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Informed consent and shared decision making (SDM) are crucial portions of preopera-

tive patient management. Informed consent is a standard for surgery from both a legal
and ethical standpoint, involving disclosure of potential risks of a procedure and
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Informed Consent

The clinical practice of “informed consent” arose in
the second half of the 20th century, reflecting a shift from
the prior paternalistic view of medicine to one of patient
autonomy and self-determination.’ Initially rooted in clinical
research, informed consent is now considered a standard for
surgical treatment from both a legal and an ethical stand-
point.2 Legally, informed consent was initially outlined in the
case Canterbury v. Spence in 1972, in which the United States
Court of Appeals, District of Columbia Circuit listed several
included steps in an informed consent conversation. They
defined that physicians must disclose (1) the condition being
treated, (2) the nature of the proposed treatment, (3) the
anticipated results, (4) recognized alternative forms of treat-
ment, and (5) recognized risks, benefits, and complications of
the proposed treatment.>

The process of informed consent can be broken down into
three stages: physician disclosure, patient understanding,
and patient decision making.® The first stage, physician
disclosure, involves the provision of information by the
physician to the patient and their families. This includes
providing information on the benefits, risk, possible compli-
cations, and alternatives to a surgical procedure. These
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ensuring patient understanding of these risks. SDM is a process in which a clinician and
patients decide between two or more treatment plans, taking into account the
patient’s goals and values. SDM is a particularly important aspect of patient-centered
care when two or more treatment options exist or in situations where an indicated
treatment may not align with the patient’s long-term goals. This article details aspects
of and issues surrounding informed consent and SDM.

should also include potential quality-of-life complications
such as need for a skilled nursing facility, change in indepen-
dence, and impact on day-to-day activities.

In the second stage, patient understanding, the surgeon
must assess how well the patient understands the informa-
tion that is provided to them. This may require repetition or
rephrasing. Even with ideal communication, it is frequent
that patients do not recall the entirety of the conversation.
For instance, in a study conducted on adult rectal cancer
patients treated with either an abdominoperineal resection
or low anterior resection, 47% of patients could not recall a
preoperative discussion of risk to sexual function, and 57%
could not recall a discussion of the risk to urinary function
and half of the patients could not recall having a discussion
regarding postoperative bowel function.® Only 20% could
recall specific aspects regarding their probability of survival.
However, over 70% recalled a discussion on quality-of-life
topics such as body image, functional outcomes, and the
appearance of stomas and scars. For most, the discussion was
centered on returning to activity, work, and regular day-to-
day life.? These results demonstrate the dichotomy between
the outcomes that patients value versus those the surgeons
consider and demonstrate the proportion of information
patients retain from consent discussions.
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Finally, in the decision-making phase, the patient dis-
cusses the information relayed to them with their family,
friends, and providers prior to making an informed decision.
The final decision that the patient makes must coincide with
their values and goals. The consent form must contain clear
descriptions of the planned procedure, lists the risks of the
procedure, and documentation that the patient had the
chance to ask questions.” Lastly, it is authorized by the
physician’s signature and signature of the patient or surro-
gate decision-maker.

To many surgeons, the informed consent process becomes
a routine part of their daily practice. The provision of
information including the risks, benefits, and alternatives
to a procedure is repeated to each patient. However, individ-
ual patients are unique in their understanding and compre-
hension of the information provided. The consent process is
one of many opportunities to employ shared decision mak-
ing (SDM) in the perioperative setting.

Shared Decision Making

SDM is a process in which patients and clinicians formulate a
clinical plan together, using clinical evidence, the clinician’s
experience, and patient’s informed preferences.’ In general,
the provider presents facts and details about a clinical plan or
procedure, the provider and patient (and their family mem-
bers) discuss all potential options, and then a plan is made
together based on the patient’s long-term goals and prefer-
ences.® SDM can be incorporated into the informed consent
process, or may be an entirely separate area of conversation
and decision making. SDM is particularly relevant when
multiple acceptable treatment options are available, and is
especially needed in surgical practice, where decisions must
be made about treatments that are irreversible or have
temporary or permanent harmful consequences.

