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Learning Objectives

1. Describe the ethical and legal models cf
informed consent and begin to epply these
models at the bedside.

2. Analyze the nature and extent of the duty to
obtain informed consent.

3. Begin to appreciate the complex relationship
betweean ethics, law, and medicire.

4. Begin tc demonstrate the ability to take the
perspective of the patient or family in the
healthcare practitioner-patient-family
interaction.

You are a first-year surgical resident. You have been
instructed by the attending surgeon to get consent
today from a patient who was admitted overnight.
The patient, Patrice West, is a 73-year-old woman
who was admitted after an abdominal aortic aneu-
rysm (AAA) was identified. She is currently stable but
urgently requires a procedure to repair the AAA. You
have never seen an AAA repair; however, you think you
undecrstand cnough of the technique to give Ms. Wast
a simple explanation. You feel energized to be able to
assist in a surgery that is new to you.

3.1 Background Questions

6 1. What types of information are physicians
and other healthcare practitioners legally
required Lo Lell palients it the informed
consent process? Find a court case from
the last 20 years that addresses informed
consent in your state. What was the deci-
sion in that case? What is the standard of
disclosure applied in the case?

9 2. Are physicians legally required to provide

information about their professional

experience; for example, how many times
the surgeon has done the recommended
procedure? Are they legally required to
disclose HIV (human immunodeficiency
virus}-status;-history-ef drug-or-alcahol

abuse, disability, financial conflicts of
interest, or other personal characteristics?

Under the Affordable Care Act, the Cen-
ters for Medicaid and Medicare Services

developed the “Physician Compare”
Website. What was its intent? Quality
measures were included in the available
data. What are the limitations of these
data? Can you find information about
local surgeons on this site?

e 4

What is the definition of a surgical com-
plication? Identify the known rates of
complications for an abdominal aortic
aneurysm (AAA) repair.

What is the ethical model of informed
consent? How much is it reascnable to
expect patients to understand? What is
health literacy?

How does the cultural background of

the patient affect the informed consent
process? Identify two examples. Drawing
from these two examples, how should the
informed consent process be modified

to accommodate patients cuitural back-
grounds?

© s

What are the four recognized exceptions
o informed consent, that is, situations in
which informed consent is not required?
Describe each of these exceptions.

3.2 Additional Case Information
andQuestions forDiscussion

When you enter Ms. West’s room, her mother, her
brother, and three adult children are all crowded
into the hospital room. You hand Ms. West the
standard procedural consent form for an open
abdominal surgery and start the conversation.
Before you can say much, Ms. West’s family starts
to interrupt with questions. Her daughter wants
to know how many of these procedures your
attending surgeon has performed. Her brother
wants to know whether you will be in the operat-
iug_mﬂm_(_ﬂﬂj_ﬂud_xf_;ﬂ,_mhar_yﬂm:_mI{a_wiH_bg_
Her older son says while in the waiting room, he
did an Internet search of AAA repairs and wants
to know why an endoscopic repair is not being
recommended. Her younger son asks simply,
“Could my mom die?”
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proach this situa-
t would you say of do firstin
<o to the family’s questions?

Jould you have told the attending
curgeon that you had never seen the

:p}éc‘edure performed and therefc')re

<chould not be the person to obtain con-

nt?

~ Self-reflection: What do you think
you would do in real life? Do you
think you would speak up?

'e;;npiariﬂg the family’s first question, you are
ure how many similar procedures the surgeon
i 'e'.zj'brmed before, but you know that she com-
d fellowship Lraining only 6 months prior.

9 3. Does this change your view about
obtaining informed consent?

9 4. Do surgeons, or healthcare practitio-
ners in general, have a duty to inform
patients of their prior experience per-
forming the procedure?

{a) Do you think that reasonable
patients would want to know how
often their surgeon has done the
recommended procedure?

(b) Should patients always choose the
most experienced provider? Why
or why not?

(@ Youwere asked a direct question
about surgical expetience. What
would you say?

(d) What are the ethical and legal conse-
quences of lying?

6 5. How would medical education be
affected if patients refused to see
healthcare practitioners in training and
junior healthcare practitioners because
they lack experience?
© 5. How should you respond to the ques-
tion, “Could my mom die?”

Public reporting of quality measures in patient out-
comtes has become more common. As an example,
since 1994, the New York State Department of
Health has collected and made available patient

mortality data for interventional cardiologists [1].
Sorme health systems have chosen to generate public
“report cards” for their organizations.

9 7. Do you think that there is a duty to
share surgeon-specific morbidity and
mortality rates for procedures, allowing
patients to compare surgeons?

(a) If so, to whom would you compare?

@ 8. Patients may want to know other “per-
sonal characteristics” such as drug

or alcohol abuse, physical or mental

impairment, or HIV status. Is there an

affirmative duty to share this informa-
tion in the informed consent process?

(3) Ifthe patient asks, are you obligated
to provide an honest answer?

(b) Creative Problem-Solving: Are
there better alternatives that bal-
ance patient welfare and health-
care practitioner privacy?

e 9. Self-reflection: Of the above (provider
experience, provider or institutional
outcomes for a procedure, provider per-
sonal characteristics), what, if anything,
would you want to know, for yourself or
your family member?

(a) Doesit, or should it, matter if some
personal characteristics {e.g., a
prior history of alcohol abuse or
HIV status) might trigger patients’
biases, rather than lead to more
informed decisions that produce
better outcomes?

9 10. If your answers to any of the above ques-
tions were affirmative, do you think the
law should be changed to reflect this?

About 3 months earller, your co-resident admitted
a patient with the same condition as Ms. West. You
were not involved with that patient’s care but you
heard the story from your co-resident. You heard
that the patient’s daughter was a prominent physi-
cian in New York City and that the patient was
privately transferred to a larger hospital to consult
with a nationally known vascular surgeon. You do
not know very much about Ms. West’s family—just
that she has Medicaid, not private insurance.
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€ 11.1stherean obligation to transfer Ms.

West to a better-equipped hospital with

a more experienced surgical staff?

(a) Shoulda decision to discuss trans-
fer take into account whether the
family has the resources and ability
to travel to a more distant center
to see a specialist?

Is it important that Ms. West has
Medicaid, rather than private
insurance?

As you attempt 1o tactfully navigate the family’s
questions, Ms. West's mother looks increasingly dis-
tressed. She finally says that she is 94 years old and
“in her day” it was not uncommon for residents to
be allowed to operate unsupervised on poor black

patients like her family.
9 12. How should you respond?

9 13. What can you, as a healthcare provider,
do to address medical mistrust?

Residents are much more closely supervised now
and institutionally sanctioned discrimination no
longer openly occurs. However, many residents still
seek out academic programs and teaching hospitals
in underserved communities because they feel they
are allowed to “do more” than in private hospitals
serving more affluent and educated populations.

9 14. Is this a just system? Why or why not?

e 15 Salf-reflection: If you were having sur-
gery, would you allow a resident to
assist? What if the patient was your par-
ent? Your child?

3.3 Answers toBackground
Questions

@1 Whattypesofinformation are physi-

The doctrine of informed consent can be
understood as the union of two concepts:
(1) disclosure of infarmation so the patient
possesses relevant facts and (2) obtaining
the patient’s voluntary authorization to
proceed with diagnasis or treatment—in
other words the patient’s consent. This
question cancerns the physician’s or other
healthcare practitioner’s fundamental
duty to disclose information to patients.
Additional features of informed cansent
are addressed in question 2.

