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The Fine Art of Informed Consent

Dear Reader,

Sometimes informed consent strikes me a little
bit like e-mail: they both represent huge advances
in communications, they both take a lot of time,
and sometimes they both seem like they were
created by aliens (lawyers, in the case of informed
consent; techno-geeks, for e-mail). But even with
these mixed feelings, I know that they have both
made the world a far better place than it was
before they existed. And so, it would be short
sighted of us at the Journal of Hospital Ethics
(JOHE), if we didn’t devote an issue to the various
facets of informed consent.

Today, there is virtually no quibbling that the
care of patients (and research subjects, but we’re
not going there) is far advanced compared to care
prior to the advent of the contemporary prac-
tice of informed consent. Now the challenge and
opportunity is just how best to do it, not whether
to do it at all. And figuring out how best to do it
is one of the biggest ethical challenges in clinical
medicine today.

The central ethical question for informed
consent, as Jack Schwartz, JD notes in his Grand
Rounds, can be thought of in high falutin’ philo-
sophical terms—the classic Aristotelian prob-
lem of finding the golden mean—or in the more
down-to-earth image of the children’s fable of the
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three bears. How much is too much information?
How much is not enough information? How
much is just right?

The problem for physicians is daunting. First,
they must sort through a mass of information and
decide upon just the right information for a par-
ticular patient (or surrogate). Next, they must use
a communication strategy that works best for that
particular patient (and perhaps family members)
to arrive at the ethically optimal decision. And
it is not any or all decisions, but that particular
decision, when that particular decision has to be
made. These feats of communication vary across
patients, requiring an impressive skill set.

There is always going to be variability among
physicians in mastery of this skill set. That is, some
will be naturally better at this task than others. But
that some will be naturally better than others is
not where we should allow things to stand. Rather,
there are ways to improve upon natural commu-
nications ability and that is what this issue of JOHE
addresses, with features, cases, and guidelines pro-
viding insights that physicians can use to engage
in continuous improvement efforts to master this
complex and critical communications skill set.

That is why we are so excited about the launch
of a new feature in JOHE. With this issue, we are
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introducing the Residents’ Corner, which is going
to be a regular feature designed to teach medical
residents about a key component of ethical patient
care. This new section is a direct outcome of sug-
gestions provided by members of JOHE’s Editorial
Advisory Board at the Board’s meeting on March 1.
At that meeting, Board members offered a wide
array of thoughtful and constructive comments
that we plan on incorporating into JOHE as we
move forward. In this first Residents’ Corner, the
focus is on teaching medi-
cal residents the basics of
engaging in an appropriate
informed consent process
with patients.

Because it has been
difficult for residency
program directors to find
ways to demonstrate how
they have taught the ethics
component of the Ameri-
can Council for Gradu-
ate Medical Education’s
(ACGME) professional-
ism competency require-
ment, we thought the new
feature would be help-
ful. When our hospital’s
chief medical officer, Janis
Orlowski, MD, came up
with the idea of creating a
training module out of the
Residents’ Corner’s con-
tent, and then our director,
Nneka Mokwunye, PhD,
figured out how to do that with an electronic test
to accompany each issue, we thought, “Brilliant.”
The result is a link to an electronically accessed set
of slides that reinforce and test residents’ knowl-
edge of that topic.

The implementation of these great ideas is the
result of the work of many people. We thank here
Dr Nneka Mokwunye, JOHE’s executive director;
Catherine Avery, JOHE’s managing editor; and
the requisite complement of hospital information
technology associates, who got the job done in
time for this issue. We think this addition to JOHE
is going to make our publication immensely useful
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We ... are grateful
and proud that our
hospital spends so

much time and
attention on improving
the informed consent
conversations our
physicians have with
our patients and/or

surrogates.

to hospital residency program directors, which is
just another reason why we are punctilious about
having every piece of JOHE written and reviewed
by physicians.

That is in no small part why we include
in this issue the article by Paul Schneider, MD
about patients who lie to their doctors. At first
blush, one does not associate patient lying with
informed consent. Instead, everyone is focused on
the (important) matter of physician truthfulness.
The recent flap about a
survey of physician truth-
fulness® shows clearly
just how concerned folks
are with their physicians
being truthful. But even
on those occasions when
physicians may “shade”
the facts, at least for the
most part, it is done with
the intention of benefit-
ting patients.

But when patients
lie, we may be less forgiv-
ing because, again for the
most part, patients lie to
benefit themselves. We
may be quick to dismiss
these patients because
they may be lying about
matters that many of us
avoid, such as drug abuse
or child endangerment.
These lies are frustrating,
also, because they distort
conversations in ways that can result in harm to
the patient, waste precious medical resources,
or lead to problematic legal entanglements. Dr
Schneider’s article illuminates all these problems.
It sheds light, also, on the hardships that may
drive patients to lie, which call for our compassion
and forgiveness.

Our policy piece is written by Chee Chan,
MD and Dr Mokwunye. We at the Center for
Ethics are grateful and proud that our hospital
spends so much time and attention on improving
the informed consent conversations our physi-
cians have with our patients and/or surrogates.
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This article is about one avenue of this attention
at the systems level. It presents our evolving poli-
cies and informed consent form templates, which
are designed to help move away from a contractual
model of informed consent toward a Care Cov-
enant Model. Additionally, this article provides
guidelines for helping individual physicians as
they struggle to engage their patients and/or sur-
rogates in the kinds of conversations that result in
meaningful consent or refusal, while remaining
focused on the well being of their patients.

Because informed consent is, today, such an
important part of what physicians do, the paper
makes clear that this skill set is one that physicians
are going to have to work on throughout their
careers, just as they have to keep on top of medi-
cal literature. This article points to how the art of
medicine involves skills every bit as important as
the scientific ones, and that taking a covenantal
approach to informed consent is the best direction
a physician can take in demonstrating this com-
plex communications skill.

Turning to the last article, I had the privilege
of working with Karen Johnson, MD, one of the
psychiatrists at our hospital with whom we, in the
Center for Ethics, work so closely. When she said
she wanted to write about caring for somatically
ill patients who also have a psychiatric illness, it
was clinical ethics music to my ears. A topic I have
long focused on, Dr Johnson and her department
have been concerned about these highly complex
patients as well. We work hard to train our clini-
cians to be aware of, and learn how to best treat,
our somatically ill patients who also have psychi-
atric impairments. Because such a patient’s psy-
chiatric disease can be made worse when they have
physical ailments, these patients are often some of
the most complex patients in the hospital, requir-
ing our clinicians to be highly skilled in their care.
We write here in the hopes that our experience can
be of utility to our readers.

Finally, as usual, we present 3 cases, each with
their own insights into the hospital care of patients
where informed consent is particularly difficult. As
usual, also, these cases are composites of the many
cases we have seen and have heard about from our
colleagues. At a time when the ethics of medical
case publication is in flux, with some believing we
must obtain informed consent from those about
whom we write, we are careful not to be writing
about any one patient in particular. But with the
kind of busy ethics consultation service we have at
the Center for Ethics, with about 300 consults per
year, our ability to fuse and merge facts makes this
process not difficult. Once the general scenario is
agreed to, we depend on our physician editors/
reviewers to fill in the medical facts so the case is
a medically plausible one in which our physician
readers can see their own patients.

With that, I encourage you to turn the page
and begin reading this issue, which we hope you
find real, useful, and insightful. We produce JOHE
as an educational publication for you and all our
readers. Hearing from you about how we can
make it more useful would be great.

Sincerely,

Evan

Evan G. DeRenzo, PhD
Editor-in-Chief
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Law and Informed Consent:
The “Reasonable Patient”

by Jack Schwartz, |D, Adjunct Professor and Senior Research Associate at the
University of Maryland School of Law in Baltimore

Journal of Hospital Ethics

Informed consent is both extolled and scorned. Some laud it as a bulwark against
physician paternalism and indispensable for patient-centered medicine.® Others
deem it an empty, lawyer-driven ritual; as the humorist Dave Barry wrote about his
colonoscopy: “At the clinic I had to sign many forms acknowledging that I under-
stood and totally agreed with whatever the hell the forms said.”

This Grand Rounds assumes, without defending the proposition, that respect
for patients requires some kind of mechanism to provide them with key informa-
tion before they make an important medical decision. The focus is on the harm that
can be done if the legal machinery that produces informed consent doctrine goes
awry, by cramming ever more elements of disclosure into the physician’s obliga-
tion. Courts should seek something like an Aristotelian golden mean for informed
consent, and health care professionals and institutions should do what they can to
help courts avoid excess.

In one of the most frequently cited informed consent cases, Canterbury v
Spence, the court decided that a risk was material, and hence must be disclosed
by the surgeon, if a “reasonable person” in the patient’s position would attach sig-
nificance to the risk in deciding whether to consent to the surgery.3 Although not
universal, the “reasonable person” standard has significantly influenced the law of
informed consent. Who is this person, how does he or she decide, and what differ-
ence does this construct make for decision making by patients?

The “reasonable person” (or in the usage common until late last century, the
“reasonable man”) takes a star turn in the law of negligence. As health care profes-
sionals well know, a key aspect of a negligence claim is that the defendant fell short
of the standard of care. This standard, in turn, is measured by what a prudent and
reasonable person would do under like circumstances. The reasonable person, while
not endowed with superior discernment or judgment, is expected to keep passions
in check and reason to a logical conclusion. As one famous tort case put it, the
reasonable person will take account of the interplay of variables: the probability of
harm from an action or inaction, the gravity of the harm, and the cost of prevent-
ing the harm.* This rational, cost-minimizing approach has been much elaborated
upon by classical economists, who are also enamored of the reasonable person.s
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The artifice of the reasonable person in establishing
the standard of care in an ordinary negligence lawsuit is
other-regarding: what would a reasonable person have
done to prevent the harm that the accident victim has
suffered, allegedly because of the defendant’s action or
inaction? As transformed into the reasonable patient of
informed consent law, however, the reasonable person
becomes entirely self-regarding: what would a reasonable
person want to know in deciding whether his or her body
is going to be invaded? Nevertheless, the assumed deci-
sion-making process is essentially the same. A reasonable
patient will assess the interplay of potentially significant
variables and come to a decision that maximizes his or
her welfare, and the attending physician has a correla-
tive duty to provide information about these potentially
significant variables.

The self-regarding nature of the reasonable patient
leads to an ever-widening circle of information disclo-

grand rounds
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Why wouldn’t a self-regarding utilitarian, consider-
ing whether to consent to surgery, for example, want to
factor in such variables as the surgeon’s experience with
the particular procedure,” financial relationship with the
manufacturer of the medical devices to be used,® propen-
sity for drink,? and length of sleep the night before?*° It is
difficult to argue that none of these variables is a “mate-
rial consequence”™—that is, a fact that could potentially
make the difference in whether a reasonable patient con-
sents to the surgery.

Yet, unconstrained informed consent, undergirded
by a rationalistic, self-centered model of decision making,
may well harm both the physician-patient relationship
and the system within which care is delivered. To the
extent that informed consent law requires physicians to
say to the patient, in effect, “Here are several reasons to
be wary of me,” the law undermines the trust that itself
may be of therapeutic value.”

The self-regarding nature of the reasonable patient leads to an

ever-widening circle of information disclosure.

sure. Although the seminal informed consent cases
focused on the risks of the intervention, later cases reflect
a kind of hydraulic pressure toward wider disclosure. As
one court described the physician’s duty, “The physician
is required to advise a patient of any material consequence
(emphasis added) that would influence the decision of
a reasonable person in the patient’s condition”® The
phrase “material consequence” is apparently intended to
exclude from the informed consent duty facts that are
too trivial or too remote from the decision at hand, but
the vague phrase is of little help in demarcating a zone of
reasonable disclosure.

SPRING 2012

With regard to systems issues, consider the issue
of trainee participation in surgery. A typical surgical
informed consent document at a teaching hospital would
name the attending physician but refer only in gen-
eral terms to “associates, technical assistants, and other
health care providers” who might also participate in the
procedure. A court applying the reasonable patient stan-
dard, however, might deem this generality insufficient
and require explicit, detailed information about trainee
participation. In consequence, consent rates for such
participation would likely decline.” Yet, patients declin-
ing surgery after scheduling would disrupt staffing pat-

Journal of Hospital Ethics
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terns in surgical suites and decrease resident educational
opportunities.

Although judges cannot be expected to be experts
on the psychology of the physician-patient relationship
or issues in health systems management, this very fact
should lead to caution in further expanding the informed
consent doctrine. It is one thing to erect a legal safeguard

Often, the question is not so much whether disclo-
sure should occur, but how and when. Suppose the rea-
sonable patient would want pre-decisional information
about the physician’s conflicts of interest or the role of
trainees. It does not, or at least should not, follow that the
informed consent process is the best means of convey-
ing the information. Conflict of interest disclosure, for

Often, the question is not so much whether disclosure should occur,

but how and when.

against excessive physician paternalism; it is quite another
to compel the physician to issue a species of prospectus,
as if he or she were selling risky stock options. Indeed,
some courts have been uneasy about what I have termed
the hydraulic pressure toward greater disclosure. For
example, a panel of Pennsylvania judges, rejecting a claim
based on lack of informed consent about certain “facts
personal to the treating physician,” observed that to allow
the claim would be to extend the informed consent doc-
trine “into realms well beyond its original boundaries.
Are patients to be informed of every fact that might con-
ceivably affect performance in the surgical suite?”3 This
reasoning reflects a wise, if inchoate, fear about the unin-
tended consequences of an autonomy driven, excessively
rationalistic model of decision making. More is indeed
not always better.*

Understood in an ethically nuanced way, the rea-
sonable patient would not insist on an element of legally
mandated cynicism in what should be an intimate con-
versation with a physician. Nor should the courts, which
ought to take societal consequences into account when
fashioning liability standards, adopt a view of the reason-
able patient that would compromise the system of hands-
on training essential to health care quality.

