier discussions to make
specific plans about what is to be done when the
inevitable worsening occurs. Among other things,
the patient and the healthcare providers can decide
the following. Should an ambulance be called?
Should the patient come to the hospital? Which life-
prolonging treatments should be employed and
which should be forgone? Are there particular
treatments aimed at symptomatic relief that should
be employed?

Even with this emphasis on the discussion and
process, advance directive forms remain useful as
they provide a legal, written record of the patient’s
values and preferences that may be useful in some
end of life scenarios. Numerous advance directive
forms have been developed by organizations,

governments, and academics. Instruction direct-
ives (also called living wills) describe what type of
care a person would or would not want in various
situations. Proxy directives (sometimes called
durable powers of attorney for healthcare) indicate
who a person would want to make treatment
decisions on his or her behalf. These two types of
directive are designed to accomplish different,
important, and complementary objectives.

For most situations, we recommend that
advance directive forms contain both instruction
and proxy directives. Furthermore, we recommend
detailed instruction directives that systematically
lead people through a process that helps them to
think about the form and to articulate values, goals,
and preferences relevant to healthcare decisions.
Most function as a worksheet and then a form for
documentation. Non-detailed instruction direct-
ives instead provide limited space, usually a few
lines, in which people may write instructions.
General instructions noted on a non-detailed dir-
ective are generally inconsistent with specific
treatment preferences (Schneiderman et al., 1992).
Moreover, compared with a detailed advance dir-
ective, a non-detailed advance directive results in
less-uniform interpretation by physicians (Mower
and Baraff, 1993).

When detailed, scenario-based instruction dir-
ectives with intervention choices are used, it is
possible to derive a patient’s personal thresholds
for intervention (Emanuel, 2007). These can be
particularly helpful when inferring from scenarios
in a prior statement to real situations. For instance,
in some documents, scenarios are arrayed in a
sequence that approximates a gradient of prog-
nosis severity (Emanuel er al, 1991). For each
scenario, potential interventions are arranged
approximately by level of burdensomeness. Indi-
viduals tend to have thresholds regarding burden-
someness and prognosis that can be seen when all
the options are filled in. This approach is supported
by the finding that most patients are concerned
about prognosis and treatment burden when they
engage in advance care planning (Weeks et al,
1998; Fried et al., 2002; Fried and Bradley, 2003).



Yet, as carefully as such documents may be
completed, rarely do advance directives clearly
dictate the care that should be given to a patient
who lacks decision-making capacity (Fischer et al.,
2004). Generally, some interpretation of the docu-
ment is required, a responsibility left to the named
surrogate decision maker, other family members,
and the healthcare team.

When a patient who has an advance directive
lacks decision-making capacity and is seriously ill,
the clinicians should discuss the situation with the
named proxy and other appropriate loved ones.
Reviewing the advance directive, those involved
should decide what they think the patient would
have wanted under the current circumstances. It
is easiest when the situation under consideration
matches well the scenarios described in the advance
directive. However, frequently the advance directive
form may not be sufficiently detailed to guide
treatment, in which case it may be necessary to
proceed almost as if there were no advance direct-
ive. In such situations, prior discussions involving
the patient, his or her loved ones, and clinicians
about the patient’s values regarding medical treat-
ments would be extremely useful.

Even when there seems to be an applicable
advance directive, there may be disagreement
among family members or between family mem-
bers and the healthcare team regarding the
patient’s care (Fischer et al., 2004). Loved ones may
disagree with the content of the advance directive,
believe that the patient changed his or her mind, or
believe that the patient made an error. Disagree-
ments may occur because of differing interpret-
ations of the document, such as the meaning of a
“reasonable chance of recovery.” In these situ-
ations, it helps to focus the decision makers on
what the patient would have wanted and why the
advance directive was written in the first place.

