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Shared decision making (SDM) is a method of care that is suitable for the care of patients with cancer. It
involves a collaborative conversation seeking to respond sensibly to the problematic situation of the patient,
cocreating a plan of care that makes sense intellectually, practically, and emotionally. Genetic testing to
identify whether a patient has a hereditary cancer syndrome represents a prime example of the importance for
SDM in oncology. SDM is important for genetic testing because not only results affect current cancer
treatment, cancer surveillance, and care of relatives but also these tests generate both complex results and
psychological concerns. SDM conversations should take place without interruptions, disruptions, or hurry and
be supported, where available, by tools that assist in conveying the relevant evidence and in supporting plan
development. Examples of these tools include treatment SDM encounter aids and the Genetics Adviser.
Patients are expected to play a key role in making decisions and implementing plans of care, but several
evolving challenges related to the unfettered access to information and expertise of varying trustworthiness
and complexity in between interactions with clinicians can both support and complicate this role. SDM should
result in a plan of care that is maximally responsive to the biology and biography of each patient, maximally

supportive of each patient’s goals and priorities, and minimally disruptive of their lives and loves.

SHARED DECISION MAKING IN THE CARE OF PATIENTS
WITH CANCER

Shared Decision Making as a Method of Care

In recent years, the field of cancer treatment has seen a
significant increase in the availability of treatment
options, including immunotherapy, targeted therapies,
and multidisciplinary care, which are being offered to
almost every patient with cancer. Simultaneously, in-
dividuals living with cancer are exposed to a multitude
of informational channels, including social media,
which provide them with information about their dis-
ease and possible treatments.! The complexity of
cancer care and the abundance of cancer-related
information complicate the development of care
plans that make sense for each person. Cocreation of
such plans may lead to plans that maximally support
patient priorities, respond well to the patient’s situation,
and minimally disrupt their lives and loves.? Doing so
may also increase patient satisfaction with treatment,
boost confidence in the plan of care, and improve trust
in the medical team.?

Shared decision making (SDM) is a collaborative ap-
proach to care by which patients and their clinicians
work in partnership to address the problematic situa-
tion of the patient and respond by cocreating sensible
plans of care.*® SDM begins with determining the
nature of the patient’s situation, which often involves

insights that only the patient and their family can
provide, including aspects of the patient’s biology (the
nature of the cancer itself and of the health state and
comorbidities of the patient) and biography (the per-
sonal history of the patient, social and economic
contexts including forms of discrimination, exclusion,
and injustice; their relationships and responsibilities;
and their expectations and dreams) and their mutual
interactions.

In the case of cancer care, clinicians must work with
patients, with competence and compassion, to develop
a practical cancer care plan thatis informed by relevant
evidence, addresses emotional aspects of the problem,
and is both feasible and sustainable for the patient.®”
Seen in this way, SDM is not an additional task for
clinicians but a fundamental method of care that is
central to the clinician’s art, similar to history taking,
physical examination, selection and interpretation of
diagnostic  tests, and patient education and
counseling.®

How Can SDM Contribute to the Care of Patients
With Cancer?

We have previously described how to implement SDM
in practice®; these steps can easily be translated in
everyday cancer care practice.

Foster a productive conversation. The initial step in-
volves promoting productive dialogues that encourage
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PRACTICAL APPLICATIONS

e Shared decision making (SDM) is a method of
care on the basis of conversations conducted to
arrive at a cocreated plan of care that addresses
the problematic situation of each patient.

e Unhurried conversations, SDM tools, and col-
laborative deliberation methods are essential to
coproduce care plans.

o Health care systems that favor the processing of
people rather than the care of patients are
hostile to methods of patient-centered care,
such as SDM, and must be radically reformed.

e The experience of patients contributing to care
that fits requires access to trustworthy infor-
mation and expertise within and between
clinical encounters.

active patient-clinician collaboration, facilitate the process
of care plan development, and support the cocreation of a
comprehensive care plan.® Throughout the patient’s jour-
ney, from screening to cancer diagnosis, treatment, and
end-of-life discussions, the clinician is tasked with exploring
with curiosity the patient’s problematic situation, identifying
any changes in their health status, concerns, or shifts in
their life circumstances. This crucial phase involves the
clinician’s ability to understand the patient’s condition and
assess the effectiveness, feasibility, and desirability of the
current care plan. It is particularly critical in cancer care,
where biologic parameters such as laboratory tests and
imaging, alongside other factors such as treatment
burden,°!! financial toxicity,'**® and insurance coverage,**
contribute significantly to the patient’s problematic situation.