SDM has been associated with improved patient satisfac-
tion, decrease in patient anxiety, and decrease in “decisional
regret”® By involving patients throughout the decision-
making process, patients feel a greater degree of “buy-in”
and are more likely to be satisfied with their decision to
pursue a particular treatment. Additionally, when engaging
in SDM, patients often choose less expensive, more conser-
vative treatment options, particularly at the end of life. This
potential for reducing health care costs has led to the
inclusion of SDM as a metric and requirement in various
health care policies, including the Affordable Care Act.’

The definition of SDM varies, but typically includes three
key elements, as described by Légaré and Witteman.'? First,
both the provider and patient must realize that there is a
health care decision to be made. This may be a situation in
which two or more treatments are clinical options (such as
the decision to proceed with surgery vs an alternate option
that was not initially considered, such as the option of not
pursuing surgery in a frail elderly patient). Second, both
parties should understand the best available evidence on the
topic. This does require the clinician to (1) be aware of the
existing evidence, including evidence regarding quality-of-
life outcomes, and (2) be able to convey this information to

the patient. Decision aids and other patient-directed resour-
ces are helpful in this aim. Third, a decision should be made
that uses these data and considers the values and preferences
of the patient. This decision can be made with varying
amounts of input from the provider versus the patient,
and has been proposed as a continuum, with the patient
and the clinical situation dictating the degree of input from
each party in the final decision. It is important that the
provider respect the opinions and values of the patient, with
the self-awareness that their personal opinions may differ
from their patients’.

Importantly, SDM should not be interpreted to imply
patient-only decision making and should involve an
equal degree of participation from both the patient and
surgeon. It has been shown that surgeons more commonly
employ SDM in situations in which they feel operative
intervention is exceedingly risky, in hopes that patients
will select nonoperative care.'? However, in these situations
it is particularly necessary for surgeons to impart their
recommendation, even if it is nonoperative management,
as the patient often wants to hear this opinion directly. For
instance, in a study of patients diagnosed with a life-threat-
ening illness, including a new diagnosis of cancer, >50% of
patients wanted their physician to share responsibility in the
decision making.!? It is also acceptable in SDM for the
clinician to make the final decision, if desired by the patient,
if that decision is based on the patient’s stated goals and
wishes.

Tools for Shared Decision Making

Decision Aids
The quality of the communication between the patient and
provider is essential with SDM. Poor-quality communication
limits the patient’s knowledge of prognosis and treatment
options, management of symptoms, and use of treatments
consistent with their preferences.'* Decision aids are
designed to promote informed decisions about treatment
options and can come in a variety of forms including print,
video, or other media. Decision aids used in clinical decision
making can increase knowledge, increase the accuracy of risk
perceptions, and increase congruency between informed
values and care choices.'® Compared with usual care strate-
gies, individuals who use decision aids have an improved
perception of involvement in decision making.'* These tools
should be easily understood by both the patient and provid-
er, should be written at a low reading level, and should
contain data and graphics that can be easily understood by all
patients.16

Decision aids have shown promise in the colorectal sur-
gery patient population. For example, a rectal cancer patient
decision aid was created and implemented at a tertiary care
hospital in Ottawa.!” This aid provided information on out-
comes and lifestyle changes after a low anterior resection
versus an abdominoperineal resection for mid to low rectal
cancer. It was found to improve patient knowledge by 37.5%
and reduced decisional conflict by 24%. Remarkably, 7.1% of
patients preferred a permanent stoma compared with zero
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Colostomy

Best Case:

-Permanent ostomy
-Well fitting pouch,
proficient in ostomy care
-Healed perineal wound

Most likely:
-Permanent ostomy
-Occasional leaks
-Small parastomal
hernia

—Q

Worst Case:
-Permanent ostomy
-Constant leaks

-Dependent on others for 4'__.
ostomy care

-Slow healing perineal wound

Coloanal
Anastomosis

K‘ Best Case:
-Perfect continence

-Well healed anastomosis

Most likely:

-Occasional incontinence and
fecal urgency

-Well healed anastomosis
-Temporary ileostomy, with
second operation for takedown

Worst Case:

-Frequent episodes of incontinence
and fecal urgency

-Anastomotic Stricture

-Leak requiring hospital stay,
reoperation, revision to colostomy

T

Fig.1 Example of the best case/worst case scenario decision tool focusing on a common discussion in colorectal surgery—coloanal anastomosis

versus permanent colostomy for distal rectal cancer. (Adapted from framework described by Schwarze and coworkers.

patients at baseline after exposure to the decision aid, and
almost all patients stated they would recommend the deci-
sion aid to others.

