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SDM in Oncology

Implementing and Evaluating Shared Decision
Making in Oncology Practice

Heather L. Kane, PhD'; Michael T. Halpern, MD, Pth’s*; Linda B. Squiers, PhD*;
Katherine A. Treiman, PhD®; Lauren A. McCormack, PhD®

Engaging individuals with cancer in decision making about their treatments has received increased attention; shared decision
making (SDM) has become a hallmark of patient-centered care. Although physicians indicate substantial interest in SDM, imple-
menting SDM in cancer care is often complex; high levels of uncertainty may exist, and health care providers must help patients
understand the potential risks versus benefits of different treatment options. However, patients who are more engaged in their
health care decision making are more likely to experience confidence in and satisfaction with treatment decisions and
increased trust in their providers. To implement SDM in oncology practice, physicians and other health care providers need to
understand the components of SDM and the approaches to supporting and facilitating this process as part of cancer care. This
review summarizes recent information regarding patient and physician factors that influence SDM for cancer care, outcomes
resulting from successful SDM, and strategies for implementing SDM in oncology practice. We present a conceptual model
illustrating the components of SDM in cancer care and provide recommendations for facilitating SDM in oncology practice. CA
Cancer ) Clin 2014;64:377-388. © 2014 American Cancer Society.

Keywords: decision making, shared, oncology, clinical, health personnel attitudes, patient preference, neoplasms/therapy,
health services research.
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Introduction

Engaging individuals with cancer in their treatment decision making has received increased attention as a key element of
patient-centered cancer care and communication.”™ This greater focus on shared decision making (SDM) in cancer care is
likely to have multiple benefits; for example, patients who are more engaged in their health care decision making are more likely
to experience confidence in treatment decisions, satisfaction with treatment, and trust in their providers.3’6’7 SDM has become a
hallmark of patient-centered care and is a component of the Patient Protection and Affordable Care Act.® SDM is part of a
broader concept of patient-centered care, identified by the Institute of Medicine (IOM) as 1 of 6 key elements of high-quality
health care.” Patient-centeredness refers to “care that is respectful of and responsive to individual patient preferences, needs, and
values and ensuring that patient values guide all clinical decisions.”” In a subsequent review of cancer care delivery specifically,
the IOM identified engaging patients and supporting patient decision making as an essential component of care.>. SDM goes
beyond “informed decision making,” which refers to providing patients with evidence-based, balanced, and understandable
information to inform decisions."” SDM takes place in the clinical setting and involves interaction between patients and pro-
viders and mutual information sharing; providers help patients understand medical evidence about the decisions they are facing,
and patients help providers understand their needs, values, and preferences regarding these decisions. Then, patients and pro-
viders together decide on a care plan consistent with medical science and personalized to each pal'cient.n’12 The IOM report on
delivering high-quality cancer care points to several factors that necessitate a patient-centered approach and shared decision
making: 1) cancer care can be extremely complex, and patients’ treatment choices have serious implications for their health out-
comes and quality of life; 2) the evidence supporting many decisions in cancer care is limited or incomplete; and 3) individuals
differ in how they weigh the trade-offs of different choices.”® SDM is most useful for decisions in which there is more than 1
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medically reasonable option, and the choice of which option
is best for a given patient depends on his or her preferences
and values. For example, women with breast cancer for
whom mastectomy and lumpectomy are both options differ
in the value they place on removing the breast for peace of
mind regarding local recurrence, avoiding radiation treat-
ment, and preserving their breast.'* Patient involvement in
decision making is also important when considering treat-
ment goals, such as choosing a less aggressive (and potentially
less efficacious) treatment to provide increased quality of
life.>1% SDM is also critical in cancer treatment decisions
involving limited or conflicting evidence or with high degrees
of uncertainty."”** In these situations, clinicians need to help
patients understand the uncertainties and elicit patient prefer-
ences and emotional responses to uncertainties. To imple-
ment SDM in oncology practice, physicians and other health
care providers need to understand the components of SDM,
the potential benefits and challenges resulting from engaging
in SDM, and the approaches to supporting and facilitating
this process as part of cancer care. The purpose of this article
is to provide a summary for cancer care professionals of the
recent literature on SDM and to describe benefits and chal-
lenges of implementing SDM in the context of cancer care.
We also present a model illustrating the components of
SDM in cancer care with recommendations for implement-
ing SDM in oncology practice.

