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SUMMARY

SDM in emergency medicine has the potential to improve the quality, safety, and outcomes of ED
patients. Given that the ED is the gateway to care for patients with a variety of illnesses and
injuries, SDM in the ED is relevant to numerous healthcare disciplines. We conducted a patient-
centered one-day conference to define and develop a high-priority, timely research agenda.
Participants included researchers, patients, stakeholder organizations, and content experts across
many areas of medicine, health policy agencies, and federal and foundation funding organizations.
The results of this conference published in this issue of Academic Emergency Medicine will
provide an essential summary of the future research priorities for SDM to increase quality of care
and patient-centered outcomes.

Case Vignette
A 6-year-old otherwise healthy girl is brought to the emergency department (ED) by her

parents after waking up at 3 a.m. saying that her tummy hurts. She had not eaten dinner the
evening before because of stomach pain, but seemed better after being given acetaminophen

and falling asleep in her bed. She has not vomited and has had no diarrhea, though when
asked where she hurts she points to her periumbilical region. On examination, she is
interactive and appears well, has normal vital signs, and is afebrile. She is mildly tender in
the periumbilical region and right lower quadrant without guarding or rebound tenderness
and otherwise has a normal examination. The clinician communicates her concern for
appendicitis with the parents and patient and orders ibuprofen and a focused right lower

quadrant ultrasound. Approximately 1 hour later, imaging results are available and indicate

that the appendix was not visualized. The patient is re-examined. She says she feels better,
her abdominal pain is nearly gone, and there is only mild residual tenderness to deep
palpation in the periumbilical region and both lower quadrants.
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Case discussion

The primary clinical decision that needs to be made here is one of diagnostic testing: does
this patient need an abdominal computed tomography (CT) scan or further observation to
determine if the pain resolves on its own or recurs and worsens? The physician could make
this decision unilaterally without taking into account the patient’s or parent’s wishes.
Alternatively, the physician could allow the patient/parent’s voice to be heard by
intentionally employing shared decision making (SDM). A SDM conversation could begin
by acknowledging that a clinical decision, with more than one reasonable option, needs to be
made. The available management options, the pros and cons of each, and the factors
influencing the decision could be explained to the parents. In this case, the equivocal nature
of the repeat abdominal examination, the child’s improving symptoms over time, and the
probability of the pain resolving on its own could be discussed, along with the logistics of a
CT scan, the small but relevant risk of radiation in a young child, the potential for incidental
findings, and the feasibility of a return ED visit within 24 hours if her pain recurs or
worsens. Critical throughout this process is for the clinician to create an environment that is
conducive to safe and open dialogue, question-asking, and deliberation with the family, as
well as a willingness to make the decision on behalf of the parents, if they wish. This SDM
process can be done informally, via unstructured dialogue, or more formally, using a patient
decision aid. The focus of the consensus conference on SDM was to develop a research
agenda around scenarios such as this, to explore conditions under which clinicians can and
should engage patients and surrogates in SDM in the ED, approaches and tools to facilitate
the creation and measurement of a SDM conversation, and health policy to support
implementation of evidence that supports patient centered approaches to care in the ED
setting.

CURRENT STATE OF SHARED DECISION MAKING

Quality Healthcare is Patient-Centered

In 1988, at a meeting of the Picker Institute, the term “patient-centered care” was first used
to emphasize the need for providers and healthcare systems to shift their focus away from
disease and back to patients and their families.! The term refocuses care away from the
medical model of disease and back to understanding the experience of illness, addressing
patients’ needs and matching treatments to their values. In its landmark report in 2001,
“Crossing the Quality Chasm,” the /nstitute of Medicine called for all healthcare providers
to commit to a shared vision of improving care across six domains. In this model, quality
healthcare is safe, effective, patient-centered, timely, efficient, and equitable.? In this same
report, patient-centered care is defined as “respectful of and responsive to individual patient
preferences, needs, and values, and care that ensures that patient values guide all clinical
decisions.”