Best Case|Worst Case Framework

An additional well-described tool for patient communication
and SDM is the best case/worst case framework, by Schwarze
and coworkers from the University of Wisconsin.'®~2? In this
tool, physicians draw two parallel lines on paper, one for each
treatment option. The best case, worst case, and likely case
scenarios for each option are then located on each line, with
focus on qualitative descriptions of each of these scenarios,
rather than numbers or percentages. The goal is to visually
represent the two treatment options in a narrative way that
is accessible to patients, to allow them to make informed
decisions when engaging in SpMm?! (=Fig. 1). This allows
patients to visualize a set of possible outcomes and the path
to achieve each outcome. This framework has been associat-
ed with improved SDM in a variety of clinical situations,
including in conversations with elderly oncology patients
and acutely ill general surgery patients.'®

Shared Decision Making and Surgical
Palliative Care

SDM may incorporate palliative care, particularly in discus-
sions with frail and elderly patients. Surgical palliative care
has more recently been defined as treatment of suffering and
the promotion of quality of life for seriously ill patients and
their families undergoing surgical care.? In the only existing
surgical palliative care textbook, Mosenthal and Dunn de-
scribe surgical palliative care based on several core princi-
ples.”® They state that surgical palliative care should be

18—20)

considered throughout the continuum of surgical illness,
may be delivered in parallel to disease-modifying treatment,
and should consider treatments based on their ability to
meet the patients’ goals rather than their disease-modifying
ability.?3 The authors also state that “shared decision making
around surgery is the foundation of quality surgical palliative
care,” highlighting the interaction between SDM and pallia-
tive care.”

Surgeons are often hesitant to incorporate palliative care
in their preoperative discussions. However, the provision of
palliative care to surgical patients has been associated with
increased quality of life, improved pain and symptom man-
agement, higher satisfaction with care, and reduced health
care costs.’* Patients receiving palliative care consultations
either within 30 days before or 90 days after a high-risk
surgery had better ratings of overall end-of-life care, com-
munication, and support, as reported by families of patients
who died within 90 days of high-risk surgery.?> This multi-
disciplinary and collaborative approach to surgical care has
even resulted in significantly reduced postoperative morbid-
ity. Yet, surgeons generally report limited knowledge and
comfort to introducing palliative care to their patients.”® As a
result, only 4 to 38% of surgical patients receive palliative
care at some point prior to their death.?” In general, surgeons
report a broad exposure to end-of-life care and understand
the goals of palliation but find difficulty in communicating
realistic estimates of risk and benefit to patients and their
families who are struggling with decision making for high-
risk surgery.?® Incorporation of palliative care teams in the
preoperative setting may greatly help with SDM in these
instances. There are two ongoing clinical trials regarding the
role of presurgical palliative care team involvement in the
care of surgical oncology patients, the SCOPE trial and the
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PERIOP-PC trial.?®?° These trials and additional studies are
needed to further determine the optimal way to incorporate
palliative care into the presurgical setting and provide ways
to identify and improve care of surgical patients who may
benefit from palliative care services.