Although it is best to gain a consensus of all the
interested parties, especially about forgoing life-
sustaining treatment, ultimately a named proxy has
the final decision. Healthcare providers who wish to
override proxies based on a patient’s written
advance directive should be wary. It is not clear that

Advance care planning

69

all patients would want their proxy’s or loved one’s
wishes overruled. One study showed that over half
of a group of patients on dialysis thought their
doctors or proxies should have at least some leeway
to interpret their advance directive (Sehgal et al.,
1992). In such situations, clinicians may be best off
consulting with the hospital ethics committee.
Advance care planning enables clinicians to
respect patients’ wishes for medical care in the event
of future incompetence. The goals of advance care
planning will be different for patients at different
stages of life and health, but the aim in all cases is to
help patients to articulate health-related values in a
manner that can assist decision makers, allow patients
to maintain control, relieve burdens on others, and
strengthen important personal relationships.

The cases

Mrs. G is requesting information about advance care
planning. Her physician should refer her to one of
the available information sources or provide her a
form and encourage her to begin the process of
advance care planning with her preferred proxy
decision maker. After a period of time, Mrs. G and
her substitute might together meet with the phys-
ician. At this meeting, the physician can review
Mrs. G’s treatment preferences to ensure that she
has understood the information in the advance dir-
ective form and is capable of completing it. If her
health situation changes, the physician should rec-
ommend that Mrs. G update her advance directive.

Mr. H, unfortunately, may soon be incapable of
making healthcare decisions. The physician should
raise the subject of advance care planning with him
in a sensitive manner and follow the same steps as
described for Mrs. G. However, in the case of Mr. H,
the physician will have to pay particular attention
to the issue of capacity. This situation also repre-
sents an opportunity for the physician to tailor the
information considered by Mr. H in advance care
planning to the likely future of progressive cogni-
tive deterioration. It is also an opportunity for
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the patient, his family, and the physician to begin
to prepare for his impending death.
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Euthanasia and assisted suicide

Bernard M. Dickens, Joseph M. Boyle Jr., and Linda Ganzini

Ms. 1is 32 years old and has advanced gastric cancer that
has resulted in constant severe pain and poorly controlled
vomiting. Despite steady increases in her opioid dose, her
pain has worsened greatly over the last two days. Death is
imminent, but the patient pleads incessantly with the
hospital staff to “put her out of her misery.”

Mr. ] is a 39-year-old injection drug user with a history of
alcoholism and depression. He presents at an emergency
department, insisting that he no longer wishes to live. He
repeatedly requests euthanasia on the grounds that he is
no longer able to bear his suffering (although he is not
in any physical pain). A psychiatrist rules out clinical
depression.

What are euthanasia and assisted
suicide?

Euthanasia has been defined as a deliberate act
undertaken by one person with the intention of
ending the life of another person to relieve that
person’s suffering. Euthanasia may be ‘“‘voluntary,”
“involuntary,” or ‘“non-voluntary,” depending on
(i) the competence of the recipient, (ii) whether
or not the act is consistent with the recipient’s
wishes (if these are known), and (iii) whether or not
the recipient is aware that euthanasia is to be
performed. Assisted suicide has been defined as
“the act of intentionally killing oneself with the
assistance of another who deliberately provides

the knowledge, means, or both” (Special Senate
Committee on Euthanasia and Assisted Suicide,
1995). In “physician-assisted suicide,” a physician
provides the assistance.

Why are euthanasia and assisted suicide
important?

States all over the world have debated recently the
question of whether physicians and other health-
care professionals should in certain circumstances
participate in intentionally bringing about the
death of a patient, and whether these practices
should be accepted by society as a whole. The
ethical, legal, and public-policy implications of
these questions merit careful consideration.