Patient-Centered Care Involves Shared Decision Making

The process by which the optimal decision may be reached with a patient at a diagnostic or
therapeutic crossroads is SDM. It involves, at minimum, a clinician and the patient, although
other members of the healthcare team or friends and family members may be invited to
participate (Figure 1). In SDM, both parties share information: the clinician offers options
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and describes the potential harms and benefits of each choice, and the patient expresses his
or her preferences and values (Table 1). Each participant is thus armed with a better
understanding of the relevant factors and shares responsibility for deciding how to proceed.
According to the Informed Medical Decisions Foundation, SDM is “a collaborative process
that allows patients and their providers to make healthcare decisions together, taking into
account the best scientific evidence available, as well as the patient’s values and
preferences.” SDM incorporates both providers’ expert knowledge and patients’ rights to be
fully informed of the potential benefits and harms of all care options. The process empowers
patients to make individualized care decisions, while allowing providers to feel confident in
the care they are prescribing.# Although there are some clinical pathways or scenarios in
which there is clearly a single effective and appropriate decision pathway, for many
management decisions there are multiple options equally supported by the weight of
evidence. SDM enables patients and care providers to define the best possible options for the
particular case at hand.

Patient-centered tools that facilitate SDM, known as decision aids, now exist for a variety of
clinical scenarios; in addition, scales have been developed to measure patient involvement in
decision making and the effects of many of these decision aids have been tested in
practice.>~’ A 2014 Cochrane Review of decision aids showed that explicit values
clarification exercises improve informed values-based choices.8 While the effect size of
decision aids varies across studies, their use has clearly been shown to increase patient
involvement and patient-provider communication and improve knowledge and realistic
perceptions of outcomes. There do not appear to be adverse effects on health or patient
satisfaction. Despite the obvious benefits of this approach, the majority of medical decisions
remained uninformed.®:10

Shared Decision Making is Understudied in the Emergency Department (ED)

Despite a wealth of endorsements and research on decision aids in the outpatient setting,
little work has been done specific to SDM in the ED. A recently published systematic review
of SDM in emergency medicine suggests that patients may benefit from the use of decision
aids in this environment.11 Moreover, two recent surveys of emergency physicians revealed
there to be substantial support for SDM, with physicians believing there to be more than one
reasonable management option for over 50% of their patients.12-13 Moreover, 92% thought
that engaging patients in SDM would reduce medically unnecessary testing. While SDM has
become the standard of care for many medical treatments, the ED is unique in many ways4;
accordingly, SDM in this setting needs to consider many contextual factors. One of the few
trials of a decision aid in the ED focused on cardiac stress testing in patients at low risk for
acute coronary syndrome because it is associated with high false-positive test results,
unnecessary downstream procedures, and increased cost. Use of a decision aid in ED
patients with chest pain increased patients’ knowledge and engagement in decision making
and decreased the rate of observation unit admission for stress testing.15 In addition to the
unique environmental challenges and time pressures of the ED, engaging patients in SDM
when they are unstable or critically ill presents its own challenges.
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CONFERENCE PLANNING

Academic Emergency Medicine (AEM) has supported 16 Consensus Conferences since
2000 to define and prioritize research agendas across a range of topics pertinent to clinical
emergency medicine resulting in a median of 22 topic-related projects and a median project-
related grant award of $20 million per Consensus Conference.18 The AEM Editorial Board
selects a proposal 2 to 3 years before the Consensus Conference occurs. In May 2013, the
topic of SDM was selected for the 2016 AEM Consensus Conference. The first year of
planning was focused on identifying essential subtopics and key opinion leaders for those
foci, as well as potential funding mechanisms to support the Consensus Conference. The
second year of planning focused on fund-raising and grant writing, while the third year was
devoted to monthly breakout group meetings, development of key research questions for
each subgroup, engagement of keynote speakers and panels, and production of the initial
manuscript drafts and discussion points for the conference day. A key distinguishing feature
of the 2016 AEM Consensus Conference compared with prior years was the concerted
engagement of patient representatives in the monthly teleconference meetings in the year
prior to the conference and on the conference day.