The SDM team—patients and clinicians—engages in a
continuous and collaborative process of noticing and
responding, striving to arrive at an approach that makes
sense intellectually (ie, reflects the situation as understood
and the response is based on the best available
evidence),>!® practically (ie, given our understanding of
what capacity can be mobilized, what may prove to be
feasible to implement in the life routines of the patient, and
within what is available in the health care system), and
emotionally (ie, addresses, responds, and supports the
emotional experiences and feelings of those involved).

Through a thorough examination of the available actions
(including those that the parties can identify, uncover, or
invent) to address the situation, the team may need to
reframe the issue and reformulate the problem at hand.® For
instance, a patient facing a cancer diagnosis with poor
prospects for a cure may initially seek aggressive treatment
but may ultimately reframe the situation as one of the
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seeking ways to achieve a peaceful and dignified death. In
such cases, alternative options must be identified, evalu-
ated, and implemented as needed. Throughout this pro-
cess, the patient plays a critical role in determining the
extent to which the plan of care is likely to be effective,
feasible, and compatible with other treatments and daily
routines, that is, to what extent care fits at the point of life.

Purposefully select and adapt the SDM process. There are
four distinct ways in which patients and clinicians can work
together to address the patient’s problematic situation: (1)
focusing on matching preferences, (2) reconciling conflicts,
(3) problem-solving, or (4) meaning making.® Each of these
forms of SDM and representative applications in cancer
care are given in Table 1.

In our experience, clinicians and patients who do SDM well
work within a form of SDM until a better one becomes
apparent and they flexibly, gracefully, and perhaps intui-
tively switch according to the challenges uncovered during
the conversation.'®

Protect the space (and quality time) for SDM. For SDM to be
effectively conducted, it is essential for both patients and
clinicians to engage in the process. The conversation itself
serves as the primary workspace within which this collab-
orative work takes place. As such, it is crucial that the
conversation space are deliberately designed to promote
and facilitate the SDM process.!” In today’s world, this
conversation space may take the form of remote
consultations!® and virtual platforms because of the wide-
spread adoption of telehealth in oncology care.’®?° To
ensure a conducive environment, clinicians vigilantly
eliminate any visual or auditory distractions that may impede
the decision making process. This involves protecting the
conversation space and the allocated time for these con-
sultations. Policies must be implemented to safeguard the
sacred time of consultation with patients and minimize
electronic medical record burdens to eliminate any potential
disruptions or interruptions. It is paramount that clinicians
(and those whose job is to support care) take these mea-
sures to optimize the SDM process and ultimately improve
patient outcomes.

Make the most of participation. Having set the stage for an
unhurried conversation,” it is necessary to determine who
should participate in that conversation, including patient
caregivers and other significant people in the patient’s life as
well as clinicians from other specialties with a stake in the
decision, a common situation given the high prevalence of
multidisciplinary care. Multidisciplinary clinics and multi-
disciplinary cancer care patient navigators can help to avoid
confusion and secure better coordination of care. These
stakeholders can take part or assist the established
patient—clinician dyad in cocreating a plan of care.
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TABLE 1. Forms of SDM (adapted from the study by Montori et al®)

SDM Form Method Description

Situations in Which This Form May Be Preferred

Matching preferences

Patients and clinicians compare features (ie, efficacy, burdens, side
effects) of the available options and match them with the patient’s
values, preferences, goals, and priorities. They may use an SDM tool
to share information about the options. Patients and clinicians
deliberate until the best match is identified

Patients and clinicians discuss options for adjuvant treatment in early-
stage resected lung cancer

Reconciling conflicts

Using a collaborative process, the clinician helps the patient articulate
the reasons for their position while reconciling those reasons with the
varying possibilities ahead