Ethics

There is considerable disagreement about whether
euthanasia and assisted suicide are ethically distinct
from decisions to forgo life-sustaining treatments
(Gillion, 1988; Roy, 1990; Brock, 1992; Dickens,
1993; Annas, 1996) and the issue has formed the
basis of a number of legal actions (Sue Rodriguez v.
British Columbia (Attorney General), 1993; Quill v.
Vacco, 1996; Compassion in Dying v. Washington,
1996). At the heart of the debate is the ethical sig-
nificance given to the intentions of those performing
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these acts (Brody, 1993; Quill, 1993). Supporters of
euthanasia and assisted suicide reject the argument
that there is an ethical distinction between these acts
and acts of forgoing life-sustaining treatment. They
claim, instead, that euthanasia and assisted suicide
are consistent with the right of patients to make
autonomous choices about the time and manner
of their own death (Brock, 1992; Angell, 1997).
Opponents of euthanasia and assisted suicide claim
that death is a predictable consequence of the
morally justified withdrawal of life-sustaining treat-
ments only in cases where there is a fatal underlying
condition, and that it is the condition, not the action
of withdrawing treatment, that causes death (Foley,
1997). A physician who performs euthanasia or
assists in a suicide, by comparison, has the death of
the patient as his or her primary objective. Although
opponents of euthanasia and assisted suicide rec-
ognize the importance of self-determination, they
argue that individual autonomy has limits and that
the right to self-determination should not be given
ultimate standing in social policy regarding eutha-
nasia and assisted suicide (Callaghan, 1992). Sup-
porters of euthanasia and assisted suicide believe
that these acts benefit terminally ill patients by
relieving their suffering (Brody, 1992), while oppon-
ents argue that the compassionate grounds for
endorsing these acts cannot ensure that euthanasia
will be limited to people who request it voluntarily
(Kamisar, 1995). Opponents of euthanasia are also
concerned that the acceptance of euthanasia may
contribute to an increasingly casual attitude toward
private killing in society (Kamisar, 1958). Most
commentators make no formal ethical distinction
between euthanasia and assisted suicide, since in
both cases the person performing the euthanasia
or assisting the suicide deliberately facilitates the
patient’s death. Concerns have been expressed,
however, about the risk of error, coercion, or abuse
that could arise if physicians become the final agents
in voluntary euthanasia (Quill ez al., 1992). There is
also disagreement about whether euthanasia and
assisted suicide should rightly be considered ‘“med-
ical” procedures (Kinsella, 1991; Drickamer et al.,
1997).
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Law

Most legal systems recognize a distinction between
positive acts intended to cause death and passively
allowing natural death to occur. The former is
usually considered homicide, including murder and
infanticide. Withholding and withdrawing life sup-
port can also be homicide, usually manslaughter,
when there is a legal duty of maintenance. How-
ever, although physicians must render care neces-
sary for their patients’ survival, they are usually
not bound to provide treatment that in good faith
they consider futile or ineffective to sustain their
patients’ well-being or capacity to function at a
conscious, aware level. For instance, patients who
remain in a permanent or persistent vegetative state
may have means of nutrition and hydration with-
drawn when death is predicted to result (Airedale
NHS Trust v. Bland, 1993).

A small but potentially growing number of
jurisdictions allow physicians to comply with
competent patients’ persistent requests that their
unbearable pain be relieved by terminal means.
The Netherlands pioneered medically induced
death, not limited to terminal patients, by a series
of judicial rulings in the 1960s and legislation
enacted in 2000, and the US state of Oregon and
Belgium have amended their legislation to provide
conditions under which physicians may (not must)
comply with competent patients’ requests by
undertaking interventions intended to cause death.
In the absence of such law, however, a competent
patient’s consent to such an intervention is not a
defense to a criminal charge of homicide or crim-
inal negligence laid against a physician.

Assisted suicide was decriminalized in Switzerland
in 1942 (Guillod and Schmidt, 2005), not neces-
sarily limited to physicians’ assistance, but this is
the exception that proves the general rule that
decriminalization of individuals’ attempted suicide
does not open a way to assistance, by physicians or
others. Withdrawal of prohibition of attempted
suicide does not create a right to an attempt (Sue
Rodriguez v. Attorney-General of British Columbia,
1993), nor to assistance. Counseling and assisting
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suicide remain offences in most jurisdictions.
However, several jurisdictions such as the Nether-
lands and Belgium are coming to recognize indi-
viduals’ capacity for rational choice of suicide, and
the right of physicians to give assistance.

A concern regarding approaching euthanasia and
medically assisted suicide through criminal law is
that enforcement may be ineffective. Physicians
may be justified in increasing medications for pain
control, as patients’ relief from pain at given dos-
age levels decreases, until a toxic level is predict-
ably reached and is the precipitating cause of
death. Patients’ deaths result, however, not from
their treatment but from their pathologies, which
justified and even compelled the pain relief treat-
ment (R v. Adams, 1957; Williams, 2001). Physicians
who withhold indicated measures of pain relief for
fear of personal accountability for their patients’
deaths are in a conflict of interest. However, pros-
ecutors may find it impossible to show beyond
reasonable doubt that physicians’ primary inten-
tions are not pain relief but “mercy killing.”