It is well-established in law and ethics
that in the physician-patient relation-
ship; the physician must make certain
»care” disclosures to patients as part
of the process of enabling patients to
make informed decisions to consent 1o
or refuse treatment. Physicians must
provide patients with relevant informa-
tion about (1) the nature of their medi-
cal condition, including diagnosis and
prognosis; (2) the risks, benefits, and
burdens of the recommended treatment
or procedure; and (3) the risks, benefits,
and burdens of reasonable alternatives,
including the option of no treatment. In
turn, informed decision-making means
that patients understand and reason
about this information in order to reach
a decision to consent to (to authorize)
or refuse the treatment or intervention.
Further, reasoning to a decision requires
that the patient have a set of values that
shape their goals for treatment. Disclo-
sure is an affirmative duty that recog-
nizes the knowledge and power divide
between physician and patient. [t would
run counter to patient autonomy and
well-being to expect patients to present
their physicians with a long list of ques
tions or to limit information sharing to
the physician’s responses only to specific
patient queries [21.

cians and other healthcare practitio=
ners legally required to tell patients in
the informed consent process? Find a
court case from the last 20 years that
addresses informed consent in your
state. What was the decision in that
case? What is the standard of disclosure
applied in the case?

The .1n’ro.r.matj_t_m*cu-be-disdosed_is_
what is reasonable and relevant under——
the circumstances. Generally, physicians
are not required to disclose very remote
risks that are highly uniikely to occur-
However, the law in some states does
require telling patients about very sef”
ous risks of death or severe disabilitys
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if these risks ar€ highly unlikely. The
Ifr;eters of w

hat is reasonable and
e e%ﬁnt mean that itls not.necessary to
de’u’emp and present to pa.tlents alaun-
dry list of all conceivable nsks,.though
. some surgical consent forms give that
| = appearance. .
i The phrase sstandard of disclosure”
 refers to the nature and scope of infor-
mation physicians must by law tell their
patients. Most of informed consent law
initially emerged from case law. In these
cases patients suffered a bad outcome
from a treatment or procedure and,
looking back, claimed that their injury
resulted from an undisclosed risk of the
procedure, and further that had they
been informed of the risk they would
have chosen a different approach to
treatment or refused the procedure and
treatrment altogether. In order to deter-
mine whether the physician had a duty to
disclose the risk information in question,
courts had to decide on a standard of
disclosure that defines the scope of the
duty. Two legal standards have emerged
nationally. The first and older standard is
the professional, physician-oriented stan-
dard that requires physicians to disclose
information that is reasonable and cus-
tomary for physicians in the same or simi-
lar circumstances (e.g., the same specialty,
same type of patient) to tell patients. The
more recent standard is the objective rea-
sonable patient-oriented standard that
requires physicians to disclose informa-
tion that a reasonable patient would want
to know under the circumstances (e.g.,
the same or similar medical condition and
treatment options). As one can imagine,
in a contested case, the professional stan-
dard tends to favor physicians, as it would
be other physician-experts who are called
upon to attest what is customary and
standard practice. By contrast, the reason-
able patient-oriented standard is more
favorable toward patients, as it would
be lay people imagining themselves
in the patient’s place who are called
upon to attest or determine (perhaps as
members of the jury) what a reasonable
patient would want to know under the

circumstances. At present, states across
the country are evenly divided: about half
of states follow the professional standard,
and about half of states follow the rea-
sonable patient standard [31. However, in
practice physicians more often adopt the
reasutiable patient standard of disclosure
because it is more closely aligned with
the ethical model of informed consent,
discussed below.

Are physicians and other healthcare
practitioners legally required to pro-
vide information about their profes-
sional experience; for example, how
many times the surgeon has done the
recommended procedure? Are they
legally required to disclose HIV (human
immunodeficiency virus) status, his-
tory of drug or alcohol abuse, disability,
financial conflicts of interest, or other
personal characteristics?
The law of battery holds that any unau-
thorized touching of the body is an
offense and a violation of law. In health
care this means that laying hands on the
patient to do a physical exam or provid-
ing a treatment intervention without con-
sent is a vlolation of Lthe patient’s rights
of consent and refusal and a battery. The
common practice to obtain written con-
sent to surgery on the surgical consent
form developed in large measure to pro-
tect surgeons from claims of battery. The
typical consent form names the surgeon
selected by the patient. But whether and
how to ensure that this is an informed
choice has received scant attention.
While there is a strong autonomy-
based argument that the typical patient
should be told about surgical experi-
ence, the questlon here is whether the
Jaw of informed consent includes (or
should include) an affirmative duty to tell
patients about surgical experience.
Overall, a small number of courts
support the principle that informed
consent should include disclosure of
surgical experience. These same cases
offer some support for a legal duty to
disclose surgical outcomes and to refer
patients elsewhere if another hospital is
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significantly better equipped for this type
of surgery. The leading case is Johnson

v. Kokemoor (discussed in the box at the
end of this chapter). However, more often
courts have confined informed consent to
disclosure of clinical information; in other
words, they have maintained the tradi-
tional parameters of informed consent
described above. Another lesson from
this body of cases is that if the patient
asks about experience or batting average,
there is a duty to answer truthfully [4].

There are other “personal character-
istics”that patients may want to know
about, such as the surgeon’s HIV status,
history of alcohol or drug use, disabil-
ity that impairs surgical performance
(consider the neurosurgeon with even a
slight loss of fine motor skills), or financial
conflicts of interest (js the physician being
paid to prescribe this company’s drug
or use its medical device?) Each of these
conditions (and there may be others)
poses a potential risk to patients. As with
surgical experience, from the standpoint
of respect for patient autonomy, there js
a strong argument that patients should
be told about these risks and be given
the opportunity to consider them in their
choice of surgeon. However, there is
no ethical or legal consensus regarding
these questions. Only a handful of cases
have presented this view in court.

In one case early in the HIV epidemic,
the court ruled that a surgeon had an
obligation to inform his patients that he
had AIDS (acquired immunodeficiency
syndrome) [5]. Around the same time,
the U.S. Centers for Disease Control and
Prevention (CDC) mandated universal
precautions in the care of patients to
prevent transmission of HIV and issued
wldely adopted policies turther designed
to protect both patients and healthcare
praviders. Current CDC guidelines call on
hospitals Lo implement Infection-control
programs and to establish expert review
panels to evaluate whether an Hiv-
positive physician should be permitted
to perform exposure-prone procedures.
The guidelines state that “HCWs [health
care workers] who are infected with HIV

or HBV [hepatitis B virus] (and are HBsAg
positive) should not perform exposure-
prone procedures unless they have
sought counsel from an expert review
panel and been advised under what cir-
cumstances, if any, they may continue to
perform these procedures. Such circum-
stances would include notifying prospec-
tive patients of the HCW’s seropositivity
before they undergo exposure-prone
invasive procedures” [6].

Courts generally do not require
physicians to tell patients about drug
or alcchol abuse, unless it is a current
problem that increases the risks of physi-
cian impairment and incompetence [7].
Some law supports the view that poten-
tial financial conflicts of interest must be
shared with patients, in both the clinical
and research context [8]. Overall though,
the law has maintained its traditional
focus on disclosure of medical informa-
tion and has not done much to expand
informed consent tc impose an affirma-
tive duty to tell patients about so-called
personal characteristics of the physician.

Under the Affordable Care Act, the
Centers for Medlcaid and Medicare Ser-
vices (CMS) developed the “Physician
Compare” Website. What was its intent?
Quality measures were included in the
available data. What are the limitations
of these data? Can you find information
about local surgeons on this site?