Patients and clinicians discuss options for clinical trial participation when
the patient is afraid of being treated with placebo—while there is no
placebo in this trial

Problem-solving

Potential solutions are tested—in conversation or therapeutic
trials—and become justified on the basis of the extent to which these
can demonstrably and successfully address the problem and
improve the patient’s situation

Patients and clinicians discuss different ways in which the toxicity of a
systemic therapy can be managed and mitigated given the
comorbidities of the patient

Meaning making

Using conversations, patients and clinicians develop insight into what
the patient’s situation means, at a deep level, to the patient and their
community and to find the reasons within that process for pursuing a
particular approach

Abbreviation: SDM, shared decision making.

Patients and clinicians seek to make sense of the lack of cancer response
to therapy and develop a way to frame the situation and bring patient,
family, and others into a joint understanding that the patient care has
new goals and approaches

Deploy useful tools. To facilitate effective SDM, it is im-
portant for both clinicians and patients to carefully consider
the tools that are introduced into the conversation. This
includes specialized tools that have been specifically
designed to support forms of SDM that have demonstrated
effectiveness, usability, and desirability. Depending on the
circumstances, various tools can be used to aid in the
decision making process, such as self-management logs,
patient-reported outcome trends, and results from ancillary
laboratory and imaging tests, all of which can support the
problem-solving mode of SDM. One notable tool is the My
Healthcare, My Life conversation tool.?1?2 This tool is
specifically designed to foster a mutual understanding
between patients and clinicians regarding the social and
economic challenges that patients may encounter on a
regular basis and how these factors may affect their health
and the implementation of treatments.

The Making of an SDM Tool

The team at the Knowledge and Evaluation Research (KER)
Unit is one of the several groups worldwide which has been
developing and evaluating SDM tools.?®> The KER Unit has
been working on this for more than a decade, pioneering
user-centered design and participatory action research in
clinical practice.?*

Our process follows the steps described in Figure 1:

1. Assemble a multidisciplinary team comprising designers,
patients, oncologists and other clinicians, decision

making scientists, and a stakeholder group comprising
oncologists, primary care clinicians, patients, a designer,
and other stakeholders.

2. Consult with a Patient Advisory Group—a group of 8-10
volunteer patients living with the condition of interest who
engage with developers to ensure that the work is per-
tinent and responsive to patient priorities. This group
helps identify relevant outcomes that must be considered
in both the evidence synthesis and the SDM tool.

3. Synthesize the evidence about the benefits and potential
harms and inconveniences of potential cancer treat-
ments including existing practice guidelines. If pertinent,
after reviewing the results with the stakeholder group, we
produce an evidence table that outlines the efficacy,
harms, and practical implications for each management
option (ie, adjuvant treatment or surveillance).

4. Conduct observations of current treatment conversations
between patients and their oncologists. Over 95% of
clinicians and patients routinely consent for video re-
cording. We use institutional review board-approved
procedures for obtaining and securely storing the re-
cordings and accessing them with rigorous protection of
patient and clinician privacy.

5. Design a first prototype—using information from the
evidence synthesis, insights about outcomes and prac-
tical considerations from our patient advisory group and
on the basis of what is hard or difficult in existing, directly
observed, conversations, an experienced interaction
designer produces a first prototype of the SDM tool. This
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FIG 1. Design process for encounter decisions conducted by the
Knowledge and Evaluation Research Unit at Mayo Clinic.

prototype pays attention to the needs in practice pri-
marily, while seeking adherence to the International
Patient Decision Aid Standards.?®

6. Field testing: the prototype is used in consultations by
oncologists and patients. Each clinician will use it in
about three to four real-life clinical encounters either
directly observed or video recorded. After each use of the
prototype, we ask patients and clinicians about their
experience and whether they recommend any changes.
On the basis of observations and participant input, the
developer team modifies the tool and field tests it again.
Arriving at a final prototype that patients and clinicians
find useful, usable, and desirable usually requires three
to five iterations and about 20 or so encounters.