Similarly, medications may properly be pre-
scribed for patients’ periodic self-administration,
which they may hoard and then consume at the
same time in order to commit suicide. Physicians
may recognize this as a risk, but it may be impos-
sible to show beyond reasonable doubt that they
intended this consequence or were negligent.
Warning patients of dangers to their lives of over
medication may send an ambiguous message.

Empirical studies

A study in 1995 in Canada (Singer et al., 1995)
showed that more than 75% of the general public
supported voluntary euthanasia and assisted sui-
cide in the case of patients who were unlikely to
recover from their illness. Roughly equal numbers,
however, opposed these practices for patients with
reversible conditions (78% opposed), elderly dis-
abled people who feel they are a burden to others
(75% opposed), and elderly people with minor
physical ailments (83% opposed) (Genuis et al.,
1994). Results of one survey indicated that 24% of

Canadian physicians would be willing to practice
euthanasia and 23% would be willing to assist in a
suicide if these acts were legal (Wysong, 1996).
These findings are similar to the results of surveys
conducted in the UK (Ward and Tate, 1994) and in
Australia’s Northern Territory (Anon., 1996). Surveys
of physicians in the Australian state of Victoria
(Kuhse and Singer, 1988), as well as surveys in
Oregon (Lee et al., 1996), Washington (Shapiro ez al.,
1994), and Michigan (Bachman er al, 1996) indi-
cated that a majority of physicians in these juris-
dictions supported euthanasia and assisted suicide
in principle and favored their decriminalization.
Physicians in certain specialties, such as palliative
care, appear to be less willing to participate in
euthanasia and assisted suicide than physicians in
other specialties.

Approximately 3% of all deaths in the Nether-
lands result from euthanasia or assisted suicide
(van der Maas et al., 1996). Most of these patients
have cancer, though one in five patients with
amyotrophic lateral sclerosis die of euthanasia or
assisted suicide (Veldink et al., 2002). Physicians
report that Dutch patients pursue euthanasia
because of loss of dignity, “unworthy dying,” and
dependence on others. Pain was mentioned as a
reason for pursuing hastened death by almost half
of patients, but in only 5% was it the sole reason
(van der Maas et al., 1996).

In a national US sample of almost 2000 phys-
icians, one in six reported having received a request
from a patient for assistance with suicide; 11%
had received a request for a lethal injection; 3%
reported that they had written at least one pre-
scription to be used to hasten death; and 4.7% said
that they had administered at least one lethal
injection. The most common reasons for the
request were discomfort other than pain, loss of
dignity, fear of uncontrollable symptoms, pain, and
loss of meaning in life (Meier et al., 1998). Phys-
icians were more likely to honor the requests of
patients with severe pain or discomfort who had a
life expectancy of less than one month and were
not assessed as depressed at the time of the request
(Meier et al., 2003).



Assisted suicide became lawful in Oregon in
1997, and each year approximately 0.1% of deaths
in that state are by lethal prescription. One in six
explicit requests for physician aid in dying are
honored. Individuals who access lethal prescrip-
tions under the law are well educated and socio-
economically secure compared with other Oregon
decedents. Most patients are enrolled in home
hospice when they receive the lethal prescription,
suggesting that assisted suicide is not a substitute
for palliative care. Physicians and hospice workers
report that terminally ill individuals request
assisted suicide to control the timing and manner
of death and to avoid dependence on others.
Maintaining independence appears to be a lifelong
value for these patients. Uncontrolled pain is rarely
a reason for requesting assisted suicide, though
fears of worsening symptoms in the future are
prominent. Depressive disorders underlie desire for
hastened death in a variety of studies, but the
prevalence of depression among Oregon residents
who die by assisted suicide appears paradoxically
low, and may represent underrecognition by clin-
icians (Ganzini et al, 2000, 2002; Ganzini and
Dobscha, 2003). Physicians from Oregon who have
received requests reported that the experience is
emotionally intense, but those who agreed to par-
ticipate rarely had regrets (Dobscha et al., 2004).