Methods

For this literature review, we drew upon several searches to
identify studies of SDM in cancer care. First, we conducted
a PubMed search using the Medical Subject Heading
(MeSH) term that encompasses SDM in combination with
the keyword cancer. We limited the search to peer-
reviewed literature published in the last 5 years (from
January 1, 2008, to August 30, 2013). This search yielded
3649 abstracts, which we reviewed for relevance. We
included studies that covered any aspect of SDM in cancer
treatment but excluded studies pertaining to screening and
survivorship. We also maintained studies dealing with
health literacy and informed decision making. After our
review, we had 90 abstracts. We selected those studies that
were most relevant to patient and provider factors affecting
implementation and evaluation of SDM for cancer treat-
ment for inclusion in the review. In addition to SDM
pieces pertaining to cancer care, we also included seminal
pieces related to SDM generally to inform the background

and conceptual model sections of the article.

The SDM Process
Patient factors and SDM in cancer care

Patients vary in their preferred level of participation in cancer
treatment decision making; patient characteristics such as

CA CANCER J CLIN 2014;64:377-388

age, sex, race/ethnicity, cancer type, and individual values and
beliefs may affect these preferences.>>> Older patients may

3,21 .
“* and have more communication

prefer a more passive role
barriers, such as low health literacy and numeracy,24 which
can limit their participation in SDM. Older patients are also
more likely to bring caregivers to appointments,25 which can
change the decision-making dynamic. Some caregivers facili-
tate the discussion with the provider by asking for more
information and explaining treatment options to the older
patient; however, caregivers can also play roles that reduce
the opportunity for SDM (eg, reducing patient autonomy by
controlling the patient).”> Women are more likely than men
to report taking a passive role in cancer treatment decision
making but also are less likely to report concordance between
their actual and desired roles in decision making.*" Individu-
als from racial/ethnic minorities may express differing
decision-making preferences and cultural values, such as the
desire to include family in the decision®>*%; for example, a
study of African American men with prostate cancer found
that the men preferred more active (patient-directed) and
collaborative (shared) roles.”® However, both African Ameri-
can men and women emphasized the importance of patient
engagement in the decision-making process, understanding
the individual and his/her family context, and patient control
over the treatment decision.?” Latinas, especially those who
speak Spanish only, report similar preferences for types of
treatment decision making (physician led, patient led, shared)
compared with whites and African Americans, but they have
higher odds of decision dissatisfaction and regret than other
racial/ethnic groups.28 The variety in preferences among
racial and ethnic groups suggests that providers should offer
patients the opportunity to share in decision making but also
should be aware that not all patients wish to participate in
SDM. A recent systematic review of 23 articles pertaining to
cancer treatment decision making among racial and ethnic
minorities suggested that allowing the patient to assume his
or her preferred role (ie, active, passive, or shared) can
improve decisional satisfaction.?? Cancer type can also influ-
ence the role patients wish to play in their treatment decision
making. Patients with solid cancers, particularly cancers for
which treatments can have substantial functional consequen-
ces, tend to prefer greater involvement in decision making
than those with hematologic cancers””% breast cancer
patients, for whom more educational materials exist, tend to
play a more active role in decision making than patients with
other types of cancer.>>*? Patients’ preferences and how they
weigh risks and benefits of treatment can change over the
course of their cancer e}q:)f:rien(:f:.33’34 For example, as cancer
patients approach the end of life, their propensity to accept
greater treatment-related risk may increase.>* Epstein and
Gramling” note that patients’ preferences can change when
patients are anxious, when they confront unanticipated
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SDM in Oncology

and unfamiliar circumstances, and when multiple options are
available.