Journal of Hospital Ethics

example, might be more effective and less burdensome
if it were accomplished online, through a uniform pro-
cess, enabling patients to eliminate from consideration
physicians who seem too greedy.’> Likewise, if the role
of residents were straightforwardly explained on a teach-
ing hospital’s Web site and repeated in a pre-admission
packet, this less disruptive alternative might well achieve
the desired policy goal. In cases of elective procedures at
least, patients could weigh, before the last minute, the
benefits of care in a teaching hospital against the risk of a
trainee-related misadventure.

Advocating that courts adopt a nuanced under-
standing of the reasonable patient should not be left
solely to the lawyers defending an individual physician
or hospital. Rather, the groups that represent physicians
and hospitals should play an active role in making the
harmful effects of unbounded informed consent more
visible to judges. Suppose, for example, that a surgeon
and a teaching hospital were sued under the theory that
they were negligent—that is, breached informed consent
obligations—because they failed to disclose to the patient
prior to surgery the name of the resident who would par-
ticipate in the procedure, the resident’s experience, and
precisely what the resident would do. That case should
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not be seen as solely of interest to the defendants. Rather,
other physicians and hospitals in the state should seize
the opportunity, via intervention or “friend of the court”
status for their organizations, to help shape the court’s
understanding of contextual issues.

This Grand Rounds touches on only a limited aspect
of the problem of informed consent—the boundary
question. It does not address fundamental issues at the
core of the doctrine. The late Jay Katz, a physician and
law professor, was skeptical that legal pronouncements
could overcome physician reluctance, ingrained in “the
ethos of medicine,” to share decision-making authority.¢
Recent evidence underscores Katz’s concern.”” Other crit-
ics point out that a regime of expansive, required disclo-
sure tends to cast the patient into the role of consumer,
capable of assimilating ever more information, coolly
weighing it, and reaching a decisive conclusion.’® This
picture is probably not true even of ordinary consumer
transactions. Still less does it reflect the reality of what
it means to be a patient, burdened by disease and fear,
hoping that the art and science of medicine can restore
anormal life.

Nonetheless, the doctrine of informed consent is
a permanent part of the landscape of law and medi-
cine. Those who make the law, however, should be cau-
tioned about blind spots and urged to be prudent about
the scope of the doctrine. Primum non nocere is not just
for physicians.
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Can This Patient Give Her Own Consent?

Journal of Hospital Ethics

Consent for a Surgical Procedure in a Long Stable,
Chronically Mentally I1l Patient

by Karen M. Johnson, MD and Evan G. DeRenzo, PhD

Quite often, ethical complexities arise when seeking consent from a chronically
mentally ill individual. This is especially true when physicians automatically
assume that a mentally ill patient lacks the ability to understand and comprehend
information. Let us consider the following case.

Ms Z is a woman in her late 60s who was diagnosed with schizoaffective dis-
order when she was in her mid-30s, for which she has had multiple admissions to
a local community hospital’s psychiatry unit. She has not, however, had any psy-
chiatric admissions to any hospital in the past 15 years, during which time she has
had stable psychiatric disease. (Stable psychiatric disease can be defined as disease
that does not interfere with the patient’s ability to function or perform activities of
daily living, and exhibits no threatening behaviors toward the self or others, even
when experiencing auditory hallucinations and/or fixed, delusional thinking.)

Because of Ms Z’s frequent previous admissions, some clinicians in the hospital
remember her. When in the hospital, she has always been pleasant and coopera-
tive. She is divorced and her children are grown and live independently, yet remain
close to her and each other. One adult daughter lives nearby, giving Ms Z the
pleasure of having young grandchildren nearby who love her.

Ms Z’s current admission is for severe back pain. She is alone and provides
her own informed consent for the workup. CT results indicate a small lung mass.
Her attending physician consults with a general surgeon to confirm that the mass
should come out as quickly as possible. If the surgeon cannot resect the mass, the
attending physician recommends, at a minimum, that a biopsy be performed.

Throughout Ms Z’s workup, the patient’s remains psychiatrically stable, albeit
severely anemic. Even though she has been providing her own consent, now that
the clinical consensus is that the mass should be removed or at least biopsied, the
surgeon wants to wait until her daughter is available to start discussing the sur-
gery with Ms Z. The surgeon is concerned about Ms Z’s ability to understand the
implications of the surgical procedure, given her previous psychiatric history, and
believes that having her daughter present will provide needed support. The patient
has already agreed to have her daughter involved in her case, so it is wise to wait.
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INTRODUCTION
In 1972, US Senator Tom Eagleton (1929-2007) was the
Vice Presidential candidate for the Democratic ticket.
Eagleton, who served as US Senator from Missouri from
1968-1987, had been voluntarily hospitalized at infre-
quent intervals from 1960 through1966. During his brief
hospital stays, he had received electroconvulsive therapy
(ECT) for depression. In the course of the Presidential
campaign, Eagleton’s history of mental illness came to
light and made national headlines. As a result, he with-
drew his nomination. He stayed in the US Senate, ulti-
mately retiring to serve as a public affairs faculty member
at Washington University in St. Louis, Missouri.
Although we may recoil at this story, believing this
sort of discrimination and injustice could not happen
today, prejudice against the mentally ill remains.»? It is
not only the public that hangs onto such harmful views,
bias and discrimination are well documented within
physician populations.3*
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to protect their patients from such attitudes. “The evi-
dence that physician behavior and decision making may
contribute to...inequalities in health care...is difficult to
reconcile with the fact that most physicians are genuinely
motivated to provide good care to all their patients...
This apparent contradiction can cause considerable cog-
nitive dissonance, the uncomfortable feeling that occurs
when holding 2 conflicting ideas simultaneously. Cog-
nitive dissonance has been shown to be so aversive that
people are highly motivated to resolve it, often by dis-
counting the evidence supporting one of the conflicting
beliefs.”® Persons with mental illness may be a group of
patients who bring out unconscious biases.

Because others are working on ways to help phy-
sicians route out these hidden biases,****? this article
explores some of the practical implications reflected in
the case of Ms Z.

Her case reflects an assumption that clinicians
often make about persons who carry a diagnosis of a

Biased thinking can produce especially bad outcomes for

chronically mentally ill patients needing hospitalization for medical

or surgical treatment.

Biased thinking can produce especially bad outcomes
for chronically mentally ill patients needing hospitaliza-
tion for medical or surgical treatment. Lack of experi-
ence among physicians can result in negative views of the
chronically mentally ill.>¢ Access to medical and surgical
interventions is reduced. One study showed that men-
tally ill Medicare patients were less likely than others to
receive a variety of surgeries.” Another study explored
differences in time-to-surgery care for appendicitis
between a group of mentally ill patients compared to
those without mental illness. Patients with schizophrenia
had a higher risk of surgical delay and rupture.®

There are many ways that physicians and other cli-
nicians may be biased, even when they work diligently
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chronic mental illness: a chronically mentally ill somatic
patient is unlikely to be decisionally capacitated. When
this assumption is made, however, it is often an error.”
To avoid making this error, practicing physicians can
and should train themselves into a new mental default:
assume that it is possible that the patient may be capaci-
tated and that without a proper capacity assessment, you
just cannot know.

Training to this new cognitive default positions the
physician to take the right step—perform and docu-
ment a formalized capacity assessment. Performing (and
perhaps also having performed by a consultant) and
documenting a formalized capacity assessment assures
the chronically mentally ill patient of the highest ethical
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standard for informed consent for the recommended
diagnostic test or therapy.

WHY IS IT SO ETHICALLY IMPORTANT TO GET

THIS RIGHT?

Over the last several decades, there has been important
attention to improving the ethics of involving psychiatri-
cally and cognitively impaired persons in research. 5167
All this increased attention has produced progress that has
evolved the ways we think about and conduct informed
consent with chronically mentally ill persons.

Today this work (which started in the research world)
has permanently spilled into the clinical setting, resulting
in multiple instruments and approaches.*® Although more
research is needed to better understand the mechanisms
of impaired decisional capacity® and to better standard-
ize assessment processes,? the state-of-the-art approach
is that formalized capacity assessment of questionably
capacitated medical and surgical patients is required.?*?
Given the wrong assumption that persons with chronic
mental illness are incapacitated decision makers, it seems
fair to say that such persons may be questionably capaci-
tated. Questionably capacitated persons deserve to be
properly assessed.

The informed consenting improvements for somat-
ically ill, psychiatrically impaired patients are important
for many reasons. Ethically, misidentifying a capaci-

medically ill patients are surely among a hospital’s most
vulnerable patients. In both circumstances, regardless of
how caring and compassionate the treating team is, the
patient is likely receiving suboptimal medical treatment.
In Ms Z’s case, she was diagnosed with psychiatric
illness many years ago. Ms Z has been stable for over 15
years, living independently and making her own deci-
sions. Although stress has been implicated for many
years in the onset of psychiatric symptoms,32425 there
are no evidenced-based data to suggest that the stress
of receiving bad news about the need for surgical inter-
vention will render her not-capacitated. Nonetheless,
her physicians have assumed that chronically mentally
ill patients in the medical setting are likely to lack deci-
sional capacity, but this assumption may be incorrect.
Ms Z might not want her daughter in the room. She
might want to tell her daughter herself. Or she might
want to keep the news from her daughter until after a
definitive diagnosis is made. These are possible desires
that we would easily accept as, if not optimal, at least
not unreasonable, in the average patient. That Ms Z has
had a serious mental illness in the past, that perhaps she
still may have this disease, does not make her a priori
cognitively incapable of making the decision that has to
be made right now. That is the only decision to which
attention should be paid and there is no way of know-
ing unless Ms Z is evaluated properly. The physician

Incapacitated, chronically mentally and medically ill patients are

surely among a hospital’s most vulnerable patients.

tated patient as lacking capacity robs that patient of his
or her rights of self-determination; many would express
it as strongly as losing his or her rights to liberty. Shift-
ing directions, inaccurately assessing a patient as having
capacity when that patient in fact does not, robs that
incapacitated patient of the support he or she needs to
be protected from the potential harms of not having an
advocate outside the treating team and unaffiliated with
the hospital. Incapacitated, chronically mentally and
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just does not know about her medical decision-making
capacity without really checking. Unconfirmed hunches
are not, under these conditions, sufficient for a physician
to decide whether Ms Z is decisionally capacitated to go
through the surgical informed consent process at hand.
A surgeon would never take Ms Z to surgery without a
proper surgical indication. Ms Z’s pre-existing psychiat-
ric history is the indication for a formal decision-making
capacity assessment.
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PERFORMANCE OF AN ADEQUATE CAPACITY
ASSESSMENT FOR MEDICAL AND SURGICAL
DECISION MAKING
Of the many instruments and approaches to formal
capacity assessments, perhaps the easiest to implement
in the clinical setting is the model developed by Paul
Appelbaum?® and his group.?” Even this tool, simple at
first glance, calls for thoughtful attention. The 4 criteria
that the patient must meet are the abilities to:
1. Express a choice,
2. Understand the information provided,
3. Appreciate the implications of the information
regarding one’s own situation, and
4. Reason consistently and thoughtfully in reaching
said choice.
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difficult as the third to interpret. Let us say that Ms Z, in
addition to being a person with a chronic mental illness,
also happens to be a Jehovah’s Witness, and a surgeon
is attempting to consent Ms Z for surgery that is likely
to require blood products. In this case, if Ms Z were
refusing the blood products, the physician’s alarm bells
would not be sounding wildly. It would seem to be a
rational decision based on the patient’s religious beliefs.
If, however, Ms Z is refusing the biopsy or resection on
the basis that “voices” were telling her it was her time to
die, at this point Ms Z would fail the capacity assessment
because her decision would not be rational.

Although performing this kind of capacity assess-
ment is difficult, it is better than no assessment or an
inadequate assessment. The former is simply unthinking

It takes time for a surgeon...to grasp whether the patient

appreciates the implications of what is being said.

For the patient with no sensory impediments, the
first criterion is straightforward. The patient’s statement
of his or her own preference(s) presents a low bar to reach.

Determining whether the patient meets the second
criterion is not much more difficult. Demonstrating
understanding of the information provided can be eas-
ily tested. Ask the patient to repeat back what he or she
has just been told. If the patient has trouble at this level,
break the information down into smaller chunks and
then ask the patient to repeat back, in his or her own
words, what it is you are trying to communicate. If the
patient fails at this point, just stop.