Shared Decision Making Surrounding a
Stoma

Many patient discussions in colorectal surgery involve the
topic of creation or reversal of an ostomy. The decision
between abdominoperineal resection versus low anterior
resection, timing and staging of total proctocolectomy for
ulcerative colitis, discussions of the risks and benefits of
diversion, and consideration for difficult ostomy reversal all
revolve around patients’ opinions regarding a stoma. In these
situations, it is important that the provider share available
information regarding quality of life with a stoma in the
setting of the patient’s clinical condition and respect the
viewpoints and values of the patient. There is a need for well-
written decision aids (such as those described by Wu et al
and referenced above'”), as well as a need for continued
research regarding ostomy quality of life in various groups.
Communication regarding stomas also presents an opportu-
nity for novel means of sharing information with patients.
For example, young patients with inflammatory bowel dis-
ease stated a desire to have “stoma buddies,” peers with an
existing stoma, from whom they could learn and interact
with.3 Living with a stoma, whether permanent or tempo-
rary, is life changing and patients seek clear and timely
discussion with their physicians regarding life with a stoma
in addition to a thorough review of all treatment options. The
provision of additional pre- and postoperative education and
support such as incorporating the services of a wound and
ostomy nursing team, local support groups, and home health
services may be needed to help patients adjust to life with a
stoma.

Shared Decision Making in
Urgent|Emergent Surgery

SDM is important in both the elective surgical setting and the
setting of an emergent life-threatening illness. In urgent and
emergent colorectal surgery cases, such as a large bowel
obstruction in a patient with severe malnutrition, colonic
volvulus in an elderly and infirm patient, or a diverting stoma
in a patient with a decubitus ulcer and poor functional status,
patients often present in a frail, decompensated state, and
SDM is especially important. Often, this interaction can be
quite complex as the patient may not be able to participate in
these discussions, due to either altered mental status, intu-
bation, or obtunded state from critical illness. In these
scenarios, the surgeon must rely on the patient proxy’s or
patient advocate to aid in the decision making. This type of
SDM, particularly by proxy, is especially delicate as the
decision to proceed or not with surgery may result in
irreversible morbidity and even mortality. Additionally, the
surrogate may not appreciate the gravity of the situation,

adding an additional barrier toward providing adequate care
in these emergent, potentially end-of-life scenarios.>’

Prior to emergent surgery in severely ill patients, it is
often important to draw attention to a patient’s previously
stated wishes and desires, to ensure surgery is in line with
these goals. The previously mentioned “best case/worst case”
decision aid has been studied and found to be helpful in these
patients as well, with particular focus on using descriptive
language, painting stories rather than statistics, and allowing
time to discuss with patients and their families even in the
emergent setting.18 There is also a need for specific risk
anticipation tools in these patients, as these patients fre-
quently do not match existing data on elective surgery
patients. New data collection tools, such as the Emergency
General Surgery (EGS)-Targeted Module of the ACS National
Surgical Quality Improvement Program (ACS NSQIP) registry
may provide more information for these patients in the
future. Finally, engagement of the palliative care teams can
be helpful for facilitating SDM with these patients and their
families.

Cultural Considerations in Shared Decision
Making

Numerous factors can influence a patient’s experience with
SDM, including their race/ethnicity, religion, family support,
and gender. Notably, a study evaluating the impact of
race/ethnicity on patient satisfaction with treatment decisions
in colorectal cancer found that patients identifying as Black
race or other race demonstrated the lowest rates of decisional
satisfaction.>2 Patients of minority race have also been found to
have lower rates of trust in the health care system and higher
rates of perceived discrimination compared with those of
majority race.>? For these reasons, particular attention should
be paid to SDM for these patients, with a focus on developing
trust, understanding their concerns, and creating a supportive
environment for SDM. It may be that additional time is needed
to adequately engage in SDM and develop trust with these
patients. It is also important that pictorial decision aids and
patient photos reflect patients with a variety of race, ethnicity,
and gender, to adequately represent the patient audience.
Additionally, patients may have specific concerns related to
surgery and their religion, such as particular considerations
regarding ostomy care or fasting. It is important to create an
environment in which these concerns can be discussed and
improve education of the surgical team to address these
concerns if able.

Conclusion

Both SDM and informed consent are important aspects of
preoperative patient-centered care. The two can be syner-
gistic, as informed consent can be an opportunity for SDM,
and SDM can lead into more formal informed consent dis-
cussions. As preoperative discussions often involve poten-
tially life-altering decisions, it is crucial that surgeons
become facile in SDM to ensure optimum care for patients
and their families.
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