The role of caregivers

Caregivers and partners are often involved in cancer treat-
ment decisions with patients. They provide social support
and help patients to manage the information that providers
share by helping to translate treatment options into terms
understandable to the patient and to weigh treatment
options.”*® When providers engage caregivers and part-
ners in decision making, patients have a higher likelihood
of having more frequent discussions about treatment
options with their loved ones.>” Although patients gener-
ally value caregiver involvement in their cancer care, this
involvement can also affect SDM; for example, caregivers
may have treatment preferences that differ from those of
the patients. In a study of 134 lung cancer patient—
caregiver-physician triads, greater than 10% of providers
reported that disagreements between patients and caregiv-
ers negatively affected their ability to provide patient care. 8
Furthermore, although physicians need to recognize these
patient-caregiver disagreements to facilitate SDM, physi-

cians may have difficulty in resolving such disagreements.38

Provider factors and SDM in cancer care

Survey results suggest that physicians in general and oncol-
ogists in particular are interested in participating in SDM
with their patients.*** Among 60 participating oncolo-
gists from the Netherlands, 95% indicated that patients
should be involved in treatment decision making, and 73%
preferred collaborative decision making.44 In a survey of
general surgeons, medical oncologists, and radiation oncol-
ogists in Ontario, only 24% were currently using decision
aids to facilitate SDM for cancer treatment decisions.*
However, 71% of the physicians not currently using deci-
sion aids indicated interest in using them in the future. The
most common physician-perceived barriers to SDM
include: 1) time constraints, 2) perceptions that SDM can-
not be applied because of patient characteristics, 3) the
nature of the clinical situation,*® 4) overly high workloads
among physicians, 5) insufficient provider training, and 6)
inadequate clinical information systems.*” Physician-
perceived barriers related to patient characteristics include
patient anxiety, patient lack of information or misinforma-
tion, and patient unwillingness or inability to particil:mtte.48
Several factors influence physicians’ approaches to decision
making regarding cancer treatment. A recent review"’ indi-
cates that physicians’ personal beliefs and values, medical
expertise, practice type, perception regarding life expect-
ancy, and communication style may affect this approach.
For example, Tariman et al reported that urologists prefer
surgery whereas radiation oncologists prefer radiation ther-
apy for patients with localized prostate cancer.*’ Pieterse

et al found that surgeons and radiation oncologists
are more likely to indicate that physicians should make

decisions than are a4

treatment medical oncologists.
Under-treatment of cancer among older patients, even
among those with no comorbidities, is more frequent than
among younger patients, suggesting that physician values
for life expectancy affect treatment recommendations.*’
Limited information is available regarding the factors or
preferences that influence oncologists to facilitate, use, or
support SDM. In interviews with 22 Australian medical
oncologists/hematologists and surgeons, Shepherd et al?
observed that physicians’ perceptions and values influenced
their degree of support for SDM. Some believed that 7oz
facilitating patient involvement in decision making was a
sign of arrogance and that including patients in decision
making reduced patient anxiety. In contrast, several doctors
indicated that SDM was likely to result in patients making
the wrong decision; in particular, patients wanted treat-
ments with the best chance of survival, and this overrode
concerns about including patients in the decision process.
Physicians also indicated that patient characteristics influ-
enced whether they involved patients in treatment decision
making. Patients who were younger or female, particularly
young female breast cancer patients, tended to be more
involved in decision making; even among older patients,

those who were female were described as more “assertive.”

Treatment/disease factors and SDM

In the study of Australian medical oncologists/hematologists
and surgeons cited above,>> doctors were more likely to
involve patients in decision making when multiple appro-
priate treatment options existed as opposed to only a single
option, particularly when there was uncertainty or contro-
versy regarding the options (ie, where evidence for 1 treat-
ment option vs another was inconclusive). Physicians also
were more likely to support patient involvement in decision
making when patients had a type of cancer for which more
consumer or lay audience information was available about
treatment options (in particular, breast cancer and prostate
cancer); when the treatment options affected patients’ life-
style and self-image (eg, treatments for prostate cancer that
affected sexual function); and when deciding upon treat-
ments for patients with advanced or recurrent disease, for
which the goal of treatment may change to supportive/
palliative care. However, it is unknown whether the devel-
opment of consumer/lay audience information about treat-
ment options for a specific cancer stimulates interest in
SDM for the treatments or is developed in response to
preexisting interest in SDM.