The third criterion is where things get quite dif-
ficult. Appreciation is a subjective word. There is no
certain way to evaluate whether a patient “appreciates”
the implications of the information being provided in
relation to his or her own situation.?” It takes time for
a surgeon to learn enough about the patient’s sense of
his or her own situation to have the context necessary to
grasp whether the patient “appreciates” the implications
of what is being said.

The last criterion may be as simple as the first or as
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or unknowing, ie, suboptimal standards of practice. The
latter is suboptimal, also, but perhaps worse because the
physician thinks that it is a meaningful evaluation and it
is not. This flaw might be an assessment of ability to pro-
vide consent on the basis of “awake, alert, and oriented
x 3,” but lucidity is not synonymous with capacity. It
has long been known that performance of a Mini Men-
tal State Exam (MMSE) is not enough to assess whether
a patient is capable of providing meaningful informed
consent.?® Instead, the ethical and legal standard approx-
imates the example just provided, which takes the phy-
sician through ascertainment and documentation of
ability to meet each of the well-accepted 4 criteria of
medical decision-making capacity.

WHEN THERE IS A PSYCHIATRIST OR
PSYCHOLOGIST IN THE HOUSE

If Ms Z’s hospital has psychiatrists or psychologists avail-
able, medical or surgical care of a psychiatrically impaired
patient can often be improved in many ways from their
involvement.3° For our purposes here, it will be useful to
involve one in the decisional capacity assessment.
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There is one point, however, that requires the refer-
ring physician’s utmost attention. When making a referral
to a psychiatrist or psychologist, the referring physician
should make clear that the consultation is for assessment
of the patient’s medical decision-making capacity. When
this is unspecified—a frequent omission made by psychi-
atrists and psychologists, especially those inexperienced
in being consulted for this reason—it may be that the
consultant does not know the difference between assess-
ing for medical decision making and assessing for pres-
ence of psychiatric symptomatology, and assessing the
criteria for diagnosis of serious psychiatric illness.

When a psychiatrist or psychologist makes this kind
of error, the product of such a consultation will be less
than helpful for the attending physician. Such an evalu-
ation will do worse than waste time. It will confuse the
clinical team, perhaps sowing disagreement among them
(or exacerbating disagreement and shifting it toward real
conflict among providers) and, in the end, they still may
get it wrong where Ms Z is concerned.

To avoid this kind of problem in a hospital that
has an in-house psychiatrist or psychologist, physicians
should work closely with these colleagues to improve
everyone’s level of learning about medical and surgical
decision making in the chronically mentally ill patient.
In the meantime, the attending physician simply must
be clear when requesting the consultation that the con-
sult is for assessment of capacity to make the patient’s
own medical decisions and to independently give his or
her own informed consent for the specific decision that
needs to be made at the time of the consultation. This
should preemptively protect the patient and provide the
physician the information he or she seeks.

CONCLUSION

Even when the attending physician is lucky enough
to have a psychiatrist or psychologist provide a useful
consulting opinion, it remains the responsibility of the
attending physician who is going to provide the care to
obtain the patient’s valid informed consent or the con-
sent of a surrogate.3* And so, when faced with a patient
such as Ms Z in this composite case, it is necessary to not
take for granted that you know whether the patient will
be decisionally capable. Perform (or have performed)
and document a formal decision-making capacity assess-

Journal of Hospital Ethics

ment. In so doing, you will be practicing at the highest
level of excellence and, most importantly, your patient
will have the best opportunity for good medical and sur-
gical outcomes.
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Truth or Consequence:

Journal of Hospital Ethics

How Patients’ Lies of Convenience Compromise
Patients, Physicians, and the Common Good

by Paul L. Schneider, MD

Truthfulness, physicians are repeatedly taught, is essential to the contemporary
patient-physician relationship. Much has been written regarding truthfulness in
medicine, especially concerning modern-day assumptions about physicians’ obliga-
tions to tell the truth to their patients. Indeed, many physician professional groups
and societies have instituted and published policies on truth telling,*? raising the
collective level of consciousness about what the profession expects from its practi-
tioners. The ethical notion grounding these physician obligations is that patients,
or their surrogates, need accurate information, conveyed in language understand-
able to the patient or surrogate, on which to base an informed judgment to accept
or refuse a physician-recommended intervention. Even in cases where there is still
debate about the need for total physician disclosure,? truthfulness is the default
position for physicians’ communications with their patients.

But what about patients’ obligations to tell the truth? It is assumed that for
hospital patients with acute medical needs, patient truthfulness is essential to safe
and positive outcomes as well. Treatment plans based on incorrect or incomplete
patient information can lead to a medical catastrophe, such as unnecessary emer-
gency interventions or a missed diagnosis with a potentially fatal outcome. In the
workup of suspected pulmonary embolism, for example—which is a frequently
missed, frequently fatal diagnosis—the probability of the diagnosis is judged
according to the use of the Wells criteria, a well-validated assessment tool that,
although comprised mostly of objective criteria, can be undermined by a patient’s
false self-reported history.#

But the harm of patients’ lies goes beyond the potential risks to patients; it
includes potential harms to physicians and society. What if a physician learns dur-
ing the history and physical that leads into the average consent process that the
patient is lying or has lied about his or her present symptoms, reasons for being
at the hospital, or past symptoms on which present diagnoses are based? Such a
discovery distorts the informed consent process and substantially complicates phy-
sician obligations. What if the physician learns about a patient’s lie that has not just
put the patient at risk of harm, but has wasted staff time and hospital resources?
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What if the patient’s lie has resulted in potentially crimi-
nal fraud and abuse?

This article presents just 3 possible scenarios, stories
in which patients told lies of convenience that sent them

feature

protected, and whether high-quality informed consent
is still possible under the circumstances. More broadly,
uncovering a patient’s lies of convenience poses chal-
lenges to the physician not only for meeting high stan-

But the harm of patients’ lies goes beyond the potential risks to

patients; it includes potential harms to physicians and society.

and their physicians down ethically questionable paths.
The article concludes with possible actions that physi-
cians can take to appropriately redirect such a patient’s
medical care and correct (or not correct) the greater scope
of harms such lies can cause.

MEDICINE’S VIEW OF PATIENT TRUTHFULNESS
While much has been written about physician truthful-
ness,’ little has been written about patient truthfulness,®
specifically with regard to the history patients give to
their health care providers.” The American Medical Asso-
ciation (AMA) has a specific policy® on patient respon-
sibilities that explicitly addresses the need for patient
truthfulness. This AMA policy includes the following
statement:

“(1) Good communication is essential to a success-
ful patient-physician relationship. To the extent possible,
patients have a responsibility to be truthful and to express
their concerns clearly to their physicians.

(2) Patients have a responsibility to provide a com-
plete medical history, to the extent possible, including
information about past illnesses, medications, hospital-
izations, family history of illnesses, and other matters
relating to present health.”

Even though patients have no obligation to follow
AMA policies, physicians do have a reasonable expec-
tation that patients are telling them the truth. Because
patients are seeking care, there is an expectation of trust
that the patient will tell the physician the truth necessary
to provide care.

When a physician finds out that a patient has told
lies of convenience, that knowledge poses particular
challenges, including whether the lie has altered the nor-
mative expectation that the patient’s confidentiality be
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dards of professionalism, for treating each patient fairly,
and for knowing how to treat the patient, but also for
building and sustaining trust.

WHEN PATIENTS LIE

Presented here are 3 scenarios that are composites of situ-
ations not infrequently experienced by physicians. There
are many reasons patients lie. The lying in these cases
we are calling lies of convenience—the kind of lies that
patients know they are telling to obtain something they
want or need.

Scenario 1

Mr A is a 36-year-old male who comes to the hospital
for a routine pre-employment physical examination, not
understanding that emergency departments (EDs) are
not in the business of providing such services. When he
arrives, Mr A is directed to the ED triage desk. Witness-
ing the conversations that patients ahead of him in line
are having with the triage nurse, Mr A determines that if
he tells the truth regarding why he came to the hospital,
he will be directed to same-day care, where he will possi-
bly wait many hours for his examination. This misses the
point that if he were to tell the truth, he would be turned
away from the hospital altogether and directed to seek
physicians providing this service from a list presumably
provided by his prospective employer.

Nonetheless, Mr A notices that patients who com-
plain of chest pain are immediately brought into the ED
for prompt treatment. Mr A decides to lie to the triage
nurse, informing her that he came to the hospital because
he has developed chest pain within the last day. Because
hospital goals regarding acute coronary syndrome (ACS)
care are to implement treatment as rapidly as possible,
he is whisked into the ED where he immediately receives
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an intravenous line, electrocardiogram, blood draw, and
a nursing assessment, all within the first 10 minutes.

When the ED doctor sees the patient, Mr A begins
fabricating a history of symptoms that he believes are
typical for coronary artery disease. Within several min-
utes, after the physician mentions possible interven-
tions the patient might need if he has coronary artery
disease (eg, coronary artery catheterization), the patient
tells the doctor:

“Look, uh, I didn’t mean to make out like I have
heart disease or something. I just told the nurse my
heart hurt so that I could get in here quick and get
this form filled out. You understand, right, doc?”

In this scenario, the patient comes very close to
having a cardiac catheterization procedure, which could
actually do him harm.

Scenario 2

Mr W is a 28-year-old homeless male who has spent
the last week on the streets of skid row. He has a his-
tory of schizophrenia and polysubstance abuse (crack
cocaine and alcohol). He arrives at the ED complaining
of depression and admits he has thoughts of jumping
from a freeway overhang to end his life.

He is escorted into the area of the ED for patients
who are suicidal (ie, “safe rooms”). Once inside the safe
room, Mr W asks his nurse when lunch will be served.
She tells him that he will have to wait for the physician to
see him, who then can decide if he can eat lunch.

The patient begins ranting and raving that all he
wants is a meal. “I was just bullshitting you about jump-
ing,” he says.

Despite many well-meaning attempts to enroll this
patient in a coordinated community psychiatric pro-
gram, there has been no success. This is due to a variety of
factors in this patient’s case—not because services are not
available, but because of a combination of the patient’s
disease and laws designed to prevent him from being hos-
pitalized without his consent. And so the patient remains
without needed psychiatric intervention, continuing to
use drugs and alcohol, hungry, and homeless.

Scenario 3

Mr M is a 54-year-old man with a history of myo-
tonic dystrophy, a neuromuscular disorder that is largely
untreatable and usually is ultimately fatal. He also has
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paroxysmal atrial fibrillation for which he goes to the
internal medicine clinic on an infrequent basis.

During a routine visit, the internist decides to
review the patient’s full problem list in the medical
record, and notices a diagnosis of post-traumatic stress
disorder (PTSD) made by another provider. Because
the doctor had not noticed this diagnosis during earlier
visits, he asks the patient about it, inquiring if he suffers
from flashbacks, anxiety, depression, or nightmares. The
patient replies:

“Oh, that! Yeah, put down I have all of them. ’'m
fine, but in order to get a VA (Veterans Affairs] pen-
sion, I had to say that stuff. I even have to go see a
psychiatrist and complain of all that mental stuff,
but I just flush those medicines down the toilet.”

The dual nature of the VA in providing health care
as well as disability benefits makes this setting especially
prone to patients lying for the purpose of gaining funds
and services.

THE IMPACT OF PATIENTS’ LIES
These case scenarios represent real patients who made
the choice to lie to hospital staff for convenience—faster
attention, food, money, or services, respectively. Many
physicians will recognize these types of patients from
their practices and be able to offer similar examples from
their own experience. These cases are not meant to rep-
resent rare occurrences or “extraordinary” lies. To the
contrary, they are meant to demonstrate the types of lies
of convenience that physicians are likely to be told with
some frequency.

What, if any, obligations are placed on physicians
by these lies? Data show that some physicians (11%)
sanction lying to insurance companies in order to help
themselves and their patients fund medical care, and the
public (26%) thinks such lying is even more permissi-
ble.?** Some physicians may not see their patients’ lies as
a problem and, thus, see no triggering of any obligations
on their own part. Others may feel uncomfortable but
not know what to do. Still others may want to report the
lying (which would break patient confidentiality) but do
not do so out of a misplaced fear of legal repercussions.
Making decisions about what action should or should
not be taken is complex and it is many physicians’
experience that there is likely to be little or no practical
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guidance for physicians from professional groups, legal
counsel, or hospital administration.

But there may be serious consequences for physi-
cians who ignore patients’ lies. There may be a bad
medical outcome for a patient, for which a physician
will be held accountable in any number of ways, such
as in Scenario 1 with the potential for an unnecessary
cardiac catheterization. When patient fraud and abuse
is uncovered, as in Scenario 3 with the VA benefits, a
physician may be concerned that not reporting it to
some administrative authority could legally ensnare the
physician as well as the patient, if the patient is caught
some time in the future. Or simply out of personal hon-
esty and a sense of moral outrage, the physician may
feel personally obligated to uncover the particulars of
the fraud and abuse. Perhaps most seriously, a physi-
cian who does nothing in the face of patients’ lies may
become inured to the ethical wrong of lying.*»*? This last
consequence may produce serious, long-term—perhaps
career-long—cynicism and degradation of compassion,
which are obstacles to the life-long development of the
virtuous physician.