The Affordable Care Act included a
requirement for CMS to create and make
accessible the “Physician Compare” data-
base. The intent of the database is “to
help consumers make informed decisions
about their health care and to create
clear incentives for physicians to perform
well"The “Physician Compare” Website
has general information about physicians
whu participate In Medicare includling
their clinical training, specialties, board
certification, and practice information
(e.g., site information). In addition, the
Website includes information about qual-
ity measures and participation in certain
programs such as “Maintenance of Certifi-
cation Program”[9].
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More than 50 quality measures are
available for both group practices and for
individuals. Examples of quallty medsures
available for both group practices and
individual clinicians include rate of Influ-
enza vactinglion, rate of giving statins
to patients at risk for heart disease, and
assessment of spirometry evaluationsin
patients with chronic obslruclive pulmo-
nary disease.

The data for the quality measures
were obtained through multiple sources
including but not limited to claims data
and data from required registrics. The
limitations on the data include that they
represent Medicare patients only; that
claits data represent clains rather than
actual delivery ot care and that there Is
necessarily a significant delay in reporting
of those data; and that some of the per-
formancc data are self-reported [10].

What is the definition of a surgical com-
plication? Identify the known rates of
complications for an AAA repair.

The key elements to consider for a
complication of a surgical or medical
procedure Include (1) Lhat there was

an unexpected outcome that impacted
the patient and (2) this outcome was

the result of the procedure being done.
Dindo and his colleagues defined compli-
cations“as any deviation from the normal
postoperative course. This definition

also takes into account asymptomatic
complications such as arrhythmia and
atelectasis. A sequela is an ‘after-effect’ of
surgery that is inherent to the procedure
(e.g., inability to walk after an amputation
of the leg)”[11].

If surqgery is indicated for a person
with an infrarenal abdominal aortic
aneurysm, there are two main surgical
approaches: an open repair through a
large abdominal incision and an endovas-
cular repair typically through a femoral
catheter. The latter is considered a less
risky procedure for patients who qualify.
Both procedures can have complications
associated with bleeding, wound or graft
infections, kidney damage, blood clots
with potential loss of blood flow to the

45

legs, and spinal cord injuries. Other com-
plications associated with open repairs
include cardiac complications (heart
attacks and arrhythmias), bowel injury,
and pulmonary complications. Other
complications associated with endovas-
cular repair include blood vessel damage
or damage to other organs as a result
of the catheter and endoleaks (pngning
leaking out of the graft) [12, 13].

The distinctions and relationships
between complications, medical errors, and
negligence are explored in » Chapter 17.

What is the ethical model of informed
consent? How much is it reasonable to
expect patients to understand? What is
health literacy?

The ethical model of informed consent

is grounded in the physician’s duty

to promole patient autonomy in the
physician-patient interaction. Respect for
patient autonomy also promotes patient
well-being, as it fosters healthcare deci-
slons based ur Lhe patient’s own values
and personal goals. Further, respect

for patients fosters trust; this in turn
encourages patients to he forthcoming
in describlng their health concerns and
goals for care and treatment. The ethical
model emphasizes that the physician’s
role is not merely to provide informa-
tion, but also to facilitate and assist the
patient to understand the nature of their
medical condition and the risks, benefits,
and burdens of treatment alternatives,
in order to make voluntary autonomous
informed decisions. The requirement of
voluntariness recognizes that patients do
not make their own decisions if they are
coerced or unduly manipulated by others
(perhaps a controlling family member).
Most patients act voluntarily, but they
cannot exercise their autonomy if they
do not understand essential informa-
tion about their medical condition and
diagnostic or treatment options. A rigor-
ous commitment to respect for patient
autonomy means engaging the patient
to take a thorough history and recog-
nizing and responding to the patient’s
personal, subjective concerns, and
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informational needs. Another element of
the ethical model of informed consent

is the call to explain things in language
the patient can understand. The ethical
model emphasizes the quality of con-
cent through the promotion of patient
autonamy in the physician-patient inter-
action [14). By contrast, the rationale for
the legal madel also rests on respect for
autonomy, voluntary choice, and self-
determination, but its near-exclusive
focus on information disclosure does little
to promote the quality of the consent
process.

The gap between the theory and
practice of informed consent has been
much discussed [15]. Concerns about
the quality of the consent process often
focus on how much patients should
understand to make informed decisions.
patients should have at least adequate
understanding for the decision to be
made and should know that they have
the right to consent to of refuse the phy-
sician's recommendation. But there is no
minimum standard of comprehension
that is widely accepted. To expect full
understanding, akin to that of the physi-
cian, would be too demanding and would
mean that few patients would be able to
make truly informed decisions. Faden and
Beauchamp, leading experts on informed
consent, propose a benchmark of “sub-
stantial understanding," meaning that
patients’ understanding of the refevant
information and of their rights is substan-
tially accurate [14]. But this threshold and
expectation may be too high, as patients
often do not have a highly accurate and
thorough understanding (let alone a full
understanding), especially when the rel-
evant clinical information is complex.

Whether patients possess suffi-

[d| eﬁﬁrga-lth—}itepac_y_tg_gi\m meaningful
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process, and reason about health infor-
rmation. Health literacy compasses a range
of skills and abilities: reading, writing,
communication, and comprehension
of medical information and of numbers
and statistics (numeracy). Facility with
computers and other computer devices
is an increasingly important element of
literacy. Limited health literacy has been
found to be more common in the African
American and Hispanic populations and
among the elderly. It has also been associ-
ated with decreased attention to preven-
tive care, lower immunization rates, and
higher rates of non-compliance such as
taking medications as prescribed [171.
There is a growing number of pro-
posed tools and approaches intended to
improve patient understanding and the
informed consent process [18]. Consent
forms and patient education materials
have been revised, produced, and evalu-
ated at a more appropriate reading level
for the average patient (the eighth grade
level is an accepted target). One oft-used
measure of understanding and literacy is
the patient’s ability to teach back (repeat
back) what has just been discussed with
the physician [19]. What is reasonable to
expect of patients will vary with the nature
and complexity of the patient’s condition
and treatment options, and the physician
will need to assess in each case whether
the patient has sufficient understanding
to make an informed decision. Here again,
good communication will reveal clues
as to the patient’s level of health literacy.
Another factor that plays an important
role for many patients with respect o
health literacy and informed consent is the
patient’s cultural background.

How does the cultural background of
the patient affect the informed consent

informed consent is a complex matler.
The 2004 report on health literacy from
the Institute of Medicine found that “[n]
early half of all American adults—90 mil-
fion people—have difficulty understand-
ing and acting upon health information”
[16). Health literacy can be described as
the extent to which patients can access,

pracess? [dentify tWo EXampies.—Drﬂw'_J_

ing from these two examples, hoW
should the informed consent process ,
be modified to accommodate patients
cultural backgrounds?

Broadly defined, “[clulture refers tointe”
grated patterns of human ehavior that

include the language, thoughts action’ 4
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ofs, and institutions of racial,
ic, social or religious groups” (201
el differences have been s.howh .to
o racial and ethnic disparities
aith and health outcomes [21]. Here
n three common sorts
hat can arise in the informed
consent process when the patient (or' the
patient’s family) is of a significantly differ-
ent culture from the physician’s.

First, and directly related to health
literacy, when the patient is not fluentin
the English language, use of a translator
may be warranted. Patients have a legal
right to a translator, and hospitals are
required to make translator services avail-
able. Use of family members as transla-
tors is generally discouraged, as there is
potentia! for families to share information
in accordance with their own views of
their loved one's best interests. As with
health literacy in general, physicians
should strive to avoid medical jargon.