Patient-provider dynamics and SDM

Factors that influence treatment decisions among patients and
physicians may differ substantially. Patients may value survival
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benefits more highly and may accept greater risk associated
with less treatment benefit, whereas physicians may put
more emphasis on treatment-related adverse events.>>0
For instance, in a review of the literature about patient
preferences, Davidson et al’® noted that lung cancer
patients were more likely to accept chemotherapy—and
with less potential benefit—than their health care providers.
However, in another review, Zafar et al® explained that
patients struggle with balancing survival with quality of life,
and these preferences can evolve over the course of treat-
ment; in 1 study, patients who had undergone treatment
were willing to trade-off survival benefit for quality of life
in hypothetical scenarios.’® Patients and physicians may
also express significant differences in the perceived benefits
of certain treatment option55 ! and in the most important
treatment side effects.?’ For example, individuals receiving
adjuvant breast cancer treatment may have greater concerns
about side effects that affect their quality of life (eg, loss of
libido, fatigue, hot flashes), whereas physicians have differ-
ent concerns about treatment-related adverse events.?® In
the absence of patient-led decision making or SDM and
high-quality patient-physician communications, physician
preference may lead to treatment choices that do not match
patient desires. Patients and physicians may also disagree
on how treatment decisions are made (ie, whether the
patient had an active role in the decision-making process).
In a study of decisions to participate in a clinical trial
among Japanese patients with relapsed nonsmall-cell lung
carcinoma, only half of the patients agreed with the physi-
cian’s assessment regarding how the decision was made.>?
Although we cannot determine whether that study is gener-
alizable to the US context and to other cancer types, none-
theless, it sheds light on the potential for dissonance
between patient and provider perspectives. Structural fac-
tors, such as how the health care system is organized, lack
of reimbursement for physicians who implement SDM, and
incomplete hand-offs between providers, also influence the
potential for SDM between physicians and patients.*®
Joseph-Williams et al®® identified the power imbalance
between patients and providers as a barrier to SDM; and,
without physician or care team support, patients do not feel
empowered to participate in the decision making even
when they are informed about their treatment options.

The SDM Process and Outcomes

Components of SDM include a recognition that a decision
needs to be made, readiness to make a decision, the actual out-
come of the decision, and decision quality.54 To make or partic-
ipate in a “good” decision, patients should be well informed
about their treatment options, including the risks, benefits, and
uncertainties associated with each (including choosing not to
get treatment at a certain time). Patient involvement in SDM

CA CANCER J CLIN 2014;64:377-388

is generally associated with greater confidence in a treatment
decision, satisfaction with a treatment, greater levels of mental
health and self-efficacy, and greater trust in the provider.(”7
However, some patients may prefer a more passive or

2029,30,55 and those who desire and

physician-directed role,
take on a passive role may nevertheless report positive out-
comes. Individuals with cancer who participated in decision
making at their preferred level reported higher satisfaction
with the decision and lower levels of depression.sz’56 In con-
trast, those with discordance between desired and actual roles

indicated lower physical and emotional quality of life.>”

Implementing SDM in Oncology Practice

Implementing SDM in the provision of cancer care is often
complex, because high levels of uncertainty may exist, and
providers must weigh (and help patients understand) the risks
of different treatments with potential benefits.>'®% Cancer
care often occurs over an extended period of time and entails
multiple treatment types (eg, surgery, chemotherapy, radia-
tion, hormone therapy) and specialists, who may or may not
work together as a team. Multiple decision points occur over
the course of care, and patients may not be aware of how 1
decision leads to subsequent decisions. For example, decisions
regarding neoadjuvant therapy may influence surgery treat-
ment options, and decisions regarding surgery often influence
options for subsequent adjuvant therapy. Furthermore, deci-
sions often need to be revisited at various points along the
cancer care continuum as patient’s goals and preferences
change. Although SDM is likely to improve patient out-
comes, it is also likely to increase demands on physician
time." Despite the potential benefits of SDM, it is not yet
widely implemented in clinical practice in the United
States, >80 although there is only limited evidence about
how frequently SDM occurs in cancer care.*"®! In 1 study of
164 cancer patients with various solid tumors attending their
initial oncologist appointment at an Australian tertiary care
cancer center, oncologists generally exhibited little over half
of the SDM behaviors examined. Oncologists were least
likely to ask patients about their decision-making preferences,
to provide a clear recommendation based on their appraisal of

the evidence, and to discuss the strength of the evidence.”!