Annual meetings of organizations centered on SDM, including the International Patient
Decision Aid Standard (IPDAS) Collaboration, the Society for Participatory Medicine, the
Society for Medical Decision Making, as well as the International Shared Decision Making
Conference, have focused primarily on outpatient or preventive health conditions. To our
knowledge, the 2016 AEM Consensus Conference was the first meeting that focused on the
role of SDM in acute emergency conditions. The goal of the AEM consensus conference
also differs from these annual academic meetings as the primary objective is to develop a
research agenda around shared decision making in emergency medicine, as opposed to
presenting the latest research. To achieve this goal, we engaged participants in real-time,
face-to-face small group discussions to create a roadmap to achieve these objectives.

The 2016 AEM consensus conference, “Shared Decision Making in the Emergency
Department: Development of a Policy-Relevant Patient-Centered Research Agenda,” was
designed to fill this void and to stimulate researchers and educators in emergency medicine
to recognize, investigate, and translate the impact of SDM on patient-oriented outcomes in
the ED. The executive and steering committee consisted of international experts including
physicians, nurses, and social scientists (Table 1) who jointly planned the conference via
regular teleconference calls and multiple in-person planning meetings.

The executive committee identified six core ED SDM themes that required further research:
1) diagnostic testing; 2) policy, 3) dissemination/implementation and education, 4)
development and testing of SDM approaches and tools in practice, 5) palliative care and
geriatrics, and 6) vulnerable populations and limited health literacy (Table 2). Each breakout
group drafted a research agenda using existing literature, content expertise, and input from
the executive committee. The conference included internationally recognized keynote
speakers, interactive breakout sessions led by content experts, as well as an audience that
included key stakeholders from federal funding agencies, patient organizations, and national
and international foundations that support SDM. We funded scholarships for patients,
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advocacy organizations, and trainees from underrepresented groups to ensure access to the
conference for these specific groups.

Role of Trainees

There were 6 trainees who were selected on a competitive basis for participation in and
travel to the consensus conference. Each trainee was provided the opportunity to participate
in the consensus process in 1 of the 6 breakout sessions prior to the conference via monthly
teleconference calls. On the day of the conference, the trainees facilitated the logistics of the
consensus process for each of the breakout sessions, recorded the consensus discussions, and
ensured that descriptive data were collected on each of the participants at the conference.

Role of Patient Representatives

This was the first AEM consensus conference to engage patient and caregiver representatives
in developing the research agenda in each of the 6 SDM themes requiring further research.
The goal of engaging patient and caregiver representatives was to have the voice of the
patient guide and influence the research agenda to ensure that the needs of the patient, a (and
arguably the primary) stakeholder of an emergency department visit, are taken into
consideration in future investigations. Our goal was to have at least 1 patient or caregiver
representative meaningfully participate in each breakout session both prior to and on the day
of the conference and be included in a breakout session manuscript as co-author. In prior
experience, we had observed that having a patient representative with experience
participating in a consensus process or, if less experienced, an advocate who could facilitate
communication of the patient’s perspective on an as needed basis was critical.1” As such, we
identified a diverse group of patient representatives who had prior experience participating
in a consensus process, experience representing the perspective of a particular community or
people group in the context of research, or who had participated in prior ED research as a
patient or caregiver representative. Each of the manuscripts in this issue of AEM that outline
high priority research topics for each breakout session includes a patient or caregiver
representative as co-author.

CONFERENCE AIMS

We convened a comprehensive, one-day consensus conference to develop a research agenda
for SDM in emergency medicine. The specific objectives of the conference were to: 1)
critically examine the state of the science on SDM in emergency medicine, and to identify
opportunities, limitations, and gaps in knowledge and methodology; 2) develop a consensus
statement that prioritizes emergency conditions for research in SDM that will change
practice and identify the most effective methodological approaches; and 3) identify and build
collaborative research networks among patients, investigators, and other key stakeholders to
study the use of SDM in emergency medicine using a patient-centered model of care that
will be competitive for federal funding.

To examine the state of the science and identify gaps (Aim 1), our steering committee
reviewed the current literature on decision aids for emergency conditions, identified state of
the art research methodologies to translate clinical decision rules and develop decision aids
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for emergency medicine providers and patients, identified key emergency conditions and/or
sub-populations where SDM is likely to be effective, applied contemporary theories of
implementation science to identify and overcome SDM barriers, and formulated strategies
for increasing SDM in vulnerable populations (e.g., lower health literacy, limited English
proficiency, older adults).