Two Examples of SDM Tools for Cancer Risk

The Thyroid Cancer Treatment Choice is a tool grounded in
evidence that facilitates the discussion of treatment options
for papillary microcarcinomas. Pilot testing has indicated
that using this tool enhances the acceptance of active
surveillance, suggesting that it is a viable and desirable
alternative for patients who are well-informed. Following its
initial implementation as a paper-based instrument, Thyroid
Cancer Treatment Choice has been adapted as an elec-
tronic tool. This new version (Fig 2) permits risk stratification
on the basis of age and cancer progression and can be
integrated into electronic health records for individualized
care. Furthermore, this updated version includes the option
of ultrasound-guided percutaneous ethanol ablation for
institutions that provide this form of treatment.?®

Non-small-cell lung cancer (NSCLC) Adjuvant Choice is a
tool for patients and clinicians to engage in SDM for the
adjuvant treatment of resected NSCLC. Given the advances
in the adjuvant treatment of NSCLC and the incorporation of
immunotherapy and targeted treatments in selected
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patients, this tool supports the discussion for personalized
options of the patients on the basis of their disease’s bio-
markers. The prototype was developed to include a per-
sonalized calculator of the patient’s risk of dying within 5
years depicted in a 100-person pictograph on the basis of
available treatments, stage, PD-L1 expression, and EGFR
mutation status. It supports the discussion of the different
options by depicting each treatment option’s special con-
siderations and side effects (Fig 3). The tool is undergoing
field testing.

Making (CANCER) Care Fit Manifesto

In March 2021, a group of 25 individuals led by Dr Marleen
Kunneman and hailing from seven countries convened to
identify and deliberate on the indispensable prerequisites
for establishing care that is tailored to the unique needs of
each patient.? Their official statement states the necessity
for clinicians, patient advocates, policymakers, researchers,
and editors to collaborate toward promoting and facilitating
initiatives that streamline the process of personalized care,
in conjunction with patients and their caregivers.?’

We contend that the principles described in the manifesto
are very relevant to cancer care. In line with the Making Care
Fit Manifesto, care optimized for patients with cancer must
adhere to the following criteria:

1. Maximally responsive to patients’ unique situation.

2. Maximally supportive of patient priorities.

3. Minimally disruptive of patient lives.

4. Minimally disruptive of patients’ loved ones and social
networks.

One could argue that an additional requisite is now
essential—that care processes and systems be maximally
disruptive of structural inequities.

A PATIENT REVOLUTION IN CANCER CARE?

Efforts to implement patient-centered care, such as SDM,
however, face seemingly adverse conditions that drive to-
ward efficiency, making it difficult to implement these
practices routinely.?®

For patient-centered care to thrive, health care organiza-
tions must foster conditions that favor care.?® In addition to
ensuring the provision of evidence-based treatments, cli-
nicians and patients should be able to cocreate plans of care
that maximally respond to the goals and priorities of each
person and to their biologic and biographical situations and
that are desirable, useful, and feasible in their lives. Every
clinician and patient would want this, and health care or-
ganizations must ensure that they enable patient-centered
care within relationships of trust not simply transactional
encounters.®® Achieving careful and kind care for all will
facilitate formation, practice, and innovations in patient-
centered care, including SDM as a method for cancer care.
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Yet, innovations to facilitate patient-centered care and SDM
cannot wait for more supportive care conditions. Such in-
novations are in fact emerging in many cancer settings,
especially within cancer genetics. Here, patients routinely
undergo genetic testing, a test that can have a broad range
of implications for the patient and their family, underscoring
the need for SDM.

DIGITAL TOOLS TO ADVANCE SDM FOR CANCER
GENETIC TESTING

Genetic testing to identify whether a patient has a hereditary
cancer syndrome (HCS) represents a prime example of the
importance for SDM in oncology. Nearly one in 10 patients
diagnosed with cancer have an underlying HCS.31"% Pa-
tients with HCS have a germline gene mutation that pre-
disposes them to develop multiple, early-onset cancers over
their lifetime. Common types of HCS include hereditary
breast and ovarian cancer (HBOC) syndrome because of
BRCA1/2 gene mutations and Lynch syndrome because of
mutations in mismatch repair genes.?>3*% Females with
HBOC have increased risks for multiple cancers, including

o

Ethanol Ablation

Risk of cancer growth
and spread not known

Surgical Treatment Active Monitoring

FIG 2. Screen captures of the online shared decision making tool about the treatment of patients with small thyroid cancer. Reproduced with permission.
2023 Mayo Foundation for Research and Education.