Implementation strategies

Strategies for implementing SDM address both the individ-
ual provider level and the systems level. At the individual
level, implementation steps used by oncologists and other
health care providers can include eliciting patients’ preferen-
ces; describing the available options, including the risks, ben-
efits, and associated uncertainties; and agreeing on a plan for
next steps in the decision-making process.s The Informed
Medical Decisions Foundation defines 6steps of SDM.%? An
adapted version includes the following steps:
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SDM in Oncology

1. Invite the patient to participate: Often, patients do
not realize that there may be more than 1 treatment
option or that they can participate in or direct treat-
ment decisions. By inviting the patient to participate,
the provider lets the patient know that he or she has
options and that the patient’s goals and concerns are a
key part of the decision making process.

2. Present options: Patients need to know the available
treatment options.

3. Provide information on benefits and risks: Provide
balanced information based on the best medical evi-
dence. Ensure patients correctly understand the infor-
mation using such methods as the “teach-back,” in
which the provider asks the patients to repeat informa-
tion in their own words and addresses any
misunderstandings.

4. Assist patients in evaluating options based on their
goals and concerns: To understand patients’ preferen-
ces, ask about their priorities and concerns.

5. Facilitate deliberation and decision making: Let
patients know they have time for considering treatment
choices and ask what else they need to feel comfortable
making decisions.

6. Implement SDM: Identify and present the next steps
for the patient, assess whether the patient understands,
and discuss any possible challenges with implementa-
tion. Suggested language for providers to use in discus-
sing. SDM  with cancer patients and families is
presented below:

o Sometimes things in medicine aren’t as clear as most
people think. Let’s work fogether so we can come up
with the decision that’s right for you.

o People have different goals and concerns. As you think
about your options, what’s important to you?

o Do you want to think about this decision with anyone
else? Someone who might be affected by the decision?
Someone who might help sort things out?

o [ want to be sure I've explained things well. Please tell
me what you heard.®

Not all health care decisions require the same level of
support, nor do all patients—even for the same decision.
Providers can reduce the strain on the clinical workflow by
providing each patient with the level of support that is right
for him or her. To do so, providers need to ask patients
about the types of information and support they prefer.
Some patients may need only a brief overview of the pros
and cons to feel comfortable making a decision. Others
may need more time and support—such as an interactive
decision aid—to learn about their options; to talk with their
family members, friends, or others who faced a similar deci-
sion; and to clarify their preferences. Clinicians can periodi-
cally assess in a neutral way a patient’s readiness to make a

decision: “Would you like more time to think about the
decision?” At the systems level, using a team approach can
facilitate  SDM. Nurses, patient navigators, or other
practice staff can play key roles in providing information
and tools (such as decision aids [DAs]), addressing ques-
tions, and helping patients prepare to meet with their
provider.49 This, in turn, can reduce the time required for
physicians to support SDM, improve the quality of medical
care decisions, and increase communications between
patients and health care providers.

Using DAs to support SDM

DAs are tools designed to assist patients in making well-
informed and thoughtful decisions among health care
options. These tools differ from traditional health educa-
tion materials by focusing on the treatment decision and
the personalized patient connection with the treatment
options being considered. A well-designed DA can:

e Provide up-to-date and accurate information about the
health condition, the treatment options, the potential
benefits and harms associated with each option and
their probabilities, and any uncertainties;

e Help patients clarify the value they place on different
health care outcomes; and

o Offer structure and guidance for the decision-making
steps.