PHYSICIANS’ OBLIGATIONS WHEN

PATIENTS’ LIES ARE DISCOVERED

While it is beyond the scope of this article to examine
all the ethical concerns raised by these cases, here we
seek to illuminate a reasonable physician’s obligations to
address, halt, and/or reverse the potential negative out-
comes emanating most seriously or immediately from
the deceits presented in these 3 cases. This approach is
practical, while being grounded in the ethical belief that
lies of convenience are wrong and physicians ought not
to be complicit in perpetuating lies of convenience told
by their patients.

Although it is outside a physician’s obligation to
go beyond his or her boundaries of responsibility, at
least the physician can do his or her part to assure that a
patient’s lie is not rewarded. At a minimum, the physi-
cian can make it perfectly clear to the patient that falsely
complaining of chest pain is dangerous and unaccept-
able. In addition to any conversation the physician cares
to have with the patient about the potentially harmful
outcomes such a lie can cause, the physician should
write in the ED chart that Mr A lied about having chest
pain in order to receive a standard health exam, that
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there was no evidence of cardiac problems, and that no
further workup was performed.

The response to Scenario 2, however, is less straight-
forward. That an impoverished, mentally ill individual
lies to satisty his basic requirements for survival leaves
the physician feeling sad about how hard it is to treat
mental illness, and frustrated that laws and practices
intended to protect those unable to provide their own
informed consent have ended up being among the
greatest barriers to appropriate care for the mentally ill.
Typically, a referral to a social worker, who can direct
the patient to a homeless shelter, ends the immediate
“medical” intervention. In fact, hospitals that routinely
deal with patients in this condition typically stock meals
or snacks for patients in the ED for exactly this reason.

This patient has broken no laws and should not be
held accountable for needing a meal. He is described as
dually diagnosed with schizophrenia and polysubstance
abuse. There is abundant evidence that patients like this
require complex and integrated treatment systems.”
These costs are likely to increase uncompensated care
for the hospital and society, but the ways to reduce such
costs ought not to be worked out in the context of car-
ing for any particular impoverished, mentally ill patient.

Here, the physician needs to arrange for lunch for
this patient (even perhaps buying that lunch). At the
same time, the patient should be told that this is not
an acceptable means of feeding himself. But because it
is always the physician’s obligation to take care of the
patient in front of him or her, if this patient shows up
again in the ED and what this patient needs is food,
then this patient should be fed while social work is being
called again.

Scenario 3 presents the most complicated and
unacceptable case yet. This patient has not only lied, but
appears to be knowingly engaged in long-term fraud
and abuse. Here, as in Scenario 1, curtailment of the
lies should be swift. The case states that the physician
uncovers the lies by reviewing the chart and exploring
a diagnosis made by a previous provider. At present,
this physician does not see any evidence for the previ-
ous diagnosis. That simply becomes the patient’s new
clinical status.

It is a matter of professional competence that if a
physician does not think a patient has a particular condi-
tion or diagnosis, that assessment should be documented
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in the patient’s chart.* In this case, no diagnosis of PTSD
can be confirmed. The drugs prescribed for such a con-
dition have serious side effects and should be avoided if
not needed. They are not needed in this case. Nor does it
appear that the patient needs to be seeing a psychiatrist.
All interventions related to the previous diagnosis should
be stopped, including the time drain on specialists who
are not needed.

What the physician should do about the informa-
tion suggesting that this patient has been knowingly
getting government money and services under false pre-

Many colleagues and professional associations tes-
tified that such disclosure within the patient-physician
relationship did not call for warning Tarasoff. The
judge thought otherwise. In 1974, the court ruled that
the therapist had a duty to warn Tarasoff. The notion
was that warning her would allow her to take measures
for her own protection. In 1976, the Supreme Court of
California ruled that mental health professionals have
a duty to protect identifiable third parties from their
patients when credible threats of violence are made.
How such protective action on the part of the therapist

But it is a physician’s obligation always to work to separate his

or her personal emotions from professional obligations.

tenses is a vexing problem. Let us assume that the physi-
cian is morally outraged by the possibility, wants to see it
stopped, and may also want the individual punished. It is
easy to understand all these emotional responses. But it
is a physician’s obligation always to work to separate his
or her personal emotions from professional obligations.
Additionally, physicians are not police.

Historically, protecting patient confidentiality has
been a higher professional obligation than the pro-
tection of others. For example, a physician was only
to breach confidentiality to protect the patient, such
as involuntarily committing a homicidal psychiatric
patient. This breach was not to protect the possible
murder victim from the patient, but to protect the
patient from him- or herself.

This tradition was tossed on its ear by the case of
Tatiana Tarasoff.”> Tatiana Tarasoff was killed by a
spurned suitor, Prosenjit Poddar, when they were both
in college. While Tarasoff was away, Poddar told his
university therapist that he was going to kill her upon
her return to campus. His therapist took the threat seri-
ously. Campus police questioned Poddar, but he was not
considered dangerous so he was released. The therapist’s
supervisor said that no more action should be taken.
When the young woman returned, Poddar killed her.
Her parents sued.
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is to be implemented can take a variety of forms—warn-
ing is only one action. Since this ruling, the notion that
a clinician has an obligation to protect identifiable third
parties from potential harm caused by the clinician’s
patient has moved into different therapeutic areas, most
notably HIV/AIDS, genetics, and gun wounds.*¢ 17189
The degree to which such merging into other therapeutic
areas is ethically justifiable, however, remains a matter
of debate.?°

So how does the physician evaluate the need to dis-
close a patient’s apparent illegal misappropriation of
government (ie, VA) funds and services? This presents
the physician with a difficult decision. In Scenario 3,
there is no single identifiable third party; there are
many identifiable third parties (ie, all others receiving
and/or needing to receive VA funds and services). More
broadly, there are millions of uninsured Americans who
need medical services and the federal government has
a finite budget for those services. Additionally, those
who are privately insured end up paying the bill for
uncompensated care through the tax system. So there
are many consequences that can anger the physician
in Scenario 3. Even such well-placed anger, however,
does not answer the question of what should this physi-
cian do in this circumstance about this patient, beyond
documenting the patient’s present clinical status.
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The physician can document in the chart the back-
ground story that the patient has told about why the
PTSD diagnosis is there. Doing so, however, could put
the previously treating physicians in some trouble.
There is nothing that stops the physician from disclos-
ing what the physician believes to be fraud and abuse to
the hospital’s compliance officer. But because it is likely
there will be disagreement about whether, legally, dis-
closure under these circumstances would be advisable,
it might be wise for the physician to seek the guidance
of his or her risk management or legal department.

The fact is, however, the patient told this physician
the truth. If the physician documents only the symp-
toms and conditions the patient does have and turns the
patient over to a social worker to assist him in obtaining
those benefits to which he may be legitimately entitled,
the physician will have done his or her job, ethically.
To the degree the physician wants to have a heart-to-
heart talk with the patient about why it is wrong to lie
about nonexistent symptoms and take prescriptions
under false pretenses just to receive benefits to which the
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CONCLUSION
Different deceptions call for different responses. Stepping
back from the individual patient, hospitals should train
staff to be vigilant to patients’ lying and how best to act
on the lies once identified. Physicians, like other citizens,
have citizenship obligations to work through various
channels, such as charitable and political channels, to
implement strategies to provide necessary care for those
unable to obtain such care for themselves and to change
laws that create barriers to good care.??»23

When thinking about the waste that patients’ lies
may cost a hospital and society, it is fair to seek ways
to diminish such waste. But fairness requires that equal
examination be given to the waste of hospital resources
from other directions as well, such as from physicians
requiring unnecessary tests as a (probably useless) hedge
on legal liability. Certainly, seeing the wastefulness that
comes from patients’ lies will produce frustration in
physicians regularly exposed to such behavior, but waste
comes from all over and what is most important to hos-
pitals is caring for patients. In caring for patients, there

When one or the other in the patient-physician relationship

breaks that trust by lying, any hope for the meaningful exchange

of information as part of the informed consent process is lost.

patient may not be entitled is up to the particular physi-
cian. Regardless of whether the physician has a heart-to-
heart talk with the patient, this physician has met his or
her duties and obligations to provide safe and competent
care and has separated him- or herself from any patient
wrongdoing.

While this last possibility may be, strictly speaking,
the ethically optimal approach, there is no avoiding the
fact that this leaves the physician with his or her well-
placed righteous indignation, discomfort, and frustra-
tion. Managing these negative feelings, in the end, may
turn out to be the physician’s most difficult task. Not
becoming so cynical that burnout sets in is hard indeed.
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must be trust in the relationship. When one or the other
in the patient-physician relationship breaks that trust by
lying, any hope for the meaningful exchange of informa-
tion as part of the informed consent process is lost.

In closing, physicians’ reactions to patients’ lies
should be crafted narrowly to avoid as much harm to
patients as possible. But patients cannot—and should
not—assume that the priority of confidentiality and trust
inherent in the patient-physician relationship extends to
physicians tolerating patients’ lies. Patients’ lies are bad
for patients, physicians, hospitals, and society. Physicians
have obligations to end the harm these lies cause when-
ever possible.
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When Young Adult Patients

Make Bad Decisions

VOLUME 3 NUMBER1

by Staff of the Center for Ethics at MedStar Washington Hospital Center

PRESENTATION

Mr B is a 19-year-old man who is brought by ambulance into the Emergency Department

(ED) with multiple stab wounds. He is conscious, stable, and is oozing blood from wounds

throughout his abdomen and pelvis. He complains of pain and is combative, pushing away

team members who are attempting to assess his status.

He says he was attacked by a group of men
and stabbed repeatedly. He reports that he crawled
several blocks to a ditch, where he hid himself from
his attackers. Seemingly, a passerby found him
lying on the ground bleeding and called 911. The
patient divulges the most minimal details despite
pointed questioning by the medical team. Dur-
ing the examination, which the patient ultimately
allows, tattoos are identified, indicating the patient
is a gang member. The patient has no insurance.

Among other tests, the trauma surgeon
orders a CT with rectal contrast to evaluate Mr B
for internal injuries. When the surgeon tells the
patient which tests he needs and explains how the
tests will be administered, the patient balks. He
says that he will not allow anyone to insert a probe
in his rectum. He is quite clear and adamant on
this point.

The surgeon tries to continue discussing the
necessity for this test—to provide sufficient infor-
mation about his condition—explaining the pos-
sible consequences of his refusal. Specifically, the
surgeon explains that due to the large number
and placement of stab wounds, there is likelihood
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that the bowel has been punctured, which could
be fatal. The surgeon is explicit that, without the
best knowledge about whether his bowel has been
punctured, the patient could bleed to death. The
patient continues to refuse, which the surgeon
considers unreasonable, so the surgeon pages the
psychiatric fellow and the clinical ethicist.

The psychiatric fellow examines Mr B and
finds him to be capacitated to the letter of the
capacity assessment, but evaluates the patient as
emotionally immature and distant. In discussions
with the surgeon, the psychiatric fellow acknowl-
edges that it is beyond his scope of expertise to
assess whether the patient is in shock physiologi-
cally, sufficient to leave him lucid but not fully
psychiatrically capacitated. The surgeon, with his
own surgical and intensivist consultants, believes
the patient is not technically in shock.

Before the clinical ethicist has any conver-
sation with the patient, she confirms that the
surgeon and the psychiatric fellow have both per-
formed full and independent capacity assessments
and have documented these assessments in the
chart. Reviewing these chart notes, she confirms
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that both believe that the patient is decisionally
capacitated. She pays particular attention, how-
ever, to the fellow’s comment about the patient
being emotionally immature.

The ethicist pays special attention to this com-
ment because she has recently been to a confer-
ence where new data were presented about the
young adult brain. Although the patient, at age 19,
is legally an adult in the jurisdiction where this case
takes place, there is relatively new information that
the brain is not fully mature until well into young
adulthood. Therefore, the clinical ethicist asks that
another physician, who is used to working with
patients in this age group, confirm the surgeon’s
capacity findings. By the time the clinical ethicist
arrives in the ED, a second physician is with the
patient, performing her own capacity assessment.
Because it is 2 am, the physician who is available
and used to caring for young adults under stress is
an obstetrics fellow.

When the obstetrics fellow is finished with
the assessment and comes out from behind the
curtain, she is undecided about the patient’s
decision-making capacity. She reports that he is
obviously awake and alert. He is able to express a
choice. Albeit grudgingly, he repeats back to her
the information she is giving him, demonstrating
cognitive understanding. She also is able to get
him to say that if he has internal bleeding and if
the doctors do not fix or cannot prevent further
bleeding because he will not agree to the test, he
is likely to die.

Still, Mr B continues to refuse the test. When
asked to demonstrate decisional capacity at the
highest (but still required) level of demonstrat-
ing that his reasoning is consistent with what the
patient sees as being in his own best interest, he
just repeats, “I don’t want anyone messing with
my butt and you can’t make me do it.” When
asked if he is willing to die to avoid the test, the
patient says he is. In the technical sense, the patient
seems to be rationale.
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But the obstetrics fellow is not convinced. She
reports to the surgeon and ethicist that she asked
the patient why he is so adamant about not hav-
ing the test. She attempted to engage the patient in
a discussion about what really happened to him,
but he would not engage with her on this topic.
She gently approached the possibility that he was
abused as a boy (a topic perhaps best approached
by the psychiatric fellow, but he has long since left
the building), but he would not talk to her about
this possibility. Instead, she tells them that Mr B
just kept saying that if they tried to make him have
the test he was just going to leave, and that he was
getting ready to leave anyway.