In some cases use of translated written
materials may be an effective tool.

Second, some cultures place less
importance on patient autonomy. For
some patients it is family members who
are the primary decision-makers, and this
may extend to insistence that a grave
proonosis not be shared with the patient
[221. 'n Amish culture, where some
aspects of Western medicine are not
accepted, it is men and elders of the com-
munity who are typically recognized as
deciders. In some cases, decision-making
may not be fully patient-centered, as
community values and resources can play
a significant role where the costs of care
are very high.

Third, patients sometimes make deci-
sions based on their personal religious or
ethnic values that seem contrary to the
patient’s own best interests. Perhaps the
best known example is refusal of lifesav-
ing blood transfusions by members of the
Jehovah's Witness faith [23]. In end-of-ife
care, religious faith is the reason some
patients insist that “everything be done,”
even when facing extremely poor qual-
ity of life. And some patients reject their
physician’s recommendation in favor of

éj'ﬁsf beli

of issues t

culturally embedded alternative rem-
edies, while others may harbor deep dis-
trust of the healthcare system or broadly
reject Western medicine,

Education and training in cultural
awareness and humility for medical
students and residents with the goal of
promoting a process of culturally sensi-
tive patient-centered informed consent
has received considerable attention in
recent years. Some emphasize the physi-
cian's duty to become familiar with differ-
ent cultures in their patient population.
Other initiatives focus on how to frame
the physician-patient interaction to elicit
how social, economic, religious, and
cultural beliefs influence the patient's
understanding of their illness, their health
values, goals, and behaviors, as well as
the role of family in care decisions [24].

A team approach that includes religious
or community leaders, spiritual care,

and social work may be considered. The
healthcare practitioner should remember
that palients from particular ethnic or
religious groups are always individuals
with their own views and interpretations
of the place of culture in their health care.
For example, even a self-identified devout
Catholic may not adhere to all of the offi-
cial tenets and teachings of the Catholic
faith. This subject is also explored in

» Chapters 10 and 13.

What are the four recognized exceptions
to informed consent, that is, situations
where informed consent is not required?
Describe each of these exceptions.
There are four generally recognized
exceptions to the requirement of
informed consent. They are (1) decisional
incapacity, (2) waiver, (3) therapeulic
privilege, and (4) emergencies [25].
= Decisional (in)capacity: In order to
make informed decisions, patients
must have the capacity to put auton-
omy into action. Decisional capacity
means that the patient possesses the
ability to understand and appreciate
(1) the nature of his or her medical
condition, including diagnosis and
prognosis; (2) the benefits, risks, and
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burdens of the recommended treat-
ment and reasonable alternatives,
including the option of no treat-
ment; and (3) to reach and express
an informed decision. Patients are
legally presumed to have decisional
capacity if they are 18 years of age or
older. Under law, adolescents have
the right to make certain healthcare
decisions, such as those concerning
sexual activity and reproduction,
when under the age of 18. (Decision-
making in pediatrics is further
discussed in » Chapters 7,9,and 19.
Decision-making for and by adoles-
cents is discussed in » Chapters 5,
10, and 21).

Decisional incapacity is the most
important and most frequently
encountered exception to the rule
that informed consent or refusal
must come from the patient herself.
When the patient appears to lack
capacity, it is the responsibility of the
attending physician, both ethically
and legally, to undertake a closer
examination to assess capacity. If
the patient is deemed to lack capac-
ity, the locus of decisional authority
shifts away from the patient to an
appropriate surrogate decision-
maker, such as a healthcare proxy,
spouse, or adult child. Often, the
attending physician will request a
consultation from a psychiatrist to
further evaluate the patient’s capac-
ity (“call psych”), but in most cases
it is up to the attending physician
to make the final determination of
capacity. Sometimes the law requires
consultation with psychiatry or an
appropriately trained professional if
the patient suffers from intellectual
disability or has a history of develop-

mental-disability:

have capacity to make one decision
(e.g., “my son should make decisions
for me if | become unable to do so”)
but not other more complex deci-
sions (e.g., “should | have surgery to
repair my aneurysm?”). Capacity is
about the patient’s ability to make
decisions at a particular time. Some
patients have fluctuating capacity;
they are unable to make a treatment
decision today, but tomorrow when .
antibiotics have taken effect or pain
medications have been reduced, il
decisional capacity may be restored.
Respect for patient autonomy
includes treating cognitive impair-
ment to enhance opportunities to
make informed decisions. Lastly, it is
often said that capacity is not a sta-
tus-based judgment. Patients are not
to be deemed to lack capacity simply
because they are depressed, dis-
abled, elderly, or have an intellectual
disability. Rather, these conditions
should be taken as indications that
call for a closer look at the patient’s
capacity.

Physicians tend to accept that
patients have capacity and are mak-
ing informed decisions when they
agree with the recommended course

i
|

of treatment and are more inclined
to question capacity when patients
disagree. Physicians may believe that
the patient who refuses the recom-
mended treatment is choosing con-
trary to their own best interests and
sometimes deem the patient to lack
capacity for this reason. However,
patients do not lack capacity simply
because they disagree with the phy-
sician's recommendation. This may
be an indication that capacity should
be carefully assessed, but respect for
autonomy means that patients have

Several important points about
capacity should be keptin mind.
Capacity is decision-specific; it is
about the patient’s abilities to make
a particular decision and may vary
depending on the nature and com-
plexity of the decision. A patient may

the right to make the “wrang” deci-
sion, based on their own values and
goals.

Finally, capacity should be
distinguished from the legal term
“competence,’ though they are often
used interchangeably. When courts
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ermine that a person is incompe-
this typically means the person
Unable to manage their affairz'i ?nd
"{;}ﬁake a range of types of decisions
for himself, and someone else needs
to be appointed to act on the per-
son’s behalf. By contrast, physicians
make determinations about patient
capacity every day without any
involvement of the court system [26].
Waiver: Suppose the patient says,
“Wait, wait, don’t tell me, Doctor. Tell
me what to do, | trust you." Perhaps,
the patient frames it as, “Doctor, what
would you do? That's good enough
for me.” Does the physician still have
a duty to provide all relevant informa-
tion, or has this been waived by the
patient? Can the physician proceed to
obtain the patient’s signature on the
consent form or otherwise document
consent in the progress notes? Taking
respect for patient autonomy and the
right to decide seriously means the
physician should continue to engage
the patient in a dialogue that pres-
ents relevant information and clari-
fies the risks, benefits, and burdens
of the recommended intervention. At
the same time, to honor the patient's
waiver is also to respect an autono-
mous choice not to know.

Reliance on the patient’s waiver
of information is disfavored in both
law and ethics. However, there may
be rare cases where accepting a
waiver of information is appropriate.
To rely on a waiver, patients must vol-
untarily and intentionally give up the
right to more information, knowing
that they are entitled to receive the
informalion and that the decision to
accept or refuse treatment belongs
to them and not to the physician.