These aids come in various formats—including print
materials, videos, and interactive web-based tools—and can
be used before, during, or after a clinical encounter. Impor-
tantly, they are designed to support—not replace—provider
counseling. The International Patient Decision Aids
Standards (IPDAS) collaboration defines core elements for
effective DAs, including providing information about
options, presenting probabilities, clarifying and expressing
values, and using personal stories.® ¢ A systematic review
of DAs—not specific to cancer-related decisions—found
high-quality evidence that the use of DAs compared with
usual care improves people’s knowledge regarding options
and helps them feel more comfortable with their choices,
and there was moderate quality evidence that DAs stimulate
people to take a more active role in decision making and
improve accurate risk perceptions.67 In the context of cancer
care, a 2008 systematic review indicated that patients
exposed to DAs were more likely to participate in decision
making and to achieve higher quality decisions.®® Additional
studies indicated that DAs increased cancer patients’

69-73 68,74,75

knowledge, participation in decision making,

self-efficacy in communicating with the provider and in

71,76-78

making treatment decisions, and decisional satis-

faction.®” DAs can also reduce cancer patients’ stress or

72,75

anxiety and decisional conflict.”” For example, DAs

reportedly were effective in promoting patients’
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understanding of end-of-life care options.*>®' However,
not all studies have found positive outcomes. Studies of
DAs for surgical treatment of breast cancer have yielded
mixed results.®?? Variation in findings across studies may be
due to the quality of the DAs and how they are used with
patients. Facilitators for implementation of decision-
support interventions include training and skills develop-
ment for providers, identification of a clinical champion,
and a system in which eligible patients are systematically
identified or supported to use DAs ahead of clinical consul-
tations.®®> Based on experience at Group Health, Arm-
strong and Arterbum® recommend several strategies to
facilitate system-level change involving DAs to promote
SDM. These include involving all members of the clinical
care team in the effort to incorporate DAs into existing
care processes, structured planning of personalized DA
implementation, and postimplementation monitoring of

DA use for encouraging SDM.

Conceptual Model for SDM in Cancer Care

Conceptual models provide a framework for implementing
new care processes and evaluating whether these processes
meet their intended goals. Several conceptual models for
SDM have been developed to provide a framework that vis-
ually depicts the relationships among key factors, processes,

and outcomes.®®

e Siminoff and S'cep86 created the Communication Model
of Shared Decision Making, which includes 3 main
domains: 1) patient-physician communication antece-
dents (eg, sociodemographic characteristics, personality,
communication skills); 2) communication climate, which
includes information and decision preferences, disease
severity, emotional state, and role expectations; and
3) treatment decision and patient’s perceptions of the
patient-provider partnership.

e Zafar et al*® described a patient and physician treat-
ment decision-making model that incorporates patient
sociodemographic factors, illness experiences, quality of
life, and disease state. Characteristics that influence
providers’ treatment preferences include experience and
knowledge of the disease and specific knowledge of the
patient’s disease. Patient and provider treatment prefer-
ence influence the patient-provider interactions.

e Brundage et al®® described the Patient-Provider Com-
munication Framework, which identifies 4 components
that underlie communication between patients and pro-
viders: communication goals, patient and provider key
attributes (eg, beliefs, values, and emotions), the overall
communication process, and the environment in which
communications occur.

e The Ottawa Decision Support Framework®” purports
that factors such as decisional conflict, knowledge, val-

CA CANCER J CLIN 2014;64:377-388

ues, support, the type of decision, and personal charac-
teristics all contribute to an individual’s decisional
needs. Decisional needs influence decision quality,
which influences subsequent actions (eg, treatment
delays) and the effects of treatment decision (eg, health
outcomes, decisional regret, use of services).