To develop a consensus statement (Aim 2), the breakout group leaders developed a group of
priority emergency conditions and populations for SDM, identified contextual barriers to the
use of decision aids in the ED environment, as well as potential facilitators, and identified
methodological standards for SDM research in emergency medicine.

To build collaborative research networks competitive for future funding (Aim 3), we
identified already existing collaborations to study the use of SDM in emergency medicine
using a patient-centered model of care, built upon these collaborative networks to be
competitive for National Institutes of Health (NIH), Patient Centered Outcomes Research
Institute (PCORI), as well as foundation and international funding, and used the conference
breakout groups to foster long-term collaborative and mentor-mentee relationships to
generate scholarship in SDM research.

CONFERENCE AGENDA (Figure 1)

The conference occurred on May 10, 2016 immediately prior to the Society for Academic
Emergency Medicine annual meeting in New Orleans LA. Dr. Jeff Kline, AEM editor-in-
chief delivered a welcome address reviewing the overriding objective of AEMto elevate the
human condition in times of emergency. The conference co-chairs Drs. Corita Grudzen,
Christopher Carpenter, and Erik Hess summarized existing knowledge of ED SDM,
introduced the conference planning committee, and summarized the day’s agenda. Victor
Montori, MD Professor of Internal Medicine at Mayo Clinic delivered the first keynote
address. A world-renowned opinion leader in favor of pragmatic, meaningful SDM, Dr.
Montori elaborated on the potential of SDM to improve both the experience and the
outcomes for patients during an episode of emergency care.18 Karen Sepucha, PhD and
Maggie Breslin delivered the second keynote address reviewing contemporary understanding
of shared decision making measurement and adaptation of medical information to patient-
friendly decision aids.1® Following the morning breakout sessions, Patty and David Skolnik
showed their documentary film “From Tears to Transparency” about the medical
miscommunications and tragic outcome that occurred with their son Michael.20 Following
the afternoon breakout sessions, diverse federal and foundation representatives reviewed
future funding opportunities. The funding panel included Marcus Escobedo, MPA from the
John A. Hartford Foundation, Jeremy Brown, MD from the NIH Office of Emergency Care
Research, Brendan Carr, MD from the U.S. Department of Health and Human Services,
Patrick Dunn, PhD from the American Heart Association, and Christopher Gayer, PhD from
the Patient Centered Outcomes Research Institute.2
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Executive Committee

Richard Thomson, BM, BCh
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Editor-in-Chief, Academic Emergency Medicine

Timothy Jang, MD

University of California-Los Angeles

Guest Editor, Consensus Conference Proceedings

Manish N. Shah, MD

University of Wisconsin
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Stacey Roseen

Academic Emergency Medicine

Journal Manager

Taylor Bowen

Academic Emergency Medicine

Technical Editor and Peer-Review Coordinator

Melissa McMillian, CNP

Society for Academic Emergency Medicine

Grants and Foundation Manager

Senem Suzek
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Grant Manager
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Group Number

Group Title

Group Leaders

Institutions

health literacy shared decision
making

Richard Griffey, MD, MPH

1 Shared decisions in diagnostic Tyler Barrett, MD Vanderbilt University
testing

2 Policy implications for shared Brandon Maughan, MD University of Pennsylvania
decision making

3 Dissemination/Implementation of Hemal Kanzaria, MD University of California San Francisco
and Education for shared decision Esther Chen, MD
making

4 Testing Shared Decision Making in Edward Melnick, MD Yale University
Practice

5 Palliative care and Geriatric Jennifer Kryworuchko, PhD, RN, University of British Columbia
emergency shared decision making CNCC University of North Carolina-Chapel Hill

Timothy Platts-Mills, MD, MSc
6 Vulnerable populations and limited Lynne Richardson, MD Icahn School of Medicine New York

Washington University in St. Louis School

of Medicine
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New York City, NY
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