60%-80% chance of developing breast cancer and
11%-44% chance of developing ovarian cancer, whereas
males have a 1%-8% risk for breast cancer and 20%-60%
risk for prostate cancer.3**%° Males and females with
Lynch syndrome are at up to a 70% risk for colorectal
cancer, 18% risk for stomach cancer, and 20% risk for
small bowel, hepatobiliary tract, urinary tract, brain, and
skin cancers (sebaceous neoplasms),3+41° with males also
having a 20% risk of prostate cancer**** and females also at
risk for endometrial cancer (12%-46%), breast cancer
(13%), and ovarian cancer (20%).4** Given these high
risks, the National Comprehensive Cancer Network, ASCO,
and the American Society of Breast Surgeons recommend
that patients with a personal and family history of cancer
undergo genetic testing to identify whether they have an
underlying HCS and advocate for the importance of SDM in
counseling patients for genetic testing. ¢4

SDM is important for genetic testing because results have
broad implications, including influencing current cancer
treatment, changing future cancer surveillance, triggering
management changes for relatives, generating complex
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results, and causing psychological concerns. Oncologists
offering genetic testing can address these issues during
counseling, akin to counseling that they routinely undertake
for diagnoses and treatments. This counseling should in-
clude an in-depth review of important educational concepts
and psychosocial issues. For example, patients need to
understand that identification of an HCS can lead to tailored
treatment for a current cancer and targeted surveillance for
future cancers. For example, a woman recently diagnosed
with ovarian cancer with an underlying BRCA1 mutation can
be treated with PARP inhibitors, which can improve her
survival compared with conventional treatments.>° Patients
identified to have Lynch syndrome become eligible for
annual/biennial colonoscopies, beginning at age 20-25
years, in addition to consideration of prophylactic surger-
ies for women (eg, hysterectomy). These risk-reducing
measures lead to earlier detection and prevention, reduc-
ing morbidity and mortality in this high-risk population.®1-53
For the patient’s relatives, a new diagnosis of an HCS
means that they become eligible for genetic testing, with
potential ramifications for their own cancer treatments and
surveillance.

Another point of concern is the recent transition to larger,
more comprehensive genetic tests (eg, large gene panels,
genome sequencing); these have increased the likelihood
that uncertain results and secondary findings will be
revealed, both of which can contribute to challenges in the
patients’ cancer management and surveillance. Patients
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should also be informed about the possibility of psycho-
logical harms triggered by the genetic testing process or
results (eg, distress associated with new cancers, uncer-
tain findings, anxiety and burden around sharing results,
guilt of passing on an HCS to children, etc). Adding on to
these challenges is the fact that there is often no clear right
or wrong decision about whether to pursue genetic testing;
the decision is often informed by the patients’ values and
preferences. As such, it is imperative that patients and
their clinicians undertake in SDM, a process that ensures
that patients understand all their options and that they
incorporate their values into their decision making, to
choose the option that is most consistent with their pref-
erences and goals.>*56

Despite the increasing importance of SDM, the ability to
achieve it has become more challenging as the quality and
extent of patient-clinician consultations have decreased
over time. Within oncology, this decline can be attributed to
multiple factors including the shortage of health care pro-
fessionals, increased demand for cancer services because
of an aging population, and the increasing industrialization
of health care.?®°”%8 The latter describes the application of
management and improvement approaches used in the
manufacturing industry and applied to health care deliv-
ery.28 Although designed to enhance standardization, reli-
ability, and efficiency, the industrialization of health care has
also exacerbated burnout among clinicians and exhaustion
in patients.?® Moreover, the emergence of the COVID-19
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pandemic in early 2020 further exacerbated resource
constraints in oncology. The pandemic also transitioned
most medical appointments to virtual settings, reducing
face-to-face encounters between providers and their pa-
tients. Engaging in SDM has become even more challenging
with these constraints.?® As such, new and innovative
models of SDM are needed within oncology.