The Patient-Centered Communication in Cancer Care
framework defines the functions of patient-clinician
communication in the context of cancer care.” One of
the functions of communication is to support high-
quality decisions, which are achieved through active
engagement by patients and clinicians in information
exchange and deliberation to reach a shared understand-
ing. Each of these frameworks presents SDM as a pro-
cess between a patient and a provider that entails setting
goals that can be achieved through communication. All
acknowledge that patients’ preferences regarding involve-
ment in the decision-making process and providers’ and
patients’ attitudes toward treatment, attitudes toward
SDM, and personal values influence whether SDM is
initiated and is successful. We have built on the Patient-
Provider Communication Framework® and incorporated
concepts from other model to create an updated, com-
prehensive SDM  conceptual model called the Shared
Decision Making Communication Process (SDMCP)
(Fig. 1). In this model, SDM is broadly influenced by
factors at the policy level (eg, federal, state, and local
health care policies influence the availability of services,
treatment options, and resources to support cancer
patients and their families), the community level (eg,
availability of resources, cultural norms), and the health
care organizational level (eg, policies, procedures, and
norms of the health care setting).88 These levels are rep-
resented by the rectangular borders surrounding the
model. The SDMCP resides within the interpersonal
level, because it includes factors that influence the inter-
personal exchange between the individual patient and
provider. Several core constructs constitute the SDMCP
model. The box “Provider’s Background Characteristics”
on the far left includes providers’ age, sex, culture, lan-
guage, education, and past experience; the corresponding
box on the far right represents similar characteristics of
patients. These characteristics feed into the next boxes
toward the center: provider and patient knowledge, atti-
tudes, skills, values, emotions, and treatment preferences.
Knowledge of and attitudes toward treatment options
and their effects (both positive and negative) create a
frame of reference for treatment decision making and
potentially a preference for a particular option. Skills
refer to abilities used in the SDM process (eg, commu-
nication, information processing, prioritization), whereas
values reflect the beliefs or principles that are influential
in making treatment decisions. Because strong emotional
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Satisfaction with patient-provider partnership
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Trust in provider
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* Quality of life
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FIGURE 1. The Shared Decision-Making (SDM) Communication Process. Building on work by Brundage et a

1,%° this figure presents a conceptual model

illustrating how the background characteristics of patients and of providers influence their knowledge, attitudes, skills, values, emotions, and treatment
preferences, which, in turn, influence implementation of SDM. Implementing SDM can affect patient and provider outcomes, which subsequently influ-
ence (ie, feeds back on) patients and providers as this process changes over time.

responses may compromise an individual’s ability to pro-
cess information and communicate effectively, emotions
also influence SDM. In addition, both patients and pro-
viders may hold preferences for certain types of treat-
ments (or for receiving no treatment) before engaging in
SDM. The center of the model includes the 6 steps that
providers can follow to support SDM,%? as described
above (see Implementation Strategies). Decision making
requires patients (and potentially their family members/
caregivers) to consider and prioritize their preferences
for the outcomes that matter most to them. Throughout
the decision-making process, providers can use these
steps and apply their skills to support patients participat-
ing in SDM that is aligned with patients’ personal goals
and values. Following SDM in the center of the
SDMCP, this model includes 3 sets of outcomes to
assist with evaluating the SDM process. The first set
captures how effective patients and providers think the
SDM process has been (eg, satisfaction with the
decision-making process; confidence in the decision that
was made). The second set focuses on shorter term out-
comes, such as patients’ mental/emotional status after
the decision, trust in the provider, self-efficacy in mak-
ing decisions about health care, and physical and emo-
tional well-being. The third set focuses on longer term

outcomes, including treatment adherence, quality of life,
and disease status (eg, remission). All sets of outcomes
feed back to the knowledge, attitudes, skills, and emo-
tions that influence the SDM process. The SDMCP
improves on existing models by recognizing that steps in
the SDM process are influenced by a broad range of
provider and patient characteristics, psychological con-
structions, emotions, and skills. Multiple levels of influ-
ence (eg, organizational, community, policy) may affect
communications in clinical settings. Fully implementing
the SDM process affects the overall quality of patient-
provider communication, potentially improving patients’
satisfaction with the decision-making process and the
ultimate health-related decisions that are made.

Recommendations

e Use the steps discussed above to inform patients about

treatment decisions, and, to the extent they want to
participate in SDM, invite them to participate. Patients
may not be aware that they can participate in, initiate,
or lead SDM or that their treatment preferences mat-
ter. Explicitly assessing patient decision-making prefer-
ences and offering treatment choices to patients who
want to participate in SDM is critical, because physi-
cian preferences can strongly influence treatment
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decisions. For example, among women with breast can-
cer, those whose oncologists had a higher preference
for chemotherapy had significantly higher odds of
receiving chemotherapy than those whose oncologists
had a low preference for Chemotherapy.89