How should I approach euthanasia and
assisted suicide in practice?

Although legal in a handful of countries and states,
euthanasia and assisted suicide remain illegal and
punishable by imprisonment in most jurisdictions.
Physicians who believe that euthanasia and
assisted suicide should be legally accepted may
pursue these convictions through various legal and
democratic means at their disposal: the courts and
the legislature. In approaching these issues in a
clinical setting, it is important to (i) thoroughly
explore the reasons for the request; (i) respect
competent decisions to forgo treatment, such as
discontinuing mechanical ventilation at the request
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of a patient who is unable to breathe independ-
ently, which is legal; (iii) support the patient’s
autonomy and attempts to maintain control in
other areas of life; and (iv) provide appropriate
palliative measures.

The cases

The case of Ms. I involves a competent, terminally
ill patient who is imminently dying and in
intractable pain. The case of Mr. J involves an
apparently competent patient who is not dying but
is experiencing extreme mental suffering. In both
cases, the physician is confronted with a possible
request to participate in euthanasia or assisted
suicide. Ms. I is suffering and close to death. In
consultation with her and her family, the medical
team should aggressively control pain and symp-
toms, calling on the assistance of palliative care
specialists if available. Some physicians may be
concerned that this type of assertive sedation and
pain management may hasten death and thus
constitutes euthanasia. This approach, however, is
ethically permissible as long as the goal of care is to
decrease suffering, euthanasia is not the phys-
ician’s intention, and death is not the means for
alleviating suffering (Williams, 2001).

In the case of Mr. J, the clinical team should
explore the source of his despair and respond with
psychosocial support and efforts to decrease suf-
fering that do not end the patient’s life. Despite the
absence of clinical depression, assistance from
mental health experts may be beneficial.
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Conflict in the healthcare setting at the end of life

Susan Dorr Goold, Brent C. Williams, and Robert Arnold

Mrs. K, an 82-year-old woman with moderate to severe
Alzheimer’s dementia, advanced heart failure, emphysema,
and diabetes mellitus with neuropathy and nephropathy
has just been readmitted with difficulty breathing, two days
after being discharged to the care of her daughter. In the
previous admission for the same problem, she was treated in
the intensive care unit, narrowly avoiding intubation by the
use of aggressive pulmonary toilet, antibiotics, and diuretics
for possible pneumonia and congestive heart failure. Just
after her second admission, the attending physician
approached Mrs. K's daughter to discuss forgoing life-
sustaining treatment. “In my opinion, if your mother should
have a cardiac arrest, resuscitating her would be futile,” said
Mrs. K’s physician. The daughter reacted angrily and insisted
that “everything be done,” because her mom is strong and
can get better (as she has previously).

What is conflict in the healthcare
setting at the end of life?

Conflict may be defined as disagreement between
people when a decision must be made or an action
taken. Healthcare providers encounter conflict in
everyday practice, and one of the most difficult and
distressing situations physicians face is conflict
with family members over forgoing life-sustaining
treatment. What should be a cooperative effort to
achieve treatment goals turns into an exercise in
frustration and distress.

Why is conflict in the healthcare
setting at the end of life important?

In the hospital, death is routine to the caregivers,
but not to patients and families. Given the emo-
tional impact of decisions surrounding death and
dying, conflicts are not surprising but are still dis-
turbing to all parties involved and can diminish
trust between doctor and patient or family. This
impaired trust profoundly influences the ability of
families to believe or understand the prognosis and
accept physicians’ recommendations based on the
patient’s goals. Physicians, meanwhile, may be
angry and frustrated, distrust the family’s motives,
worry about litigation, or believe that they are
asked to violate their professional ethos by pro-
viding care that ““does not work.” Although phys-
icians and patients (or families) may disagree
about the proper course of action in other settings,
conflicts in the context of severe illness involve
high stakes, great vulnerability, deep fears, and
strongly held beliefs. The focus here is on clinician—
family conflicts, and not conflicts between clin-
icians and patients, because when decisions about
withholding or withdrawing life-sustaining treat-
ment are contemplated, patients are often incap-
acitated. Furthermore, a competent patient’s
wishes are justifiably given much more respect
than the judgements of surrogates.