It must be a knowing waiver. Thus,
persistent refusal of information by
itself does not constitute waiver. Nor
is the patient who simply avoids the
conversation waiving the right to
know. This is not to say that physi-
cians have an affirmative duty to
recite these rights for the patient, but

rather when the patient indicates a
desire not to know, then it should be
a prompt to establish that the patient
knows their rights of informed
consent. One approach would be to
refer to and discuss the patients’ bill
of rights that is typically included in
patient intake materials and posted
in the halls of hospitals. To go cne
step further, to rely on a waiver phy-
sicians should offer accurate informa-
tion {(not downplay the risks) and
assess whether the patient is refusing
specific facts, such as prognosis, the
nature of the procedure, the risks and
likelihood of a good or bad outcome,
or the side effects. The informed
consent conversation including the
patient’s waiver and the signing of
any consent forms should be clearly
documented in the patient’s record.
Other important questions about
waiver may arise when patients
choose to look to family members to
make treatment decisions for them
("Doc, ask my daughter”). In some
cultures it is common for families, not
patients, to be the deciders. Families
are trusted to decide in the patient’s
best interests and in accordance
with the patient’s wishes. Sometimes
patients want to know but not
decide; other times they may direct
that family be informed and also
give consent [27]. When the patient
is from a different ethnic or cultural
background that values family
authority over patient autonomy, the
physician should clearly establish this
preference before looking to family
for consent. Often it will be ethically
appropriate to respect patient and
family cultural norms and accept this
choice as a form of waiver. However,
in some cases, such as where the
family is making a decision contrary
to the patient’s wishes or their best
interests, the physician must act as a
patient advocate and explore more
rigorously the family dynamics and
the basis for the family’s treatment
decisions.
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Therapeutic Privilege: If healthcare
practitioners feel that sharing infor-
mation about diagnosis or prognosis
will be too upsetting to the patient,
they may consider not disclosing the
seriousness of the patient’s condition
or the risks of surgery in order to avoid
doing more harm than good. A varia-
tion of this concern might be under-
stating the severity of the risks of
treatment. The concept that arguably
supports this approach is therapeutic
privilege, the idea that healthcare
practitioners have the privilege to not
disclose certain information if, in their
judgment, doing so would be harmful
to the patient or that disclosure would
not be in the patient's best interests.
Therapeutic privilege held important
currency in the past; however, today
the doctrine is disfavored in both eth-
ics and law. Withholding important
information would be a violation of
patient autonomy and undermines
the right of informed consent. Further,
respect for autonomy also means giv-
ing patients the opportunity to judge
for themselves whether some infor-
mation would be too upsetting. There
is additional concern that recognition
of therapeutic privilege would too
often become an excuse to avoid
difficult or time-consuming interac-
tions with patients. Nor should the
privilege be invoked paternalistically
because the patient disagrees with
the physician’s recommendation, but
might be persuaded to agree based
on incomplete information. Note that
the doctrine of therapeutic privilege
would give the physician permission
to limit disclosure by withholding cer-
tain informatlon. By contrast, under
the waiver exception, information is
offered and the patient chooses not to

discussion of waiver, the request may
sometimes be grounded in the fam-
ily’s ethnic or cultural norms that fam-
ily decision-making takes priority over
the personal autonomy of the patient.
In some Asian cultures, bad news is
withheld from loved ones to preserve
the benefits of hope and hopeful-
ness. In such instances the physician
must balance respect for patient
autonomy with both patient welfare
and appropriate respect for the family
who know the patient best. Putting
aside the family’s concerns in favor of
patient autonomy can be a difficult
and sensitive choice, especially where
the patient is likely to lose decisional
capacity with progression of their
disease and family will soon assume
responsibility for making treatment
decisions. Still, the general rule is that
patients should be told and the right
to informed consent should be hon-
ored. One approach here would be to
ask the patient if they want to know
everything. If not, perhaps they will
defer to family. The question of waiver,
rather than therapeutic privilege,
would then become the better way
to understand the consent process.

In rare cases a grave prognosis may
truly be so traumatic as to impair the
patient’s capacity to make treatment
decisions or may put the patient at
imminent risk, for example, the patient
who has manifested suicidal behavior
related to their medical condition. But
invocation of therapeutic privilege to
withhold information should be nar-
rowly and strictly construed.
Emergency treatment: In both ethics
and law, the emergency treatment
exception to informed consent is
well-established. When patients
suffer a sudden, serious injury or
cvertband-gredn-mminent-neaed of

krowore:

Sometimes the issue of therapeu-
tic privilege arises from the family’s
request that certain information be
withheld from the patient (“Don't
tell dad he has a terminal illness,
he'll be devastated!). As noted in the

medical attention, preventing death
or serious harm takes precedence
over obtaining informed consent, or
even uninformed consent, from the
patient. This principle also rests on
the practical reality that often there
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1 the idea that consent is implied by
the circumstances, meaning that we
have made a societal judgment that
{inder the circumstances emergency
medical technicians, emergency
physicians, and other personnel have
permission to treat without stopping
to seek consent from the patient.

This is not to say, however, that
all“emergencies” are the same. Many
ambulatory visits to the emergency
room are for nonurgent conditions, for
example, a broken arm or a laceration
in need of stitching. In these instances
there is typically time and opportunity
to explain the nature of the medical con-
dition and the recommended treatment
and to obtain informed consent. Under
these and other circumstances where
the patient appears capable of giving
informed consent, emergency physi-
cians should be especially attentive to
the patient’s decisional capacity. Com-
pared to other specialties, emergency
physicians tend to see a higher propor-
tion of patients whose mental state
may be compromised by drugs, alcohol,
pain, or anxiety. Also important, patients’
interactions with emergency physi-
cians are typically first-time encounters
between strangers, with no prior rela-
tionship characteristic of primary care
practice or patients with chronic itiness.
Hence, the emergency physician often
must rely solely on the patient’s under-
standing and his or her expressions of
valiies and gnals in the immediate time-
limited circumstances [28].

3.4 Responses toDiscussion
Questions

—_—

When you enter Ms. West’s room, her mother, her
brother, and three adult children are all crowded
into the hospital room. You hand Ms. West the
standard procedural consent form for an open
abdominal surgery and start the conversation.

Before you can say much, Ms. West’s family starts to
interrupt with questions. Her daughter wants to
know how many of these procedures your attending
surgeon has performed. Her brother wants to know
whether you will be in the operating room (OR)
and if so, what your role will be. Her older son says
while in the waiting room, he did an Internet search
of AAA repairs and wants to know why an endo-
scopic repair is not being recommended. Her
younger son asks simply, “Could my mom die?”

O 1. How would you approach this situation?
What would you say or do first in response
to the family’s questions?

Boux 3.1 Teaching Tip

Encourage learners to think about what they would
want to be told if they, or a loved one, were under-
going surgery. Ask them to consider all aspects of
informed consent and whether they think a first-year
surgical resident is able to address every aspect.

The resident in this situation should take
a step back and consider several things.
Has she clearly introduced herself and
explained her role? Has she asked cach
family member to introduce himself or
herself? Has she given Ms. West the oppor-
tunity to speak with her privately or with
only one or two family members present?
Though the resident may feel less pressure
one-on-one, this is ultimately the patient’s
choice, and the resident should not insist
that anyone leave. Furthermore, it is gen-
erally recommended that patients have at
least one person present to help them take
notes and remember all aspects of the
discussion. Does everyone—including the
resident—have a place to sit comfortably
durlng the dlscussion? Once these sleps
have been taken, then she can proceed.
There is no single “right” way to start.
One good approach would be to reas-
sure Ms. West's children that the resident
will answer all their questions, or find and
return with answers to any she cannot
answer immediately, including the last
question (about whether the patient might
die), but that the resident wants to start by
asking Ms. West what she already knows
about her condition and the procedure.
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Starting with this question will aliow the
resident to (1) avoid repeating information
that Ms. West already understands; (2) cor-
rect misconceptions upfront, before they
can persist; and (3) appreciate something
of Ms. West's educational background.
When the resident finally begins to
explain the procedure, she should use
lay language that is easy to understand

and pause frequently to make space for
questions [29]. She should also allow time
for “teaching back,” asking Ms. West to
explain in her own words what she has
just been told. She needs to be able to
explain the risks and benefits of the pro-
posed surgical intervention, as well as any
alternatives and the risks and benefits of
such alternatives.