Support patients’ decisions regarding the extent to which
they want to participate in SDM, including a decision
to leave the treatment decision with the physician after
thoroughly discussing the options. In addition, regularly
assess whether patient preference regarding SDM has
changed or is different with respect to a particular deci-
sion point, and adapt to any changes in patients’ prefer-
ences. Ask patients, family members, and colleagues for
feedback and suggestions for improving SDM.
Acknowledge uncertainty, clarify which uncertainties
are potentially reducible, and “let the patient plus clini-
the of detail to
communicate.”’ Oncologists and other health care pro-

cal judgment guide amount
viders should inform patients about the uncertainty and
all reasonable treatment choices, including those that
may involve trade-offs between potentially lower cure
rates/life expectancy and improved quality of life, help-
ing patients to consider which choices best match their
individual goals. Providers should also assist patients in
understanding the potential benefits, harms, and uncer-
tainties of different options when only limited or con-
tradictory information is available.

Consider and incorporate a patient’s values and prefer-
ences into SDM. Keep in mind that individuals from
racial/ethnic minorities or other underserved popula-
tions who have cancer may have differing cultural val-
ues and decision-making preferences. For a systematic
review of SDM for racial and ethnic minorities in can-
cer care, see Mead et al.??

Involve caregivers, partners, and other family members
as an integral part of the decision-making process to
the extent that the patient desires. Caregivers may have
beliefs and preferences regarding treatment that differ
from those of the patient. Including them in SDM is
important for patient-centered care, but final decisions
are ultimately up to the patient. It may not be possible
for health care providers to resolve decision-making
disputes among caregivers.

Oncologists and other health care providers should
approach implementing SDM in their practices with an
understanding of the time required and should consider
strategies that allow different members of the health
care team to support the SDM process. As discussed by
Katz and Hawley,1 engaging patients and their families
in SDM increases the demands on physicians’ time.
Thus, it is important to plan for the potential effects of
SDM on clinical encounters and workflow.

CA CANCER J CLIN 2014;64:377-388

e Train oncologists to facilitate SDM during or before
residency. In a survey of residents in oncology-related
specialties, the vast majority (93%) stated that commu-
nication skills (which are arguably broader than SDM
skills) were very important. Areas of difficulty in com-
munications highlighted by residents included discus-
sing end-of-life issues, providing hope for patients with
bleak prognoses, and dealing with hostile patients.90
Medical residents who participated in a SDM training
workshop reported an increased sense of control over
providing SDM and higher perceived expectations from
others to do so.”* However, this is clearly not an easy
process; for example, some patients have reported that
uncertainty communicated by physicians is associated

with decreased treatment decision satisfaction and

heightened cancer-related Worry.gz’93

o Capitalize on health information technology, which
offers new opportunities to support SDM through inter-
active decision aids, electronic health records (EHRs),
patient portals, personal health records, and secure elec-
tronic messaging between patients and providers.”*"®
For example, the EHR can include prompts to providers
to engage in SDM in particular clinical scenarios; Pro-
viders can send or direct patients to web-based decision
aids through the patient portal before the clinic visit and
can conveniently communicate with patients about the
decisions between visits through secure messaging.

e Partner with researchers to evaluate outcomes from SDM
and share experiences with others in professional forums,
including conferences and the peer-reviewed literature.

Conclusions

Despite significant movement toward the use of SDM,
implementation is still in its infancy. Cancer care is often a
complex and ongoing treatment process that involves several
health care professionals, making it well suited for SDM.
Challenges clearly exist with implementation, particularly
with limited time available for health care encounters. The
current health insurance payment system model does not have
incentives to encourage its use.* Training of health care pro-
fessionals to date has not emphasized communication skills,
but this is beginning to change. A next step is to acknowledge
these barriers and creatively navigate around them. Exactly
how this is done may vary, depending on the individual prac-
tice and setting. Promoting SDM is a central feature of the
Affordable Care Act and is a fundamental tenet of patient-
centered care. Some argue that it is an ethical imperative:
“The imperative for SDM rests on the principles of good clin-
ical practice, respecting patients’ right to know that their
informed preferences should be the basis for professional
actions.””® Most important, patients who experience effective
SDM have better outcomes and are more satisfied. ll
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