An earlier version of this chapter has appeared: Goold, S. D., Williams, B., and Arnold, R.M. Conflicts around decisions to limit
treatment: a differential diagnosis. Journal of the American Medical Association Feb. 16, 2000; 283(7): 909-14. Copyright (2000),

American Medical Association. All Rights Reserved.



Decisions about withholding or withdrawing life-
sustaining treatment can receive a great deal of
publicity. While some cases, such as Terri Schiavo
in the USA, reach the courts and media, most
conflicts about end of life decisions do not. Even
without legal or media attention, these conflicts
can have serious consequences. They negatively
affect the quality of care and decision making, as
well as the satisfaction of both family members and
healthcare providers.

Ethics

Decisions about withdrawing, withholding, or con-
tinuing life-sustaining treatment require consider-
ation of moral as well as medical concerns. Clinicians
may feel that they are violating professional norms to
“do no harm” when they are asked to continue bur-
densome interventions that they consider to be of little
or no benefit. Recognizing moral dimensions is an
important first step, including professional obligations
of compassion, respect for patients’ and families’ val-
ues and beliefs (which may differ substantially from
those of the physician), competence (e.g., in prog-
nosticating and communicating), honesty, and
humility. Humility, and its antithesis arrogance, bear
particular weight when families face the need to trust
physicians’ prognoses and recommendations.

Law

Statutes and legal precedents from a number of jur-
isdictions frequently apply to end of life decision
making. Many courts have addressed ‘‘right to die”
cases permitting the withdrawing or withholding of
life-sustaining treatment, although the standard
of evidence required regarding what the patient
would have wanted may vary. For example, the US
Supreme Court decision in Cruzan v. Director,
Missouri Dep'’t. of Health (1990) clarified the circum-
stances under which a patient may refuse medical
treatment or authorize another to speak for him or
her, and permitted states to develop their own right to
die laws. Statutes may legitimize advance directives
(living wills and/or durable powers of attorney for
healthcare), address the circumstances under which
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a patient can refuse medical treatment, provide
guidance for surrogate decision making, address
physician-assisted suicide, or require healthcare
organizations or doctors to inquire about advance
directives. Professionals should be familiar with laws
in their own country and locality, and know how to
access legal advice when necessary.

Policy

Besides policies set by governments, institutions
(hospitals, nursing homes, health systems) fre-
quently include end of life issues in their policies.
Some healthcare institutions have ‘“futility’” pol-
icies; most will have policies about withdrawing
and withholding life-sustaining treatment (e.g., do
not resuscitate orders) and surrogate decision
making. Other relevant policies may not be formal
or obvious, for instance intensive care units and
emergency rooms may restrict family access to
patients during certain hours or certain events (e.g.,
resuscitation) (Kopelman et al., 2005).

Empirical studies

End of life decision making and care have attracted
an enormous amount of research, ranging from
comparisons of patients’ and surrogates’ preferences
to interventional studies aiming to increase advance
directive use or discussions about limiting treatment
(Lynn et al., 2000; Prendergast, 2001). Most of these
studies portray an unfortunate reality: the wishes of
patients are rarely known, poorly predicted by sur-
rogates, unreliably followed when they are known,
and patients’ symptoms remain inadequately treated
(Fagerlin and Schneider, 2004; Silveira et al., 2005).
The approach below integrates, when available,
evidence about end of life decision making.

How should I approach conflict in the
healthcare setting at the end of life in
practice?

As for other problems in medicine, developing a
differential diagnosis for end of life conflicts can help
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clinicians to consider carefully all of the possible
explanations for the disagreement. Rather than
reacting to the manifest problem (e.g., establishing
code status), the first crucial step is to actively
inquire what are some possible root causes of the
conflict. After reflecting on root causes, addressing
conflicts in end of life care should begin with a few
open-ended questions. Asking the family about the
patient’s past history, what other clinicians have told
them about their loved one’s condition, and their
choices (e.g., “Can you tell me why you are leaning
toward resuscitation in the event she stops breath-
ing?”’) allows one to identify the reasons behind
decisions, as well as assess understanding. With
that information, clinicians can explicitly create a
differential diagnosis of the sources of conflict,
which fall into three general categories: family fea-
tures, healthcare provider features, and contextual
(organizational and social) features. These are often
present in combination and may interact.