Digital tools are one strategy that can facilitate SDM in
patient-clinician consultations and move away from in-
dustrialization of health care in oncology.?® There is evi-
dence from the literature to support this; a recent systematic
review found that digital tools can support the many facets of
SDM, including increasing patient knowledge, improving
psychosocial well-being and engagement, and facilitating
decision making.®® For clinicians, the review found that
digital tools provide efficiencies by reducing the time
needed with patients and enhancing workflow (eg, less time
needed to prep charts).

One example of a digital platform that can support patients
and oncologists in delivering genetic testing and SDM is the
Genetics Adviser.®2 The Adviser is an interactive, patient-
facing, digital platform that supports the fundamentals of
SDM—by providing both education and psychosocial
support at all points in the patients’ cancer journey. The
Adviser includes interactive educational module that pro-
vides in-depth, patient-targeted information. The platform
also encompasses values clarification exercises that can
help patients explore their values and preferences. Even
after patients finish the education modules and values
exercises, they have the option to return to the platform at
any time, review any materials they completed, and access
additional support resources. They can also generate a
printable summary that can be easily shared with their circle
of care and support (Fig 4). All these steps can be com-
pleted at the patients’ pace—allowing them to involve their
relatives and larger support system in the decision making
process. The Adviser’'s modules and exercises can easily be
customized to the oncologists’ and patients’ needs. They
can be used to support patients undergoing genetic testing
in mainstreaming practices, patients undergoing rapid ge-
netic testing for treatment purposes, and patients having
their tumor profiled, which could reveal germline findings.
Moreover, for patients undergoing genetic testing during
cancer treatment, the platform provides a flexible resource
that can be accessed at any time using multiple modalities
(eg, smartphone, desktop, etc) and within any setting (eg,
home, work, clinic).

There is considerable evidence that supports the effec-
tiveness of the Genetics Adviser platform in advancing
SDM in the oncology setting. For example, one qualitative
study found that the Adviser promoted informed dialogue,
facilitated preference-sensitive deliberation, and deepened

personalization of decisions of patients with cancer.®2 These
three functions represent fundamental elements of patient-
centered care®>®* and provide evidence that the platform
can facilitate SDM.%® In addition to facilitating SDM, digital
tools like the Genetics Adviser are in line with principles of
the Open Notes Movement.®® The real-time sharing of ge-
netic test results through a secure portal reduces uncer-
tainty and promotes transparency. Furthermore, the
inclusion of communication through the portal enables
asynchronous interaction between the clinician and the
patient, reducing the risk of anxiety as the patient awaits
their scheduled appointments.®®

Digital tools such as the Genetics Adviser can educate and
empower patients with cancer, giving them agency in their
cancer journey. Patients can use the platform to prepare
themselves before the initial consultation and then come to
a subsequent clinic appointment with their oncologist
better prepared and empowered to engage in SDM. As
evidence from a recent trial revealed,®” this will reduce the
consultation time that patients need with the health care
providers. Therefore, the platform provides an opportunity
to have an efficient appointment, reserving the precious
and limited clinic time to focus on each patient’s unique
concerns. Instead of receiving information for the first time
at the appointment, patients are coming to the first con-
sultation empowered, having already had a chance to
digest the medical information, consult with their circle of
care and family, and come prepared with questions. Since
the patient has already reviewed the technical and
background information, clinicians can focus the time on
the patients’ specific questions and explore preferences
and values to help patients make informed decisions. This
indeed was observed in a recent qualitative study, which
found that the Genetics Advisor platform increased the
degree of deliberation and verbal engagement between
patients with cancer and the clinician.®? This provided the
clinician with opportunities to respond to the unique
perspectives and experiences of each patient, including
clarifying misunderstandings and highlighting personal
values, consistent with patient-centered care. Therefore,
digital tools can make it easy for oncologists to achieve true
SDM with their patients.