Next, the clinical ethicist engages the patient
in a discussion about his refusal of the diagnostic
test, essentially performing yet another capacity
assessment. The ethicist receives the same response
from the patient, who tells her, “Nobody is going
to touch my butt. Just sew me up and let me go
home.” The ethicist, too, feels that she could not
get through to the patient, but that he appears to
understand the consequences of his decision and
has expressed as much of a reason as he is going
to give.

Next, the ethicist explains the situation to the
patient’s mother, in the son’s presence and with
his permission. The mother begs her son to con-
sent to the scan, saying, “You have to do this test.
The doctors won’t know how serious your injuries
are without this test. You could die if you don’t
have this test. I know you don’t want anybody
messing with your privates, but you don’t want to
die, do you?” Mr B continues to refuse the scan.

Meanwhile, the residents on duty are prepar-
ing to close the patient’s many wounds. The sur-
geon says he is not going to do the test over the
patient’s refusal. Although the surgeon acknowl-
edges that there is subjectivity to a capacity assess-
ment, he believes that this young man understands
the risks of his refusal and sufficiently appreciates
the potential consequences. The surgeon also
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understands that Mr B may have idiosyncrati-
cally important, deeply personal reasons for refus-
ing the scan, some of which the obstetrics fellow
attempted to discuss to no avail, and that attempt-
ing to override his refusal could do more harm
than good. The surgeon is simply not going to
sedate this patient to do the test, which some of
his colleagues have recommended.

The residents close Mr B’s wounds. Although
the surgeon attempts to get Mr B to agree to stay
overnight for observation, he insists that he is now
ready to go home. He is sitting up, eating, and try-
ing to walk around the ED. Within a few hours,
he becomes insistent on being disconnected from
his intravenous line (IV), through which he is only
getting simple fluids. It is becoming obvious that
he is becoming dangerous to himself, as he is try-
ing to pull out his line, so the staff disconnects the
IV line. Soon after, Mr B leaves the ED, and with
his mother trailing behind in tears, he goes home.

CLINICAL ETHICS RECOMMENDATION
AND CHART NOTE
Ethically relevant patient history: Patient is a
19-year-old man with multiple stab wounds. To
complete the patient’s diagnostic workup, a CT
exam with rectal contrast is needed to check for
internal bleeding. The patient consistently refuses
this test, at one point saying, “I don’t want any-
one messing with my butt and you can’t make me
do it.” His mother has been pleading with him to
undergo the exam, but that has not altered the
patient’s refusal. Two physicians have assessed
him as having capacity to make this decision but
all see the patient as emotionally immature. A
third physician is not certain the patient has full
decisional capacity, but is not willing to say that
he does not.

Issues: The core ethical questions are 1)
whether this patient is capacitated to make his
own medical decisions, and 2), if not, is it ethically
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appropriate to sedate and/or restrain him against
his will and perform the test.

Recommendation: It is the recommenda-
tion of the clinical ethicist that the test not be
performed. The subjectivity of the decisional
capacity assessment makes it impossible to deter-
mine definitively whether this questionably
capacitated, very young adult should be allowed
to make this decision. However, due to the sexual
component of the test and the vehemence of the
patient’s refusal, what would have to be done to
this patient to obtain the diagnostic information
is ethically beyond what the surgeon should be
compelled to do against the surgeon’s own best
clinical judgment. It is recommended, however,
that the patient be encouraged to stay overnight
for observation.

Epilogue: During the night, the mother finds
her son collapsed and unresponsive in the bath-
room. She calls 911 and returns to the ED. Mr B
dies from massive internal bleeding.

REASONING
In the aftermath of this case, some people said that
the wrong call had been made, that the patient
should have had the test even though he refused.
The justification for this claim was that his death
made the outcome far worse than any—even life-
long—negative emotional sequelae there might
have been from performing the test against the
patient’s wishes. But hindsight is not a sound basis
on which to judge whether the decisions in this
case were as ethically sound as they could have
been at the time they had to be made. However,
hindsight in this case makes for sound retrospec-
tive reflection about the decision making of the
physicians and the ethicist who supported, albeit
uncomfortably, the patient’s ability to make the
decision to leave without the recommended test.
It is true that consequences matter and that
death is a consequence to be vigorously avoided
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under most medical encounters. It is true also,
however, that sometimes even in the face of the
risk of death, death is an acceptable risk. Was this
case one of those times? We can debate on philo-
sophical grounds whether this young man should
have had the test over his objections. That debate,
however, is impossible to settle, provided we
accept that the patient was decisionally capable of
making his own decision. Even if the patient was
decisionally capable, some people will, on philo-
sophical grounds, believe that whatever needed to
be done to save this patient’s life should have been
done, while others will not. This case philosophi-
cally demonstrates the classic difference between
academic and clinical ethics. Academically, we
can debate endlessly. Clinically, a decision has to
be made.

But in both conditions, the case hinges on
whether someone believes the patient was deci-
sionally capacitated. If he were not capacitated,
the decision would have been straightforward:
simply sedate the patient and do the test. In this
case, most participants assessed the patient as
capable, albeit grudgingly, but some were more
or less on the fence.

It is worth noting that in the field of bioeth-
ics, some believe ethicists ought not to weigh in
on whether a patient is capable or not, believing
that only psychiatrists, psychologists, and other
physicians ought to be making capacity assess-
ments. That is not the position of the staff of the
Center for Ethics. Although careful not to make
big pronouncements in the chart, we do note
that we support or do not support the decision of
the clinical team. That is because, as is so clearly
demonstrated in this case, given the subjectivity
of capacity assessments, there is a distinct moral
component to the patient’s responses. For exam-
ple, it is not clear that reasoning in a way that
demonstrates whether a patient appreciates the
information given and the decision made to be in
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his own best interests is a skill that only a physi-
cian or a psychologist possesses. That is why we
believe creating a case such as the one presented
here helps to advance this discussion. It will have
to be left to the reader to decide, after all this eval-
uation, was this patient able to make this medical
decision for himself?

This case points out how difficult it is to ascer-
tain if a non-communicative, very young adult is
capacitated to make what appears to all involved
to be a terrible mistake.! That he was, in the juris-
diction in which the case occurs, legally an adult
adds to the complexity. Data have been mounting
to suggest that the human brain may not be fully
developed until well into young adulthood,? espe-
cially regarding development of adult-level risk
aversion.3 If this man were a minor, there would
be no debate or “wringing of hands” about what to
do. The diagnostic test would be performed and,
if the patient were emotionally traumatized, he
would receive counseling to help him get over it
and move on with his life. Because he was legally
an adult, this case is much more complex.

Clinicians must be alert to the possibil-
ity that this young man may have been feeling
something more than simple modesty. Could
this young man have been molested as a child?
Might he have witnessed someone dear to him
being molested anally? Might there be something
about this particular test that would put him at
increased risk for expulsion or derision from his
peer group? In addition to a likely disinclination
in an otherwise healthy patient, might there be
something in this patient’s past or anticipated
future that makes this kind of test particularly
abhorrent to this young man?

Of course, because this young man came
back into the hospital and died a seemingly pre-
ventable death, everyone involved will always
second-guess his or her decision. But at the time
the decision had to be made—and because many
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questions could not be definitively answered and
because today’s bias is to consider persons of adult
age to be self-determining in a democratic society
and because he was assessed to be decisionally
capable—he was permitted to make what most of
us consider to be a bad decision. And so, when the
patient began forcibly moving out of the physi-
cian’s grasp, the staff did not do anything to forc-
ibly keep him under their watch.

Even if you disagree with the decisions made
in this case, there were still good reasons for not
doing everything that could have been done to
save this young man’s life. That this young man
died will, nonetheless, always remain a tragedy.
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CASE 2

When Religion Enters Into Informed Consent
and Decision Making

by Sander H. Mendelson, MD and Staff of the Center for Ethics at MedStar Washington Hospital Center

PRESENTATION

Mr ] is an 88-year-old male, retired lawyer, with a long history of Type 1I diabetes, hyperten-

sion, coronary artery disease, and advanced congestive heart failure. He is now hospitalized

with congestive heart failure that is very difficult to control. He seems alert and well spoken. He

requests that every effort be employed to extend his life, including use of advanced technology

in cardiac support. The patient states that he has already done his own research and knows

that there is the prospect of implanting a Left Ventricular Assist Device (LVAD). Mr ] is ada-

mant that he wants this intervention if it will prolong his life, even by a few weeks or months.

The consulting cardiovascular surgeon is not in
favor of implanting an LVAD in this patient. The
surgeon and the consulting teams have made that
clear, explaining that not only does the procedure
itself have risks, but the postoperative mainte-
nance is substantial. Further, the surgeon has told
the patient that LVADs have not been shown to
be of benefit in persons of his age and disability.
Mr ] tells his physician that he is a devoutly
practicing Jew. He explains that it is his reli-
gious belief that every day of life is important,
and according to the dictates of his religion he
is to seek every opportunity to continue living.
He is willing to take any risk if there is a chance
his life will be prolonged. Mr J is ready to quote
to any listener the Biblical and Talmudic bases
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of his views: the importance of life as a foremost
value, the religious imperative to do everything
to care for oneself medically, and the responsi-
bility of the physician to heal. He is determined
to make his own decisions based on his rights of
self-determination.

His wife died 5 years ago and he has 2 adult
daughters. Mr J lives alone and prides himself on
his independence. These adult children, how-
ever, live close by with their families, whom Mr
J sees regularly. He is close to these children and
their spouses and adores his grandchildren. One
daughter supports her father’s decision. She is
willing to take care of him when he will not be
able to care for himself. The other daughter has
seen her father go through so much and does not
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want to see him suffer through another debilitat-
ing procedure and then die.

They call in their rabbi who agrees that
Judaism places prime value on human life. But
the rabbi confirms that Jewish practice does not
require one to try every technologically feasible
procedure, especially if the procedure is risky.
While Mr J’s request is consistent with Jewish
teaching, the rabbi states that the full implemen-
tation of life-preserving measures may not apply
in a case such as his.

Mr J was formally assessed psychiatrically, just
to make sure that his mental status is unclouded.
The psychiatrist assessed the patient as capacitated.
The report stated explicitly that the patient appre-
ciates the potential risks and benefits of implant-
ing the LVAD and what having the LVAD might
mean for his life.

CHART NOTE AND RECOMMENDATION
Ethically relevant patient history: Patient is an
88-year-old male with Type II diabetes, hyper-
tension, coronary artery disease, and advanced
congestive heart failure. The patient is requesting
implantation of an LVAD. His physicians believe
that placement of an LVAD is not in this patient’s
best interest medically, although they think that
technically it could be done. They consider the
patient’s condition such that although placement
might extend the patient’s life, such extension is
expected to be minimal. They believe also that any
life-extending benefit will be outweighed by the
expectation of the burden of postoperative care
and, ultimately, harm and suffering at the very end
of this man’s life.

The patient is requesting this technology on
the basis that it is required of him as a practicing
Jew. The patient’s own rabbi has said that, although
seeking life extension through this means is consis-
tent with Jewish practices, it is not religiously man-
datory, and not mandatory in this case.

SPRING 2012

the consult corner

The patient has 2 adult daughters who differ
on what each thinks is best for their father. The
supportive daughter has said she will take her
father into her home, if and when necessary.

Issues: The primary ethical tension is that the
patient, who is fully capacitated, wants to take the
risk of a possibly technically feasible, technologi-
cally aggressive procedure for an expected mini-
mal life extension. The physicians do not want
to place an LVAD, believing that it is likely to do
more harm than good. The decision making is
complicated further because the physicians are
hesitant to deny a capacitated adult making this
request on the basis of his religious beliefs.

Recommendations: Explain to the patient, fam-
ily, and rabbi that the physicians here are not
willing to place an LVAD because they believe
it is likely to produce more harm than good. If
the patient persists, staff should advise and assist
the patient to be transferred to a physician else-
where who would agree to place an LVAD. (It
is acknowledged that finding such a solution is
unlikely.) In the meantime, staff should continue
to discuss the issue with the patient, family, and
rabbi. Have Jewish clergy available to this patient
and involve palliative care to assist the patient
in understanding the various alternatives to the
LVAD.

REASONING
Physicians do not have any duty or obligation to
offer or carry out nonbeneficial, ineffective, or
futile care.! This seemingly straightforward ethical
norm is, however, difficult to practice. Nonethe-
less, it is the best way to practice medicine, even
when it is difficult in the care of individual patients.
That this patient is capacitated can be
expected to cause consternation. Some physicians
may believe that they are expected to do whatever
a capacitated patient wants on the basis of the
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principle of autonomy, which supports patient
self-determination. But patient autonomy does
not extend as far as to encroach on physician
integrity and the physician’s obligation to offer
only sound medical care.