Family features that contribute to conflicts

“Family”’ refers here to a patient’s collection of
intimates, who may or may not be related by blood
ties. Two types of circumstance can explain the
family’s role in conflict. In the first, families do not
understand the medical issues. In the second, they
understand the clinical situation but reach a dif-
ferent conclusion from healthcare providers.
Inadequate understanding of the medical situ-
ation by the family could include a completely
different understanding of the prognosis. An opti-
mistic belief that cardiopulmonary resuscitation
will succeed, for instance, could reflect its 77%
success rate on television (Diem et al, 1996).
Consultants or nurses may inadvertently convey a
different prognosis to the family than the primary
physicians, so it is often useful to choose one
healthcare professional to serve as the primary
communicator, while other -clinicians convey
information through this spokesperson. Families
often poorly process and imperfectly remember
“bad news,” even when it is clearly and consistently
provided. Repeating key concepts, giving written as

well as verbal information, encouraging questions
(“I expect you will have questions about what we
discussed today. Write them down for our talk
tomorrow’’) and periodically assessing under-
standing of the situation may improve information
transfer and decrease frustration.

Denial - the inability to explicitly recognize a set
of facts because of its unacceptable psychological
consequences — commonly affects the ability to
understand medical situations. Symptoms of denial
include displacement — a focus of concern on trivial,
but controllable, matters — and an inability to
discuss ‘“bad news”’ (Weissman, 2004). Mrs. K's
daughter, in the case described, asked about her
mother’s oxygen level and laboratory results; con-
versations about the “big picture” were quickly
turned into discussions about relatively unimport-
ant medical processes. Effective techniques for
managing denial include open-ended listening;
non-defensive, neutral responses; silence; and
frequent, regular opportunities for the patient
or family member to communicate with a consist-
ent healthcare provider. Reflecting and validating
family members’ emotions can be especially valu-
able. Saying “It must be very hard for you to see
your mother so ill,” and “You've been a wonderful
caregiver for her for many years” may prompt an
exchange that begins to deal with the grief, guilt, or
anger that can cause denial.

Finally, healthcare language can adversely affect
understanding. Problems associated with inter-
pretation of language can be avoided by using
language appropriate to the family’s educational
level, by frequently assessing understanding, and
by avoiding shorthand terms. Phrases like “usu-
ally,” “most of the time,” or ‘““we cannot rule out,”
used by physicians to convey uncertainty, may be
interpreted variably (Knapp et al., 2004). Families
are more likely to understand “out of 100 patients
like your mother, about half will survive six months
or longer” (Morrison, 2000) than ‘“‘your mother
has a 50% six month survival rate.” Some caution
is in order, however, given the impossibility of
precise prognoses for individual patients (Fox et al.,
1999). Providing a range of possible outcomes can



usefully convey uncertainty, for example ‘“Almost
all patients like this will not survive to be dis-
charged from the hospital; some die within hours
or days, others might stay alive for weeks or even
months with in-hospital treatments. A rare few
beat all the odds.” Other language commonly used
in discussions with families (“death with dignity,”
“everything done”) contribute to misunderstand-
ings. In Mrs. K’s case, her daughter may have
interpreted use of the term ‘“futile” to mean that
the physician did not think her mother was worth
treating.