Digital tools and other SDM innovations are also facilitating a
paradigm shift toward the cocreation of plans of care as a
collaborative method to uncover, discover, or invent a re-
sponse to each patient's problematic situation. This joint
work must address the situation as understood by the patient
and the clinician, must draw from the best research evidence
and from the experience and expertise of the patient and the
clinician, and must consider health care resources and the
resources that the patient and their caregivers can mobilize
to implement the care plan effectively and safely. This places
the patient not as a party who must be engaged, involved, or
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FIG 4. The Genetics Adviser, delivering pretest counseling, waiting period support, and result disclosure via all mobile applications such as smartphones and

Your Genetics Adviser

This tool will help you decide what genetic
information you wish to learn in three steps:

Shickh et al

Before you begin, try to make
sure you:

Step *: Learn

tablets or computer/desktop applications. Source: PMID: 35487723 with permission.

empowered, but who takes a practical role as an integral
codeveloper of plans of care.

SDM FROM A PATIENT PERSPECTIVE

The paradigm guiding interactions between the clinician
and the patient is undergoing a sea change. Under the long-
prevalent model of paternalism, the doctor was the
predominant—if not exclusivel—source of judgment as to
the proper course of medical action. But, increasingly, the
patient's embodied perspective is being considered when
making clinical choices, a shift that respects both an ethical
emphasis on autonomy and a pragmatic need to individ-
ualize care. Sometimes, SDM is contingent on factors that
are known only to the patient and beyond the discernment
of quantitative tools at the diagnostician’s disposal, obli-
gating an information transfer back and forth for authentic
shared governance® (M.A.L. is an oncologist living with a
hereditary cancer. He has shared his perspective as a
patient here: The ASCO Post®).

However, it must be acknowledged that even SDM is a term
encompassing multiple approaches in need of careful dif-
ferentiation. In the informative model, the clinician provides
the patient with all relevant information without recom-
mending a course of action. In the interpretive model, the
clinician aims to elucidate the patient’s values and desires
and to help the patient select the available medical
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intervention that is most congruent with their principles and
goals. Although both models require an explanation beyond
the dictums of paternalism, the second is a more open
exchange of ideas, a bidirectional discourse that does not
presuppose an outcome and calls on both sides to adapt to
what they are hearing.”®’! This model is particularly well-
suited to decisions in which there is more than one med-
ically reasonable option, and the best plan hinges on patient
goals, priorities, values, and preferences.

Implicitly or explicitly, the interpretive model acknowledges
the patient as the ultimate stakeholder in their medical
outcome. Although fiduciary responsibility is a noble
lodestar for minimizing any interference from the physi-
cian’s own self-interest, even the most empathetic of cli-
nicians does not experience cancer in the same way as
those entrusted to their care. Whether the relative ab-
stractions of quality of life or the most clear-cut end point of
mortality, it is the patients’ own fitness and longevity that are
threatened by disease (and, in some cases of iatrogenic
harm, its treatment!). As such, they are appropriately po-
sitioned as the arbiters par excellence as to which metrics
matter and which risk/benefit ratios are acceptable, in-
cluding the ever-present choice of forgoing cancer-directed
therapy altogether.

Adding to this modernization of the doctor-patient rela-
tionship is the surfeit of digital resources made available to
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the public in the information age. Unsurprisingly, among
patients with online access, 97% will use the Internet on
diagnosis to find information about cancer, with 94%
searching on Google. However, the ready yield of results
from such a massive search engine carries important ca-
veats; although Google can provide relatively accurate in-
formation about etiology and symptoms, it is far less reliable
in its descriptions of treatment and prognosis. Efforts to use
wording commensurate with average scientific literacy, for
example, plain language summaries, are admirable in their
inclusivity but carry tradeoffs between reliability and read-
ability. Patients with rarer cancer are particularly vulnerable
to the surfacing of misinformation, and even more common
diagnoses still require shrewdness about the algorithmic
ordering of recommendations for treatment; for instance,
searches about specific medications will lead to pharma-
ceutical websites approximately 20% of the time intro-
ducing at least the specter of commercial bias.”?7®