Box 3.2 Personal Perspective

In the essay “Treating Patients as
Partners, by Way of Informed Con-
sent,” the surgeon Pauline Chen
describes an encounter in which
she fails to do this [29]. She writes:

“Have you ever had a para-
centesis?”l asked, pulling out a
consent form for Pete to sign.

“No; he answered between
short labored breaths. “Does it
hurt?”

| tried to reassure him by
explaining how | would numb him
first. But as { began describing the
anesthetic, the bee sting prick

of the needle and the pressured
sensation of medication infiltrating
the flesh, I felt myself slipping into
a familiar spiel, the same one | had
delivered to all the other patients
with intractable ascites. | pointed
to the quadrant on his belly where
| would work, estimated the
amount of fluid | would pull out,
and then reeled off the standard
catalog of complications for this
procedure.

Pete looked away from me
and stared at the consent form.
Yet even as | watched his brows

knit together, his eyes widen then
wince, | kept on talking. | had gone
into my informed consent mode—
a tsunami of assorted descriptions
and facts delivered within a few
minutes. If Pete had wanted me to
pause and linger over something,

I never knew. He couldn’t get a
word in edgewise.

“So,"| finally asked him at the
end of my monologue, “do you
have any questions?” Even as that
sentence came out of my mouth,

[ knew what his answer would
likely be.

o 2. Should you have told the attending (@) Self-reflection: What do you think

surgeon that you had not seen the pro-
cedure performed previously and there-
fore should not obtain consent?

Yes. Never having witnessed such a
surgical procedure necessarily limits

the resident’s ability to fully engage the
patient and her family, as the resident

is likely to be unable to adequately
respond to certain questions that the
family may have during the consent
process such as, “What have your experi-
ences been with this procedure?” if the
resident is not prepared to engage in the
informed consent interaction with the
patient and family, then he cannot do
so ethically. The first obligation is to the

you would do in real life? Do you
think you would speak up?

Box 3.3 Teaching Tip
“Speaking up”is explored in-depth in »'Chapter 20

Contemplating the family’s first question, you are
unsure how many similar procedures the surgeon
has performed before, but you know that she com-
pleted fellowship training only 6 months prior.

O 3. Does this change your view about
obtaining informed consent?
This indicates that the resident has some
more information to share with the

patient:to-herrole-and-authority imthe

decision-making process and to promot-
ing her well-being and best interests.
Residents may feel embarrassed to tell
attending physicians that they lack the
necessary knowledge and experience to
obtain consent, but this obstacle must
be overcome.

patientand her family. The resident can
tell them about the attending physician’s
training and may be able to make some
inferences about the surgeon’s experi-
ence with particular procedures. It does
not answer the specific question of how
often the surgeon has performed this pro-
cedure. Providing this information opens
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Do surgeons, or healthcare practitio-

ners in general, have a duty to inform

| patients of their prior expetrlence per-

forming the procedure?

g To some extent, there are strong ethical

: grounds for surgeons and physicians to

‘ volunteer how often they have done the

procedure, but it is more firmly estab-

lished that one’s knowledge and training
should be explained. Indeed it is hard to
imagine explaining the surgery to the
patient without demonstrating one’s

knowledge of the procedure, and thisis a

natural place for the surgeon to comment

on his or her training and experience with
the procedure. In this case, the question
has already been asked, so it is incum-
bent on the surgeon to give a forthright
answer.

(@) Do you think that reasonable
patients would want to know how
often their surgeon has done the
recommended procedure?
Increasingly, patients seek informa-
tion about a surgeon’s credentials
or the hospital’s surgical program
anline. There is substantial evidence
that in addition, most patients
would want to know how often
the surgeon has performed their
procedure and would take this
into account in their choice of sur-
geon. In two studies of emergency
room patients at Vanderbilt Uni-
versity, approximately two-thirds
of patients wanted to know about
the resident’s experience with the
procedure [30] and what the role

of medical students would be [31].
Another study of cancer patients at
Johns lopkins University found that
most patients rated as “very impor-
tant” knowing how many times the
surgeon had done their procedure
and how many years the surgeon
had been in practice {32]. Other
studies also reveal a strong inter-
est in knowing whether this would
be a first-time procedure for the
resident [33].
Regardiess of an individual

healthcare provider’s view of what

a reasonable patient would want

to know, or the legal standard of
disclosurc in a particular state, what
matters to the patient should not be
ignored. The patient’s personal, and
perhaps unusual or idiosyncratic,
concerns can play a pivotal role in
the decision to accept or refuse the
recommended treatment plan. Con-
sider, for example, the rock guitarist
who is especially sensitive to even
the slightest loss of dexterity follow-
ing shoulder surgery or the master
chef who cannot afford even the
slightest loss of taste as a side effect
of medication. Perhaps in this case
the family knows firsthand of a sur-
gery that went bad with an inexpe-
rienced surgeon. The physician may
and should become aware of such
concerns through the taking of a
good social history and the process
of communication and interaction
with the patient.

Should patients always choose the
most experienced provider? Why
or why not?

This argument has intuitive appeal.
After all, who would not chocse the
more experienced surgeon over the
first-year resident? Who would not
recommend that a family member
go to see the surgeon with the best
track record of good outcomes

for the procedure they are fac-

ing? However, the assertion that
patients would routinely flock to
more experienced surgeons seems
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to be based more on speculation
than factual evidence. One reason
is that focus on surgical experience
alone oversimplifies the way in
which people choose physicians.
Patients typically look to primary
care physicians, family, friends, or
co-workers for recommendations.
Some patients consider the sur-
geon’s medical school, certification,
or other professional qualifications.
For some, hospital reputation is
important. For others, gender and
ethnicity are important consider-
ations. Further, once relationships
between patients and providers are
established, trust, familiarity, and
rapport may lead patients to choose
to continue care, even if given the
option to transfer to a more experi-
enced provider.

Cost and location can also
be major considerations. Insured
patients have strong financial incen-
tives to choose from the panel of
surgeons that participate in their
health plan and thus face restricted
choice. Further, staying in network
and the higher costs of going out of
network also limit patients’ choice
of hospitals. In sum, many patients
want to know about surgical expe-
rience, but this may be only one
of a number of factors taken into
account when choosing a surgeon.

Finally, experience is not the
only factor in determining physician
competence and driving outcomes.
Some senior physicians will have
little recent, direct experience per-
forming procedures, if they have
primarily supervised residents and
fellows; others, particularly cutside
of academic institutions, may not be
as up-to-date on changing practice

standards. And training with mew
and innovative equipment and
techniques, much of which occurs
post-residency, can be even more
uneven. Pointing to these variations
in surgical practice, some argue that
experience and outcome statistics

are misleading and should not be
routinely shared with patients.

() You were asked a direct question
about surgical experience. What
would you say?

The resident could simply say that
she does not know, but a better
response is to also offer to ask the
attending physician to come talk to
the patient personally. Alternatively,
the resident could offer to find out
and report back to the patient,
proceed to obtain the data to the
best of his ability, and be prepared
to explain it. If the resident does
seek out the answer, both ethically
and legally, she has an obligation to
tell the truth. Truth-telling is a core
ethical value in medicine. There are
resources available to the resident,
including the library, patient educa-
tor, the Internet, and of course the
attending surgeon.