Grief can contribute to an inability to make any
decisions, especially decisions that may result in a
loved one’s death. When Mrs. K’s daughter said
“I will not be able to live without her,” it reflected
her inability to cope with her mother’s death.
Supportive, open-ended dialogue allows the family
to recognize, express, and begin to work through
grief. Family members’ guilt, often manifest during
times of crisis, may also contribute to an unwill-
ingness to make decisions. Guilt is recognizable
when family members say, “I cannot do this,” or
“I will not be able to live with myself.”” Physicians
may unwittingly increase feelings of guilt when
they ask the family to take responsibility for med-
ical decisions (e.g., “Do you want us to resuscitate
her?” rather than, “What do you think your mother
would want us to do?”’) (Tomlinson et al., 1990).
Even if surrogates do not always make decisions
that patients would make (Fagerlin and Schneider,
2004), inaccuracy in no way undermines the
family’s role in decision making. Another way to
treat the family’s guilt is to take responsibility for
medical decisions (e.g., “You tell me about what
was important to your mother, and I will recom-
mend what we should do for her”’). The family can
set positive goals and objectives of treatment (e.g.,
maximizing comfort) and clinicians recommend
actions to achieve those goals. Clinicians should
also praise family members, when appropriate, for
respecting their loved one’s values and wishes at
the end of life.

Occasionally, secondary gain (“conflict of inter-
est’) may lead a family to make a decision with
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which the healthcare team disagrees. Secondary
gain, often suspected when conflict arises, is
always present to some degree when intimates make
decisions for and about each other (Goold, 2000).
Identifying potential sources of secondary gain —
avoiding unbearable grief, avoiding overwhelming
caregiving responsibilities, or avoiding financial
ruin - is nonetheless illuminating. Addressing
wishes to postpone the death of a spouse because
of grief and loneliness requires a very different
approach, for instance, than addressing wishes to
keep a spouse or parent alive to collect a pension.

Even if they understand and accept the situation,
family members may make decisions with which
the healthcare team disagrees. Clinicians’ values
and those of patients or families differ. Individuals
may have vastly different ideas about what con-
stitutes a reasonable chance worth pursuing, a
good quality of life, or a ““good death.” If Mrs. K’s
daughter, deciding according to her best under-
standing of her mother’s wishes, chooses resusci-
tation because it might prolong her mother’s life
for a few days, weeks, or months even though the
chance of survival to discharge is very small, this
decision probably reflects a difference in values
and should be respected. Empirical data suggest
that these conflicts occur infrequently; with good
communication, doctors and families usually come
to mutually agreeable moral decisions.

Healthcare provider features

Clinicians, like patients, may be uncomfortable
with prognostic uncertainty (Spikes and Holland,
1975; Kahneman et al., 1982; Novack et al., 1997;
Christakis and Lamont, 2000; Meier et al., 2001),
which may lead them to approach limiting treat-
ment decisions in overly hesitant or overly confi-
dent ways. Statements like “She won’t leave the
hospital alive” or ““‘She has less than six months to
live” fail to take into account the near-universal
uncertainty in prognosis (Christakis and Lamont,
2000), and can make families suspicious they are
not being told the whole story. Likewise, commu-
nicating information or recommendations too
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vaguely can lead to confusion or false hope.
Clinicians who have known the patient for a long
time might provide overly optimistic prognoses.

Like patients and families, healthcare providers
are often uncomfortable discussing death; anxiety
about one’s own mortality may lead clinicians to
avoid frank discussions about death or to provide
false reassurance that “everything is OK.” Clin-
icians also face the troubling thought of a medical
“failure” (Spikes and Holland, 1975). Healthcare
providers tend to underestimate the quality of life
of chronically ill patients, especially for demented
patients, and are more likely than patients or
families to think that such patients would choose
to forgo life-sustaining treatment. Other clinician
attitudes that influence conflict include beliefs
about the sanctity of life, the proper role of family
members, difficulty with radically different values,
or insecurity about one’s competence or skill.
Insight into one’s own limitations and beliefs helps
clinicians to understand feelings of anger and
frustration with certain families and then to discuss
with the family areas of disagreement (Novack
et al., 1997; Meier et al., 2001).

Similarly, knowledge or skill deficits can cat-
alyze clinician—family conflicts. Clinicians may be
unaware of the prognosis or treatment options and
misinform the family, although now numerous
resources provide information on prognostic indi-
cators for patients with a variety of clinical condi-
tions (Gage et al., 2000). They may not understand
ethical, legal, or hospital policies surrounding end
of life care. Mistaken beliefs regarding the legality
of withdrawing ventilators or artificial nutrition, for
example, may le