All told, such patient-initiated digital engagement is both
entirely understandable and vulnerable to exploitation or at
least misinterpretation. Medical professionals can provide
critical assessment of what patients discover during their
own online inquiries, vetting search results and separating
fact from fiction, meritorious studies from pseudoscience.
The once-fallow time between visits now becomes a fertile
opportunity for the patient’'s own preparation asynchronous
from their doctor’s; they can arrive at their appointments
with questions shaped by their independent reading and
learn which resources are validated for further self-directed
research.®®

Another potential opportunity for misunderstanding arises
through the direct access of laypeople to their own
test results through patient-facing portals. With the
commendable intent of empowering patients, the Open
Notes movement embraces transparency and timeliness in
the sharing of medical documentation.”””’® The near-
instantaneous delivery of results through secure chan-
nels ideally reduces uncertainty and decouples the
reporting of a diagnostic test from an in-person visit.
Surveys have revealed that many patients taking advan-
tage of this technology feel as if they are more active
participants in their treatment when granted this access.
They are also more likely to retain the content of in-visit
discussions with their doctor, as opposed to purely verbal
recall.®%8! However, if a patient receives the results of a test
when an ordering physician is unavailable to help them
interpret it, the temporal mismatch may engender more
apprehension than if the doctor was explaining the clinical
meaning in proper context.®?

This is especially true of genetic results, which can have
life- and family-altering consequences while also being
freighted with diagnostic uncertainty, for example, variants

of unknown significance. Even the fundamental bifurcation
of mutations into somatic and germline defects may be
overlooked, with the concern that the former could be ex-
trapolated to a presumption of a hereditary risk. As Martin
et al frame it, “despite the well-understood benefits of
biomarker and genetic testing in precision medicine, uptake
remains low... Patients report having limited familiarity with
testing terminology and may not be able to accurately ex-
plain testing’s role in treatment decisions. Patient confusion
and lack of understanding is exacerbated by a multiplicity of
overlapping terms used in communicating about testing.”®3
As a corrective, they propose “democratizing comprehen-
sion about precision oncology testing through intentional
use of plain language and common umbrella terminology by
oncology health care providers and others in the oncology
ecosystem may help improve understanding and commu-
nication and facilitate shared decision-making about the
role of appropriate testing in treatment decisions and other
aspects of oncology care.”

Outside of cancer medicine, Huntington’s disease is often
cited as an incisive exemplar of genomic foreknowledge’s
double-edged sword. The subject’'s awareness of being the
gene carrier of an inexorably progressive and uniformly fatal
neurodegenerative disorder can induce intrusive emotions,
denial-avoidance behavior, and pessimistic expectancies of
the future and adjustment problems.2* Within oncology,
several germline mutations require relatively major surgical
interventions early in life to mitigate the risk of oncogenesis.
Patients with the CDH1 mutation might have to undergo
prophylactic total gastrectomy by the fourth decade,
whereas patients with familial adenomatous polyposis have
often been considered for colectomy by around the same
age. Parents of children with multiple endocrine neoplasia
type 2 can even face the wrenching prospect of prophylactic
thyroidectomy by their infant’s first birthday to avoid med-
ullary thyroid carcinoma arising from proto-oncogenic RET
codons 883, 918, or 922.8%%

But even the advanced awareness of less lethal predispo-
sitions before they become phenotypically evident can pose
threats that are harder to quantify. Some medical ethicists
posit that contemporary predictive biomedicine has created
a sui generis diagnostic category: the prepatient. Such
persons risk being perceived as ill before they are diseased.
As a transitive responsibility, the moral burden of conveying
a bad prognosis shifts to the kin, who are then obliged to
make decisions about when and how to share or withhold
genetic information with other potentially presymptomatic
relatives.8” 88

CONCLUSION

SDM is a method of care on the basis of conversations
conducted to arrive at a cocreated plan of care that ad-
dresses the problematic situation of each patient. Unhurried
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conversations, SDM tools, and collaborative deliberation
methods are essential to coproduce care plans with active
participation of patients and clinicians. The experience of
patients in contributing to care that fits requires access to
trustworthy information, experience, and expertise, both
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