(d) What are the ethical and legal
consequences of lying?

Lack of honesty in the physician-
patient-family relationship can mean
loss of trust and rapport in that
relationship. In response, patients
may be less forthcoming about their
condition, their concerns, and goals
for treatment, and the quality of
care can be compromised. [n some
cases, when trust is broken, patients
may choose to find another physi-
cian. Fraud, misrepresentation, and
manipulation in the informed con-
sent process can lead to professional
disciplinary actions and even lawsuits
from patients for violation of the
right of informed consent or fraud.

@ 5. How would medical education be
affected if patients refused to see
healthcare practitioners in training and
junior healthcare practitioners?
Medical education, and the next genera-
tion of well-trained qualified healthcare
practitioners, requires that most patients
be willing to allow trainees to participate
in their care. Most patients, most of the
time, do allow trainees to participate and
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to learn in their care and treatment with

the understanding that the trainees have

adcquate supervision (Supervision of

trainees is discussed further in » Chapter

20.) Most identify with the tact that to

acquire the skills and abilities of any med-

ical profession takes practice. Experience
matters on the learning curve. Another
perspective, perhaps implicit in patients’
willingness to have residents and stu-
dents involved in their care, is that doing
so is part of the social contract and that
the social contract entails obligations to

future generations to assure that they will

benefit from a high-quality healthcare
system. If done appropriately and hon-
estly, most patlents will allow students
and trainees to assist in their care.

o5z Tezching Tip

[t may be appropriate to explore the limitations
of Lhis idea now or later in the discussion. For
instance, is a physician-parent justified in refus-
ing to allow trainees to participate in his child’s
surgery? Should a physician whois a patient, say
in labor, decline tn have trainees present for the
birth? Ajl trainees, of Just those known to her or
whom she might later supervise? What about a
chitd who has been sexually abused and whose
parents would like to limit the number of people
examining her?

® 6. How should you respond to the ques-

tion, “Could my mom die?”

if there is a meaningful risk the patient
could die—whether in the operating
room, in recovery, or after discharge
(what is the expected survival post-
discharge?) —then hese risks need to
be presented to the patient with oppor-
tunity for the patient to ask questions.
The patient cannot make an informed
decision to have or decline the surgery
without considering this possibly signifi-
cant risk. For Ms. West, who needs her
AAA repaired, the risk of death is signifi-
cant and must be discussed. Many states
require by law that the risk of death be

disclosed even if that risk is considered
remote.

As with any procedure, the physi-
cian who is obtaining consent from the
patient needs to tell her ol the risks
inherent with an AAA as well as the ben-
efits and risks of the indicated surgical
procedure. Prior risk factors pertaining
to a patient’s history and habits seem to
dramatically affect morbidity and mortal-
ity associated with AAA repair. If surgical
repair has been recommended, it is rea-
sonable to assume that Ms. West is at risk
for rupture of her AAA, Without surgical
intervention, rupture of an AAA will resuit
in death. Given the gravity of the under-
lying medical condition, it is imperative
that the risks of the AAA repair are shared
in the context of Lhe life-threatening con-
dition. Information about complicaliors
should he shared with the family only
with Ms. West's consent.

Public reporting of quality measures in patient out-
comes has become more conymion. As an example,
since 1994, the New York State Depurtment of
Health has collected and made available patient
miortality data for interventional cardiologists [1].
Some health systems have chosen to generate public
“report cards” for iheir vrganizations.

0 7. Do you think that there is a duty to
share surgeon-specific morbidity and
mortality rates for procedures, allowing
patients to compare surgeons?
Although some commentators have
argued that surgeons should have a
legal duty to share their morbidity and
mortality rates, for the most part, the law
imposes no such obligation. Ethically,
there are several different arguments
that apply here. Those in favor argue that
this information is impartant to patients
because they are not just consenting to
a specific procedure, but toa specific
procedure done by a specific provider,
and this information is part of the risks,
benefits, and consequences of the pro-
cedure. It is therefore relevant to making
an informed decision. On the other hand,
those against such a duty emphasize that
understanding these statistics is a com-
plex matter and may confuse more than
help patients to make informed decisions.
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They emphasize, for example, variables of
patient mix, different patients’ overall con-
dition and comorbidities, and the quality
of surgical centers. Further questions to
consider are whether the resident can
in fact obtain comparative statistics for
other surgeons who have done this pro-
cedure and whether that information, if
available, will be current and up-to-date.
(@) If so, to whom would you compare?
Comparison might take place
between physicians within the same
institution, between physicians or
institutions in the same geographic
area, or between physicians or insti-
tutions in the USA (or even globally).
All of these groups may be of interest
to some patients, but many patients
may not have the time or resources
to get second opinions from physi-
cians further afield. Furthermore,
they may themselves differ in
clinically significant ways from the
patient population in the geographic
area or nationally—an important
factor that can limit the usefulness of
comparisons to other surgeons.

0 8. Patients may want to know other “per-

sonal characteristics” such as drug

or alcohol abuse, physical or mental
impairment, or HIV status. Is there an
affirmative duty to share this informa-
tion in the informed consent process?
The law generally does not require physi-
cians to volunteer to tell patients about
drug or alcohol abuse or disability. Rather,
the traditional boundaries of informed
consent have been maintained. Con-
cerns for the privacy of physicians and

the sometimes fuzzy line between one’s
professional and personal life also counsel
against requiring disclosure. Still, there
may be an obligation to do so if thereis a
current problem that increases the risks of

answer truthfully. After all, truth-
telling is a core value in medicine.
However, it is less clear that these
sorts of personal characteristics rep-
resent current risks for the patient
that the patient is entitled to know,
particularly when compared to
surgical inexperience. Questions
about drugs, drinking, or disability
can conflict with healthcare practi-
tioners' interests in protecting their
privacy. For these reasons, others
argue that healthcare practitioners
may properly decline to answer such
questions or answer only when the
healthcare practitioner’s current
condition compromises the ability
to provide competent and appropri-
ate care. It is important to note that
state regulatory agencies (e.g., medi-
cal boards) have policies in place

to protect patients from impaired
healthcare practitioners. There is sig-
nificant variation from state to state.
For example, some states require
that healthcare practitioners report
colleagues who are suspected of per-
forming procedures while impaired,
but others only encourage such
reporting. Healthcare practitioners
should familiarize themselves about
their state’s policies.

(b) Creative Problem-Solving: Are
there better alternatives that
balance patient welfare and physi-
cian privacy?

Box 3.5 TeachingTip

Consider asking the learner(s) who researched
Background Question 4 to comment on how easy
or difficult it was to find information about the
procedure and about local surgeons. How feasible
would finding such Informatton be for the lypical
patient or family? Thinking about it from this per-
spective may affect the response.

{
o
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physician-mpdirnentandincempetence:
(a) If the patient asks, are you obli-
gated to provide an honest
answer?

Some argue that, if asked, the health-

care practitioner should always

@ 9. self-reflection: Of the above (provider
experience, provider or institutional
outcomes for a procedure, provider




T4 e e

e

nHgw [Aeny Of TNese Surg=hes

personal characteristics), what if any-
thing would you want to know, for your-
self or your family member?
(a) How do you think the reason-
able patient would answer these
questions?

0 10. If your answers to any of the above
questions were affirmative, should the
law be changed to reflect this?