That this patient has put forward his religious
belief as the basis of his request for the LVAD also
has the tendency to stop physicians in their tracks.
Health care providers ought to respect a patient’s
beliefs and values. Nonetheless, a patient’s reli-
gious beliefs ought not to cause a physician to
provide nonbeneficial care. The former does not
automatically trump the latter. Instead, physi-
cians ought to be respectful of religious beliefs but
not use that as a reason to acquiesce to a patient’s
request for nonbeneficial treatment.

Journal of Hospital Ethics

Physician integrity and professionalism rests
on competence in making sound medical judg-
ments. When patients request nonbeneficial care,
regardless of the reasons, provision of nonbenefi-
cial care ought to be resisted.
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[s Surrogate Assent Enough for Physicians
to Shift a Dying Patient’s Care to Comfort
Measures Only?

by Chee M. Chan, MD, MPH and Staff of the Center for Ethics at MedStar Washington Hospital Center
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PRESENTATION

Mrs C is an 86-year-old woman with dementia and dehydration, brought to the hospital by

her youngest daughter. This daughter has been her live-in caretaker for the last several years.

Over this period of time, the patient has been slowly declining and when she presents to the

hospital, she is unresponsive and breathing shallowly.

The patient has had dementia for several years
and is now unable to communicate. She is unable
to recognize any of her 3 daughters and does not
interact with her environment. She has to be
hand-fed, weighs only 92 pounds, and has signifi-
cant comorbidities, contractures, and the begin-
nings of bedsores in several places. The daughters
report that none of them have ever spoken with
their mother about her medical care preferences.

After admission to the Intensive Care Unit
(ICU), the patient needs a central line because her
peripheral line, placed in the Emergency Depart-
ment (ED), has failed and the team has been unable
to establish other access. Over several hours, Mrs
C’s condition shows no improvement. Her sodium
level is 105, her creatinine is 4, her heart rate is in
the 30s, and her blood pressure is 80/60. Despite
adequate hydration, the patient has no urinary out-
put and needs dialysis for renal failure. The medical
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team needs informed consent to order dialysis, if
that is going to be the direction of care.

By this time, the patient’s 2 other daugh-
ters have arrived at the hospital. The fellow has
already conferred with the hospital’s nephrolo-
gist and the patient’s community internist. She
and the attending physician sit down with all 3
daughters and the fellow explains the whole situ-
ation. She begins by carefully describing Mrs C’s
medical condition and all the complications that
have developed. She tells the daughters that the
doctors have attempted to treat the condition that
initially brought their mother to the hospital—
her dehydration—but that doing so is compli-
cated as a result of her overall deconditioned state.
The fellow states in a kind but firm way that the
dehydration is not the main problem, turning the
conversation toward attention to their mother’s
failing kidneys.
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The fellow, after summarizing the many
medical problems Mrs C has, explains that it is
time to make some long-term decisions. The fel-
low repeats that the patient’s failing kidneys right
now are the main problem, but states that the
clinical team does not believe that focusing on the
kidney problem makes the most sense for their
mother. Instead, the physicians believe that the
best treatment plan for Mrs C is to stop aggres-
sive curative interventions and focus only on the
patient’s comfort as the most humane approach.
The fellow tells the daughters that the medical
team believes the patient is dying and that her
doctors agree that the best approach is to shift to
a care plan that does only those things that will
keep her comfortable.

Although 2 out of the 3 sisters, albeit hesi-
tantly, agree that shifting to comfort measures
only would be the best plan, the youngest says, “I
can’t make that decision now.” When the sisters
try to talk with her, she just silently cries. The dis-
cussion continues for several minutes, and the fel-
low attempts again to obtain consent for comfort
measures only. This time the youngest daughter
remains silent.

The meeting is concluded, with the fellow
wondering how explicit the caregiving daughter
needs to be, especially given that she initially had
expressed reluctance, for the physicians to believe
that there is reasonable agreement among every-
one in favor of comfort measures only. The fellow
asks the attending physician about the difference
between consent and assent. The attending replies
that it should not be necessary to give explicit con-
sent. To make assent ethically acceptable, how-
ever, the youngest daughter must at least overtly
concur with the physician’s recommendation.

After providing all 3 sisters the benefit of
conversation with the hospital chaplain and clini-
cal ethicist, the fellow and the attending physician
meet with the daughters and review the situation
again. The caregiving daughter is crying, but when
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the fellow asks them if they agree to a plan of com-
fort care only, all 3 nod their heads in agreement.

CLINICAL ETHICS RECOMMENDATION

AND CHART NOTE

Ethics History: Patient is an 86-year-old woman
with dementia who presents to the ED with de-
hydration. The patient is bedridden with contrac-
tures and skin breakdown. After admission to the
ICU, her condition has worsened. The decision
that has to be made most immediately is about
hemodialysis, which none of the physicians want
to start. Their clinical preference is to institute a
general plan of care that calls for comfort mea-
sures only.

The patient has 3 daughters and has been living
with the youngest for the last few years. At first, the
2 older daughters agree that their mother’s care plan
should shift to comfort measures only; the youngest
says she is not ready to make that decision.

After additional discussions, the youngest
daughter has overtly assented by nodding in agree-
ment, which is ethically sufficient.

Issue: What level of agreement should be neces-
sary for a physician to believe that he or she has
permission to proceed with a treatment plan?

Recommendation: The resources of the hospi-
tal should be provided to assist these daughters
through this difficult time. Overt assent should
be considered ethically sufficient for shifting to
comfort measures only.

REASONING

Whether assent, as opposed to explicit consent, is
sufficient as ethical justification for a physician to
withhold and/or withdraw life-extending technol-
ogies has not been well explored in the professional
literature. In a search of PubMed, the electronic
source for citations in medicine, discussions of
assent are primarily related to pediatric research
or research with adults lacking decisional capacity
sufficient to provide their own informed consent.
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Although the literature on withholding and/or
withdrawing life-extending technologies is much
richer, when searching the PubMed database for
articles addressing assent to withhold dialysis, no
articles were found.

A recent article, however, mentions assent in
the section titled, “Recommend Against CPR.”* In
this important section discussing when to recom-
mend for and when to recommend against and not
offer cardiopulmonary resuscitation (CPR), the
authors state “...Assent to this recommendation,”
ie, the recommendation not to perform CPR,
“would then allow the physician to write a do-not-
attempt-resuscitation order.” We absolutely agree
with this position on CPR and believe that it should
be applied to any life-extending technology that no
longer provides benefit to the patient.

It is not uncommon to have a family mem-
ber who is reluctant to explicitly consent to a
do-not-resuscitate order (DNR) or to resist with-
holding/withdrawing life-extending technologies
of any variety. Some are reluctant because they
believe it means giving up all hope or that by
consenting to withholding or withdrawing life-
sustaining interventions, their loved one will not
be appropriately treated in other ways. Regard-
less of the reason, there are data suggesting that
pressuring family members to explicitly consent
in these situations may be of harm to them. In a
study of the subjective experience of surrogates
who authorize a DNR in New York State, when
surrogates are required to give written consent,
researchers found that doing so can produce neg-
ative emotions in the surrogate, including guilt,
ambivalence, and internal turmoil.? Convincing,
also, is a meta analysis? showing that approxi-
mately one-third of surrogates have a negative
emotional reaction to making such decisions.
These negative reactions can last for months and,
in some cases, years.

We consider it a flaw in the way informed
consent is practiced today to require explicit
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consent to these decisions about how to care for
dying patients. Insistence on requiring families
to give explicit consent to a shift from aggressive
life-extending treatment to a plan of comfort care
only is, for some family members, tantamount to
the family member causing his or her loved one’s
death. Better is the slightly different approach pre-
sented in the Blinderman et al paper.

Since the development of the modern ICU,
the pendulum has swung between the extremes of
ethical acceptability for the physician’s prerogative
to withhold or withdraw life-extending technolo-
gies to the belief that patients and families ought
to control decision making about the use of such
interventions.> Although standards of practice
have evolved toward giving the decision-making
authority to patients and families,® it is now time
to consider revising end-of-life (EOL) practices in
acute care hospitals.

The American Medical Association (AMA)
has issued Opinion 8.20 regarding invalid medi-
cal treatment. It offers this clear guideline: “Treat-
ments which have no medical indication and
offer no possible benefit to the patient should
not be used.”® Although some may disagree with
whether, in this case, dialysis provides clinically
meaningful benefit, this AMA statement provides
strong professional support for physicians prac-
ticing good EOL care, including allowing assent to
serve as concurrence with such good care.

In sum, it is our experience that when family
members disagree with a proposed plan of care,
particularly when it has to do with EOL care, most
often they will speak up. Even when they do not
explicitly say anything, their hesitations are felt.
As a result of our experience and the mounting
data about potential harm to family members,
we believe that, in many cases, assent should be
sufficient. In this case, the assent of the young-
est daughter, as evidenced by her nod, should be
ethically sufficient for the physicians to shift the
patient’s plan of care to comfort measures only.
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Toward Informed Consent as a
Covenant of Care, Not a Contract

by Chee M. Chan, MD, MPH and Nneka O. Mokwunye, PhD

The doctor-patient relationship has undergone vast change during the last half of the 20th
century. In the mid-1950s, paternalism was the mainstay of therapy and physicians uni-
laterally made medical decisions about patient care. Paternalism was celebrated on tele-
vision sitcoms as well as in doctors’ offices. In a popular television show that ran from
1969 to 1976, Dr Marcus Welby (a clever turn of the phrase “be well”), the show’s central
character, could be trusted to take good care of his patients with little or no input from

The overall those patients. Often, physicians went so far as to protect patients from “the truth,” which
somehow seemed perfectly acceptable. The tide, however, has changed. Today it is com-
g rowth of mon practice to obtain a patient’s (or his or her surrogate’s) formal agreement or refusal
for various tests, procedures, and treatment plans.
consumer . . . . o
Mass media attention to health issues, a more systematic approach to studying dis-
consciousness eases, and the wealth of available medical information on the Internet have contributed

to changes in patients’ expectations. Simply the change in writing the relational term the
has affected “patient-physician” relationship instead of the “doctor-patient” relationship highlights
these deep changes. The overall growth of consumer consciousness has affected all aspects
allas pects of of life, including medicine. Increasingly, patients and families have become more active in
life, includin g their own care. It is common to have patients and families believe that a patient can receive
any treatment they request, merely because the patient or family requests it.
medicine. In response, the medical community has set out to train a newer generation of physi-
cians who are more comfortable speaking frankly with their patients and discussing treat-
ment options. The primary goal of this training is to shift the patient-physician relationship
to one in which decision making is a more shared activity than it was in the past.?

Now, however, the scales have tipped too far. Medical decision-making has gone from

one extreme where doctors make essentially all decisions unilaterally to the other extreme
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where patients are expected to make their own medical decisions from a neutrally pre-
sented menu of possibilities. Neither extreme is appropriate medical practice.

Contributing to this problem is that medico-legal concerns about physician liability
keep pushing the informed consent process toward a formal, contractual format and away
from a more covenantal model. While the overall intent of the modern relationship of
patient and physician is to allow patients’ voices to be heard, the contemporary contractual
nature of informed consent is instead hampering a healthy patient-physician relationship.
Somewhere in the middle is the proper balance—physicians and patients engaging in con-
versations that blend the patient’s desires with the physician’s knowledge.

We believe there is a compromise approach that includes the best of both worlds.
Through a Care Covenant model, we hope to capture the logic of a well-balanced approach
to shared decision making. This model is designed to assist physicians in shaping recom-
mendations that guide patients through a clinically meaningful set of realistic and appro-
priate options.

A Quick History of Informed Consent
Although the term “informed consent” can be found in the surgical literature of the 1800s,
obtaining explicit consent from patients after a full explanation of a physician’s intended
interventions was not common until quite recently. Traditional paternalism persisted into
the 20th century, with physicians even hiding diagnoses from patients and making all
treatment decisions in a misguided effort to protect their patients’ feelings.>*5 Even Hip-
pocrates, the founder of “modern” medicine, believed that physicians were in the best
position to make medical treatment decisions and did not propose that patients had a role
in these decisions.®

A confluence of social changes in the mid-20th century, however, altered the patient-
physician relationship forever. As the research and science of medicine advanced, diagnos-
tic and treatment options increased and became more complex. The availability of modern
technology, such as dialysis machines, added to the armamentarium of treatment options.
With increasing knowledge and innovative ways to care for patients came a recognition
that decisions about which treatment to select included social and emotional factors out-
side the physician’s scope of practice. As a consequence, patients’ participation became
necessary and paternalism ceased to be such a good idea.”8

Court cases and legislation have shaped our current practice of informed consent as
well. One such case is Schloendorffvs Society of New York Hospital in 1914.° In that case, US
Supreme Court Justice Benjamin Cardozo determined that, “Every human being of adult
years and sound mind has a right to determine what shall be done with his own body; and
a surgeon who performs an operation without his patient’s consent commits an assault for
which he is liable in damages. This is true except in cases of emergency where the patient
is unconscious and where it is necessary to operate before consent can be obtained.” This
case has affected practice for almost a century.