It reasonable patients wuuld want to know,
then there is a strong ethical argument
for a duty to disclose and hence a strong
argument for making disclosure a legal
obligation. But there are also reasons not
to turn disclosure into an affirmative legal
obligation. A leading objection to impos-
ing an affirmative duty to tell patients
about surgical experience and outcomes
{"batting average”) is Lhal patients would
regularly choosc more experienced
surgeons or those with a stronger track
record. In turn, medical education and
training would suffer, the next generation
of surgeons would be fess qualified, and
the next generation of patients would be
at risk. Much the same argument has heen
made in even stronger terms in vpposition
to mandated disclosure of surgical batting
averages. It is far from clear that this same
argument applies to physicians impaired
by personal challenges of alcohol, drugs,
or disability, as these conditions apply in
particular cases rather than across a wide
group of surgenns in training, However, as
just noted, there are other concerns about
physician privacy to be considered.

About 3 months earlier, your co-resident admit-
t;d a puiient with the same condition us Ms, West.
ou weren't involved with that patient’s care but

. You heard the story from your co-resident. You

.':ea:'z.i that the patient’s daughter was a prominent
Physician in New York City and that the patient
was privately transferred to a larger hospital to
Consult with q nationally known vascular sur-
&eon. You don’t know very much about Ms. West’s

fm”’z)'—-jmt that she has Medicaid, not private
Msurance,

o 11. Is there an obligation to transfer Ms.

West to a better-equipped hospital with

a more experienced surgical staff?

As long as the center meets the standard

of care, there is no duty to reter elsewhere.

Certainly, if a patient wanls a second opin-

ion, physicians have a duty to allow the

patient adequate time and even to assist
in finding a consulting surgeon, as fong

as the risks and benefits of delaying care

are understood. For example, will delaying

surgery for a second opinion increase the
palient's risk of a bad outcome?

If the level of experience, skills or
equipment, or track record of success-

ful outcomes is substandard, the facil-

ity should nat offer that surgery. There

should be outcomes data, and accredita-

tion standards that are met, to ensure the
hospital is safe and the procedures are of
high quality and successful.

(a) Should a decision to discuss trans-
fer take into account whether the
family has the resources and ability
to travel to a more distant center
to see a specialist? Is it important
that Ms. West has Medicaid, rather
than private Insurance?

If the hospital meets the criteria
established above, there is no obli-
gation to have the discussion. if,
however, a transfer is either medically
indicated or requested by the patient,
the patient’s insurance status should
not influence the decision to have the
discussion. In the former situation, the
transfer should be a covered service
{e.g, if the rationale is transfer to a
higher level of care); in the latter situ-
ation, if the transfer is not eligible for
cnverage, the patient wonld have to
be able and willing to cover the costs
personally. That is not for the physi-
cian to decide without the patient’s
input. The physician may not have full
information regarding the family’s val-
ues, beliefs, interests, and resources
until all options have been explained.
Patients are entitled to decide for
themselves about the burdens they
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are willing to assume to pursue care
elsewhere, including the personal,
social, and financial burdens. The
patient’s social situation, including
financial resources and family circum-
stances, certainly matters. They should
be considered but only to the extent
that such considerations help patients
to access the best available care and
achieve desired health outcomes.
Circumstances should not be “consid-
ered” in order to withhold options.

As you attempt to tactfully navigate the family’s
questions, Ms. West's mother looks i ncreasingly dis-
tressed. She finally says that she is 94 years old and
“in her day” it was not uncommon for residents to
be allowed to operate unsupervised on poor black
patients like her family.

0 12. How should you respond?
The résident should explore Ms. West's
mother's fears and the implied message
that the family does not trust the care she
is receiving and feels she is being treated
differently. it would be beneficial to
address this with the attending physician,
preferably before giving the impression
that they are being disrespected by not
having the attending surgeon perform
the informed consent. Currently, all proce-
dures performed in the OR or with signifi-
cant risk must have an attending present,
as per the American College of Surgeons
(ACS) Statement on Principles [34].

The primary attending surgeon is per-
sonally responsible for the patient's wel-
fare throughout the operation. In general,
the patient’s primary attending surgeon
should be in the operating suite or should
be immediately available for the entire
surgical procedure. There are instances
consistent with good patient care that are
valid exceptions. However, when the pri-
mary attending surgeon is not present or

9 13. What can you, as a healthcare provider,
do to address medical mistrust?
Providers should be professional, honest,
and trustworthy and should treat every
patient as if the patient is one of their
own family members. They also must
be willing to speak up if they see ethical
problems or lapses in standard of care,
even as medical students.

Residents are much more closely supervised now
and institutionally sanctioned discrimination no
longer openly occurs. However, many residents
still seek out academic pragrams and teaching hos-
pitals in underserved communities because they
feel they are allowed to "do more” than in private
hospitals serving more affluent and educated pop-
ulations.

O 14. Is this a just system? Why or why not?
Many believe this is not a just system
because it disproportionately burdens dis-
advantaged patients. While many patients
may in fact benefit from a student’s or resi-
dent’s interest in their care, patients may
experience longer visits (particularly if they
have to see a student, then a resident, then
an attending). it has often been shown
that patients on Medicaid have worse
health outcomes than those on private
insurance, though there are likely many
factors contributing to this. It is important
for these health systems to make every
effort to provide the most beneficial treat-
ment to every patient.

On the other hand, academic medical
centers offer certain benefits. Residents
can be very rich in current knowledge
and experience, and studies often show
that physicians at academic centers are
more likely to follow the most up-to-date
treatment recommendations than those
in private practice.

@ 1.

Self-reflection: If you were having

surgeon should be assigned to be “imme-
diately available.

assist? What if the patient was your
parent? Your child? [35]

surgery, would you allow aresidentta
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sox 3.6 Case Conclusion
The case of Ms. West that appears
above is based on the Wisconsin
case of Juhnson v. Kokemoor, the
leading courl case ruling that there
is un affirmative duty to disclose sur-
gical experience and outcomes [35].
There the patient underwent surgi-
cal repalr ol u busilut bifurcation
aneurysm of the brain. Although
the clipping of the aneurysm was
technically successful, postopera-
tively the patient lost bowel and
bladder control, was unable to
walk, was “rendcred an incomplete
quadriplegic,” and suffered other
impairments.

In her lawsuit the patient
claimed that the surgeon had
Lreached three related duties: (1) to

In the first ruling of Its kind, the
Wisconsin court agreed on all three
points. The core idea in the court’s
ruling was that this information
would be relevant (the law ises the
term “material”) to a patient’s choice
of surgeon to repair a basilar bifurca-
tion ancurysm of the brain, Failure fo
provide this information constituted
a failure to respect patient autonomy
and violated the patient’s right to
make an informed choice of surgeon.
It was also important in this case that
the surgeon had misrepresented his
experience, claiming he had done the
procedure “dozens” of times, when
in fact he had only performed two
such aneurysm repalrs, Ihis gross
and intentional misrepresentation

viable alternatives and risks of the
treatment proposed. In this case the
information regarding a physician’s
experience in performing a particular
procedure, a physician’s risk statistics
as compared with those of other
physicians who perform that pro-
cedure, and the availability of other
centers and physicians better able to
perform that procedure would have
facilitated the plaintiff's awareness
of ‘all of the viable alternatives’ avail-
ahle to her and thereby aided her
exercise of informed consent. [35]

To more fully bring disclosure
of surgical batting averages within
the terms of the statute, the court
stressed that “When different physi
clans have substuntially different

tell her about his experience perform-  constituted fraud.
ing this procedure, (2) to tell her
ahout his morbidity and mortality
statistics in comparison to those of
cther surgeons doing this procedure
{zometimes called comparative
pravider statistics), and (3) to refer
her to another hospital with more
experienced surgeons.
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