Decades later, Canterbury vs Spence in Washington, DC (1972) had broad impact.*
In this case, a neurosurgeon (Dr Spence) was found liable for neglecting to inform his
patient (Mr Canterbury) that a T4 laminectomy could result in T4 paraplegia. Thereafter,
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the courts determined that informed consent must include the following 6 components:

1) the patient must be aware of his/her diagnosis,

2) the patient must be made aware of any diagnostic procedures available to make

the diagnosis,

3) the surgical procedure must be explained so that the patient comprehends the

procedure,

4) the patient must be informed of frequent risks of surgery and any collateral com-

plications arising indirectly from the surgery,

5) the patient must be informed of alternative treatment options, both surgical and

nonsurgical, and

6) the patient must demonstrate an understanding of expected outcomes.*

Since that time, these elements continue to be required in a complete and adequate
informed consent process.

While case law was expanding, academic philosophical attention was turning to the
ethics of medicine and research. There arose such groups as the Hastings Center (origi-
nally called the Institute of Society, Ethics and the Life Sciences) in New York in 1969, fol-
lowed by the Kennedy Institute of Ethics at Georgetown University in 1971. These groups,
and others like them, were developed to bring together scholars of multiple disciplines to
advance philosophical thinking and practice through the new field of bioethics.

Simultaneously, research ethics was maturing. The Belmont Report, a guiding docu-
ment in research ethics, was issued in 1979.2 This report emphasized 3 key principles in
ethical research:

1) respect for the dignity of research participants— support self-determination yet

provide support for vulnerable subjects,

2) beneficence—the obligation to protect persons from harm and to provide maximal

benefit, and

3) justice—the fair distribution of the benefits and burdens of research.

These ethical principles still guide practice in the research setting and have become the
foundational ethical principles in the clinical setting.’>*4

Finally, the informed consent process in medicine also was shaped by broad social
changes. Personal empowerment became paramount during the middle of the 20th cen-
tury, especially among young people. Minorities and women advocated for their individual
rights and special-interest advocacy groups demanded an independent voice. In medicine,
this became a call for honoring patients’ rights and supporting patient self-determination.
The terms “autonomy” and “informed consent” took center stage.’>*¢

Solidifying patients’ rights in medicine, the Patient Self-Determination Act of 1990
formally gave patients the right to make their own health care decisions in advance, through
the mechanism of Advance Directives (AD). An AD gives a decisionally capable adult the
ability to name a surrogate decision maker if he or she becomes incapacitated in the future.
The AD also allows the individual to designate desired or undesired medical interventions
for the future, if the patient is unable to make his or her own medical decisions.

Together, these historical events and societal changes have pushed the patient-physi-
cian encounter too far toward a recitation model and a resultant contractual activity. The
current approach of reciting treatment options in the interest of allowing patient preference
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to direct care has shifted the patient-physician conversation to one of impartiality instead of
guidance. The potential medico-legal ramifications associated with not obtaining informed
consent obliges physicians to prioritize the attainment of this contractual form.

This approach, however, is flawed in that it assumes equal knowledge between both
parties or that a thorough explanation of medical physiology and optimal strategies for
clinical management will be imparted to the patient to equalize the power differential
between parties. Further, it is difficult to translate the experience and expertise gathered
through the years of personal training by physicians. Because patients come to physicians
in need of care—at a minimum, in need of the physician’s knowledge for reassurance—the
parties are not equal. Regardless of how important incorporating patient and family prefer-
ences has become, there is a differential in knowledge between patient and physician. With
the proper balance, using bioethical and legal guidelines, this knowledge differential should
be used to offer guidance for the patient, facilitating the most appropriate patient-focused
care that encompasses patient preferences as well.

Can There Be Too Much of a Good Thing?

The need to preserve and respect patient autonomy now predominates in the way medi-
cine is practiced. The legal ramifications associated with autonomy, as well as other aspects
of modern medical care such as time constraints and team practice, have caused some
clinicians to distance themselves from their patients. Discussions surrounding risks and
benefits often lack adequate guidance; offering direction to a patient incites fear in physi-
cians of being perceived as coercive. Concern for litigation on the basis of neglecting to
mention all technically feasible medical options, rather than only clinically meaningful
options, is at the forefront of many physicians’ thoughts.”” This situation is unfair and
discourteous to the patient. This kind of mere provision of information can damage the
patient-physician relationship by compromising trust. Patients and families may feel unas-
sisted and burdened by decision making. All too often, this important decision analysis is
left to the patient to accomplish in a vacuum.

Ideally, a solid, longstanding relationship between the patient and physician will gen-
erate a partnership in which the physician is aware of the patient’s philosophy of life. At its
best, the intention to uphold the principle of autonomy as manifest, through the process of
informed consent, empowers patients to make medical decisions based on their personal
preferences and their authentic best interests.’® Patients need the benefit of a physician’s
knowledge, experience, and expertise to weigh all the factors involved in the most appro-
priate treatment plan.®2° In fact, there is mounting evidence that some patients and their
surrogates prefer having physician input and are more confident about their medical deci-
sions when recommendations are made.?*?2?32425 We must start moving away from the
neutral recitation model of the informed consent process. This information provision is
impersonal and can be likened to the medical version of the Miranda rights.26-27:28:29

From Informed Consent to the Care Covenant Model

To work toward improvement in the patient-physician relationship, it is time to rescue
informed consent from its present practice of the neutral provision of information. It
is time to strengthen the consent process by turning it back into a caring conversation

SPRING 2012

Ideally, a solid,
longstanding
relationship
between the
patient and
physician will
generate a
partnership
in which the
physician

is aware of
the patient’s
philosophy
of life.

VOLUME 3 NUMBER 1



Our Care
Covenant model
emphasizes
caring and
communication,
not informing

and signing.

VOLUME 3 NUMBER1

SPRING 2012

policy in practice

between physician and patient. At MedStar Washington Hospital Center, clinical ethicists
are working closely with physicians from all medical and surgical specialties to custom-
ize the consent process, making it more specific for physicians and more meaningful for
patients. Creating what we term a Care Covenant between treating physician and patient
is the next step on the informed consent evolutionary ladder.

In the transformation of the existing informed consent process to a Care Covenant
model, the Center for Ethics is working with physicians to develop customized consent
forms for the procedures that are most frequently performed (Figure 1). The new forms
include a preprinted summary of the procedure, plus the potential risks, benefits, and
treatment alternatives. These replacement forms also address the reason for the procedure
and the likely outcome of not having the procedure.

The intention for this new informed consent model is to incorporate the legal require-
ments while facilitating conversation. Key components of these individualized forms are
readability and comprehension. Altering the language to an 8th grade level and using com-
monly understood explanations helps avoid “med-speak,” a dialect of medical terminology
that patients often do not understand. Simplified wording promotes conversation among
physicians, patients, and family members so patients really understand what their physi-
cians are telling them.

This, however, is only the beginning. It takes practice to turn an overly legalistic, reci-
tation model into a caring conversation. The steps highlighted in Figure 2 are the prelimi-
nary starting point for the development of the Care Covenant. This model is in the pilot
phase toward a final Care Covenant that will be implemented throughout the hospital.

Our Care Covenant model emphasizes caring and communication, not informing
and signing. Born of discussions between patients and physicians, the Care Covenant
model aims to blend patients’ desires with physicians’ knowledge. In so doing, the patient-
physician relationship can evolve toward improved communication between doctors and
patients. This will allow for a true partnership to determine the optimal course of action for
each patient’s care. This model is designed to produce decisions that result from a guided
discussion or set of discussions in which possible interventions, their relevantly known
risks, and realistic alternatives are presented and jointly considered.

Conclusion

A balancing of the scales is needed for autonomy and informed consent. We believe it
is time for the process of informed consent to become more of a conversation between
patient and physician, rather than the legalistic, contractual process it has become for so
many patients. The premise is that patient-physician rapport will incorporate the patient’s
values and philosophy of care so physicians can optimally respect and anticipate the
patient’s autonomous choices. When treatment decisions have to be made, this dialogue
will help physicians guide patients/surrogates through consideration of appropriate treat-
ment possibilities and, we expect, will lead to producing the best possible outcomes. The
assumption here is that the patient/surrogate will be more open to hearing and under-
standing the physician’s recommendation and the risks, options, and alternatives, culmi-
nating in a decision that is in the patient’s best interest. We hope that the Care Covenant
model will move medicine toward a better balance that integrates patients’ preferences
with physicians” knowledge so that patients can receive the best care possible.
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Figure 1

Medstar washington MR
Hospital Center PG INFORMED CONSENT FORM FOR SURGICAL PROCEDURE (continued)

INFORMED CONSENT FORM FOR SURGICAL PROCEDURE Potential Benefits

To be used in conjunction with the Universal Protocol ~
The information below provides a brief review about the surgical procedure scheduled for your medical
condition. Your signature, on this form, states that you spoke to your doctor about the risks and benefits of
the procedure and that you agree to the procedure. If you wish to change your mind please contact

Potential Alternatives

1~ , freely give my authorization and consent to
(Print First Name, Last Name)

~ , to perform this Procedure:

(Print Name and Title of Person Doing Procedure)

(Name of Procedure) Basic Information

O No anesthesia is required for this operation. Patient initials 1. The nature of the condition that led to the need for the pi is ~

O Local anesthesia is required for this surgery. The risks of local anesthesia include
pain at the injection site and drug sensitivity/ toxicity (an abnormal amount of
a substance/drug that may or can cause harm).

O Moderate sedation is required for this surgery. The risks of moderate sedation include ~_ 2. The likely result without this procedure is ~
dru itivity/ toxicity (an ab 1 amount of a sub drug that may or can
cause harm), change in breathing rate and drop in blood pressure.

O An anesthesiologist/anesthesia care team will provide the anesthetic care for this ~
operation. The anesthesiologist will discuss the risks and benefits of the anesthetic Patientinitials 0 Blood/blood products are required for this procedure. Separate consent for blood has been completed.
plan before surgery. [0 Blood/blood products are not required for this procedure.

Summary of the Procedure

Patient initials

Patient initials

Provider’s Statement

I have explained the nature of the operation, benefits, alternatives, risks, and likely result without
this procedure with the patient and/or other decision-makers.

Signature of Physician/Designee Obiaining the Patient’s Consent Date/Time

Print Name:

Patient’s Consent

The nature of the procedure, benefits, alternatives, risks, and likely result without this procedure have been
explained to me. I have had an opportunity to ask questions and have had my questions answered to my
satisfaction. I voluntarily give authorization and consent for the procedure described above to be performed
by my physician or other qualified health professionals.

Risks (but not limited to)

Patient’s Signature Date/Time
Patient’s Designee or Substitute / Relationship to Patient Date/Time
Witness Date/Time
INFORMED CONSENT FOR SURGICAL PROCEDURE FORM 2424 03/2012 pg1of2 INFORMED CONSENT FOR SURGICAL PROCEDURE FORM 2424 03/20/12 pg2of2
CON# ~0400  Title: ~ CON# ~gq00  Title: ~

Figure 2

AN ACTION PLAN FOR TAKING INFORMED CONSENT TO THE NEXT LEVEL: A CARING COVENANT

« Present risks and benefits slowly and clearly.
+ Do not overload patients with unnecessary facts.
+ Do not just recite information; provide the appropriate context.
« Explain treatment options and help patients sort through the alternatives.
+ Ask patients to repeat key information in their own words so you know they have understood what you are saying.
+ Avoid “med-speak.”
+ Include family members in discussions when appropriate.
+ Ask patients about their:
i. feelings about quality of life,
ii. feelings about hospital length of stay,
iii. preferences about intubation, artificial nutrition, and use of other life-extending technologies as clinically
relevant, and,
iv. feelings about the potential for complications.
+ Show respect for the patient’s point of view.
* Make recommendations for care, based on:
i. accurate assessment of the particular (not a scientifically abstract) patient’s clinical status,
ii. the most realistic and likely outcomes, and
iii. the patient’s own subjective considerations.
* Reflect on the patient’s outcome related to the decision-making process.
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Informed Consent 101

by Nneka O. Mokwunye, PhD, Director of the Center for Ethics, MedStar Washington Hospital Center

Introduction: What Informed Consent Is

Obtaining informed consent from the patient or a surro-
gate—someone acting on behalf of a patient; eg, next-of-kin,
friend (if permitted in your jurisdiction), or guardian—is now
a core practice of medicine. This practice is ethically grounded
in the need to respect an adult patient’s right of self-deter-
mination. The patient’s right of self-determination—what is
often referred to as patient autonomy—means that a deci-
sionally capable adult patient has the right to accept or refuse
any medical intervention.

Learning how to engage a patient or surrogate in a thor-
ough informed consent process is a central learning activity of
residency. As with any resident learning, this practice is first
taught to residents through watching their attending physi-
cians and senior residents talk with patients and/or surrogates
to obtain an informed acceptance or refusal for a particular
medical intervention. Residents also need to appreciate the
purpose of informed consent and how it is ideally enacted
throughout the patient-physician relationship.

The purpose of informed consent is that an adult or any
person ethically and legally authorized to speak on that adult’s
behalfis properly informed of the potential risks, benefits, and
alternatives to the test or procedure under discussion, before
giving consent to a clinical or research intervention, other than
under emergency conditions. Additionally, the purpose of
informed consent includes an emphasis on the provider and
patient (or surrogate) entering into a shared decision-making
process. This process is designed to have the patient or sur-
rogate understand the information provided and to have the
opportunity for his/her/their questions to be answered. An
agreement or refusal must be made voluntarily and should be
consistent with the patient’s values (to the degree these can be
known). The physician performing the procedure and/or his
or her designee is the physician to obtain informed consent.
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Informed Consent Is a Process, Not a Form or

a Single Event

Informed consent is not merely documentation, nor is it only
verbal agreement. Informed consent is an ongoing process
of patient/physician engagement around helping a patient
and/or surrogate understand the potential risks, benefits, and
alternatives of a specific medical intervention. The signed
form alone does not constitute a valid informed consent pro-
cess or its culmination.

Who Can Give Informed Consent When

the Patient Is Capacitated

A capacitated adult gives his or her own informed consent. A
capable decision maker, while still capacitated, can, however,
waive his or her consent responsibilities and transfer them to
someone else. That is, either the decisionally capable patient
gives his or her own consent or identifies someone else to per-
form this responsibility for him or her.

Valid Informed Consent Requires an Assessment of a
Patient’s Medical Decision Making Ability
To be able to give (or waive) informed consent, the patient
must be a capable medical decision maker. It is the physician’s
responsibility to assess his or her patient to determine whether
the patient is mentally capable of making the specific decision
that needs to be made at the time the patient is assessed.

To be decisionally capacitated, the patient must be able to
meet all 4 of the following criteria:*

* Express a choice,
+ Understand the information being provided,

+ Appreciate the implications of the information for one’s
own situation, and

+ Reason rationally in reaching a decision.

SPRING 2012 VOLUME 3 NUMBER 1



Much of the time, it will be obvious to the physician and
others around the patient that the patient is a capable deci-
sion maker. Sometimes, however, a patient’s capacity may be
in question. When this is the case, it is necessary to perform
a formal capacity assessment, documenting that the patient
can or cannot demonstrate adequately the 4 capacity criteria.

If the patient cannot successfully demonstrate these
ethically and legally accepted capacity criteria, the physician
should document this in the patient’s chart. Thereafter, pro-
tections—such as decision making by a surrogate or surro-
gates—must be put in place. Incapacity is often a temporary
situation. If the patient regains decision-making capacity,
decision making reverts to the patient.

Know What Your Jurisdiction Requires

If there are any questions about the patient’s medical decision-
making ability, the physician must be aware of any special
jurisdictional requirements. Who must be involved in the
assessment of capacity, for example, may differ, depending
on the jurisdiction. It is the physician’s obligation to know
any such jurisdictional requirements.

If the Patient Lacks Medical Decision-Making Capacity,
a Surrogate Decision Maker Must Give Consent

Once a determination is made that the patient lacks the abil-
ity to make his or her own medical decisions, the physician
must ask a surrogate to make decisions for the patient. The
surrogate should know the patient reasonably well, must be
available to physicians when decisions about patient care have
to be made, and must act in the patient’s best interest.

Often patients have multiple family members and friends
who are eager to be involved. To the greatest degree reason-
able, family decision making should be encouraged. The
family can decide which member will be the one to sign the
consent documents.

When there is no family member or friend (if there is
jurisdictional permission) who steps forward to take decision-
making responsibility for an incapacitated patient, most states
have legislation that provides a hierarchical list that details
who can take on this role. The District of Columbia’s hier-
archical list below is representative of others across the US:

* The spouse or domestic partner (an adult person liv-
ing with, but not married to, another adult person in
a committed, intimate relationship including any adult
who has registered as a domestic partner under DC or
similar law in another jurisdiction) of the patient;
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* An adult child of the patient;
* A parent of the patient;
+ An adult sibling of the patient;

+ A religious superior of the patient, if the patient is a
member of a religious order or a diocesan priest;

* A close friend of the patient (an adult who has exhib-
ited significant care and concern for the patient, and has
maintained regular contact with the patient so as to be
familiar with his or her activities, health, religious, and
moral beliefs);

* The nearest living relative of the patient.

When a Patient Has an Advance Directive

In some circumstances, a patient has an Advance Direc-
tive (AD), ie, an oral or written statement specifying health
care preferences for when the patient lacks decision-making
capacity. An AD is a legal document that only goes into effect
at such time as the patient is unable to make his or her own
medical decisions. This is ordinarily a document signed by the
patient, assigning someone else to make medical decisions for
the patient when the patient is unable to make his or her own
medical decisions. Sometimes, however, it may be a conversa-
tion documented by a physician in a patient’s chart. An AD
may or may not indicate specific interventional preferences for
future medical care. Regardless of the format (which may be
governed by local jurisdiction), the AD must be made when
the patient is a capable decision maker.

Advance Directives are guideposts for the medical team
and surrogate decision makers. They are like a map, but are
not necessarily an explicit set of directions. They provide
guidance to physicians and surrogates about patient prefer-
ences, but should not be considered a substitute for providing
medical care that is within appropriate standards of practice.
It is always the responsibility of the physician to decide what
interventions should or should not be offered or provided.

The Emergency Medicine Exemption From

Informed Consent

Under emergency conditions, ie, conditions in which a
patient will suffer irreversible, severe harm or death without
timely medical intervention, if the patient is unable to provide
his or her own informed consent and there is no surrogate
available, no consent is necessary. That is, emergency medical
treatment should be provided according to the patient’s need,
even when no informed consent can be obtained.
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The only conditions under which this is not the case for
an adult patient is if an AD is present that limits emergency
care. To limit emergency care, an AD must be well docu-
mented. Even when an AD that limits care appears legiti-
mate, if the AD is incompatible with sound medical decision
making (not, however, when such a document merely dif-
fers from a physician’s medical preference), emergency care
should be rendered. Because the foundation of medical
ethics is that in the face of uncertainty the physician should
err on the side of life, when uncertain the physician should
provide the necessary emergency care.

Seeking Guardianship

At the time an incapacitated patient is hospitalized, hospital
staff should initiate a search for an authorized decision maker.
Using available resources of the hospital—for example, social
work and any department that is designated to track next-of-
kin, such as a department of decedent affairs—a reasonable
amount of time should be devoted to identifying an appro-
priate surrogate. If such attempts to find an appropriate sur-
rogate are unsuccessful, the physician should speak with the
hospital social worker to determine the appropriateness of
seeking a court-appointed guardian.

In the interim, appropriate medical care should be pro-
vided. Specifically, if the physician is considering withholding
or withdrawing life-extending interventions and shifting to
comfort measures only, the physician should make medical
decisions driven by a best interests standard. This situation
requires that physicians confer with an appropriate range of
consultants.
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Conclusion

The informed consent of a decisionally capacitated patient
is central to excellence in medical care (see, for example, the
American Medical Association’s Ethical Force Program®).?
Learning the skill of engaging in an adequate informed con-
sent process is the responsibility of every physician. If a patient
is not able or willing to give his or her own informed con-
sent, a surrogate can provide informed consent. A patient
may have assigned surrogacy to a particular person through
a formal document called an Advance Directive (AD). When
there is an AD, this document should be respected, within
reason. Physicians must know the legal requirements and
appropriate standards of practice that might further define
this important area of care of the hospitalized patient. In the
end, the physician who writes the order for a test or is going
to perform a procedure must make certain that the informed
consent process is adequate and well documented. Only when
informed consent is not obtainable and emergency conditions
exist can the physician dispense with informed consent. Even
then, the need for emergency intervention and the reason that
no consent has been obtained should be well documented in
the patient’s chart.
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the Pre-Test before reading beyond the case Presentation. You are also on your honor not to read the

answers until you are finished with reading the entire Journal and have completed the Post-Test.
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1. In the case titled “When Young Adult Patients Make Bad Decisions,” a 19-year-old man refuses
a diagnostic exam that the surgeon believes is necessary and may provide information that could
potentially save his life. Should the patient be forced to undergo the test?

[JA. No, because he is an adult and 2 physicians have deemed him to be capacitated.

[JB. Yes, because he might die without the results of this test.

[1C. Yes, because you can’t be sure that this patient is in fact capacitated.

[/D. No, because he is a suspected gang member and he’ll probably go out and get stabbed again
anyway.

[JE. Sometimes there is no clear answer. Persons of good judgment can disagree over very compli-
cated ethical decisions.

2. In the case titled “When Religion Influences Decision Making,” Mr ] has requested that the medi-
cal team use all life-extending technologies available. Just because the patient wants this aggressive
approach—and the hospital can provide it—is the medical team obligated to use all life-extending
technologies available with this patient?

[JA. Yes, the patient has the final word.

[JB. Physicians should only recommend clinically meaningful treatments, not every treatment that
is possible.

LJC. Because the patient is Jewish, his religious belief in the sanctity of life should be the deciding
factor.

[/D. Appropriate resource utilization should be a key factor when deciding to use sophisticated,
costly treatments.

3. In the case titled “Is Surrogate Assent Enough for Physicians to Shift a Dying Patient’s Care to
Comfort Measures Only?” the issue is what level of agreement is necessary for a physician to believe
that he or she has permission to proceed with a treatment plan that calls for withholding life-extend-
ing technology. The patient has 3 daughters; the youngest daughter has been her caregiver. When
the physician recommends shifting to comfort care, the 2 older daughters agree, but the youngest
says she is not ready. After discussions with the hospital chaplain and clinical ethicist, all 3 daughters
nod when asked to agree to the shift to comfort care only. Is this sufficient?

[JA. Yes, nodding indicates that all daughters accept the treatment recommendation.

[1B. Majority rules; if 2 daughters favor the same approach, that is the approach that should be
followed regardless of the youngest daughter’s difficulty.

[]C. No, when the end result will be death, the surrogates must give a verbal and written consent.

[JD. The medical team should do what is in the patient’s best interest.
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1. In the case titled “When Young Adult Patients Make Bad Decisions,” a 19-year-old man refuses
a diagnostic exam that the surgeon believes is necessary and may provide information that could
potentially save his life. Should the patient be forced to undergo the test?

[JA. No, because he is an adult and 2 physicians have deemed him to be capacitated.

[JB. Yes, because he might die without the results of this test.

[1C. Yes, because you can’t be sure that this patient is in fact capacitated.

[/D. No, because he is a suspected gang member and he’ll probably go out and get stabbed again
anyway.

[JE. Sometimes there is no clear answer. Persons of good judgment can disagree over very compli-
cated ethical decisions.

2. In the case titled “When Religion Influences Decision Making,” Mr ] has requested that the medi-
cal team use all life-extending technologies available. Just because the patient wants this aggressive
approach—and the hospital can provide it—is the medical team obligated to use all life-extending
technologies available with this patient?

[JA. Yes, the patient has the final word.

[JB. Physicians should only recommend clinically meaningful treatments, not every treatment that
is possible.
LJC. Because the patient is Jewish, his religious belief in the sanctity of life should be the deciding

factor.

[/D. Appropriate resource utilization should be a key factor when deciding to use sophisticated,
costly treatments.

3. In the case titled “Is Surrogate Assent Enough for Physicians to Shift a Dying Patient’s Care to
Comfort Measures Only?” the issue is what level of agreement is necessary for a physician to believe
that he or she has permission to proceed with a treatment plan that calls for withholding life-extend-
ing technology. The patient has 3 daughters; the youngest daughter has been her caregiver. When
the physician recommends shifting to comfort care, the 2 older daughters agree, but the youngest
says she is not ready. After discussions with the hospital chaplain and clinical ethicist, all 3 daughters
nod when asked to agree to the shift to comfort care only. Is this sufficient?

[JA. Yes, nodding indicates that all daughters accept the treatment recommendation.

[1B. Majority rules; if 2 daughters favor the same approach, that is the approach that should be
followed regardless of the youngest daughter’s difficulty.

[]C. No, when the end result will be death, the surrogates must give a verbal and written consent.

[JD. The medical team should do what is in the patient’s best interest.
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1. The correct answer is E. In cases such as this, sometimes persons of good judgment can disagree.
But thoughtful and deliberate consideration across the full panoply of interested parties will arrive
at an ethically permissible decision at the time the decision must be made.

2. The correct answer is B. Just because we can offer many technologically advanced treatments does
not necessarily mean that we should. This can be a very difficult and subtle determination to make.
It is the physician’s obligation to know what treatments are going to be medically ineffective and to
guide the patient and family appropriately.

As to the role of religion in this decision: religion is a powerful driver for patients and families, espe-
cially when nearing the end of life. Religion should be an important stop sign for physicians—ie,
physicians should stop and pay attention when religion is invoked. Still, religious beliefs ought not
to be the final determinant in treatment decisions, especially when a patient asks for a treatment that
the physician believes is not clinically indicated.

3. The correct answer is A. Nodding is sufficient to indicate explicit assent, which is ethically accept-
able. It is important that all 3 daughters agree to withholding life-extending technology, especially
when the youngest daughter has been the caregiver. Requiring a verbal consent is not necessary,
considering that many surrogates experience negative emotions as a result.
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