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Abstract

Background: Little is known about the optimal use of shared decision making (SDM) to guide
palliative and end-of-life decisions in the emergency department (ED).

Objective: The objective was to convene a working group to develop a set of research questions
that, when answered, will substantially advance the ability of clinicians to use SDM to guide
palliative and end-of-life care decisions in the ED.

Methods: Participants were identified based on expertise in emergency, palliative, or geriatrics
care; policy or patient-advocacy; and spanned physician, nursing, social work, legal, and patient
perspectives. Input from the group was elicited using a time-staggered Delphi process including
three teleconferences, an open platform for asynchronous input, and an in-person meeting to
obtain a final round of input from all members and to identify and resolve or describe areas of
disagreement.
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Conclusion: Key research questions identified by the group related to which ED patients are
likely to benefit from palliative care (PC), what interventions can most effectively promote PC in
the ED, what outcomes are most appropriate to assess the impact of these interventions, what is
the potential for initiating advance care planning in the ED to help patients define long-term goals
of care, and what policies influence palliative and end-of-life care decision making in the ED.
Answers to these questions have the potential to substantially improve the quality of care for ED
patients with advanced illness.

There is a crisis in end-of-life care for older adults in the United States. Too often, patients
receive care that is unwanted and that causes suffering without providing meaningful
improvements in the duration or quality of life.1 This crisis is the product of many forces
including a fragmented healthcare system, perverse financial incentives, and a lack of
physician training and resources to support end-of-life care. Palliative care (PC) is
specialized care for people with a serious illness, often but not always at the end of life,
which focuses on relief of symptoms.2-3 PC has been shown to improve patient quality of
life,® relieve pain and dyspnea,® reduce inpatient length of stay,6 and reduce healthcare
costs.®8-10 Because of these benefits, expanding access to and promoting the use of PC
services are major public health priorities.}! Recognition of these benefits has led to a
substantial increase in the number of hospitalized patients in the United States seen by a PC
service.12 These advances have largely been accomplished through coordination between PC
specialists and clinical leaders in internal medicine,3-16 surgery,17:18 and critical care
medicine.19

Over the past decade, the emergency department (ED) has been recognized as an essential
environment for initiating PC. In the United States, EDs are a common site of care for those
with advanced illness, particularly older adults. Many of these patients present with poorly
controlled symptoms from a chronic illness. Decisions made while in the ED often have a
profound impact on the trajectory of subsequent treatments.2% Thus, the ED is a critical
setting for reviewing care goals and determining the need for PC.21.22

Initial research on palliative and end-of-life care in the ED has been promising. The
initiation of PC in the ED has been shown to decrease inpatient length-of-stay,®23 increase
quality of life,% and increase patient and family satisfaction.# ED initiation of PC is helpful
in part because patients who receive PC consultation in the ED have a higher rate of PC
consultation during hospital admission and a shorter time to PC consult compared to
traditional ED care.24 Use of PC services in the first 48 hours of admission is associated
with shorter hospital length of stay, reduction in the total cost of hospitalization, and
decreased in-hospital mortality.”8 Despite the advantages of initiating PC in the ED and
ongoing educational and clinical efforts to improve integration of PC services,25-28
emergency physicians are responsible for only 3% of PC referrals and only 5% of EDs have
a plan for providing PC.12

Several barriers to dissemination of PC in the ED have been identified. Emergency providers
report discomfort in discussing palliative and end-of-life treatment because of insufficient
training in end-of-life communication skills, absence of prior provider-patient relationships,
and uncertain knowledge about prognosis.29-30 Another common barrier is the lack of

Acad Emerg Med. Author manuscript; available in PMC 2019 September 03.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnue Joyiny

1duosnuen Joyiny

George et al.

Page 3

availability of PC specialists and services.3! Finally, incomplete or inaccessible medical
records can present a significant barrier to ED providers’ understanding of patient treatment
preferences. A recent study found that although about half of patients aged 65 years and
older reported having a health care proxy and 40% reported having a living will, subsequent
review of their electronic medical record confirmed documentation of this only 4% of the
time.32

Shared decision making (SDM) provides a means of making decisions that supports the
patient’s right to be involved in his or her healthcare. PC in a healthcare system that respects
patient autonomy requires patient choice; SDM allows that choice to be informed by
relevant information about prognosis and the likely clinical course of various treatment
options. While multiple specialties have embraced the use of SDM to support PC, uptake in
EDs has not been as swift. Of 38 studies examining SDM tools in advanced illness, none
focused on emergency providers or ED patients.3® Incorporating SDM in the ED for other
types of decisions has been shown to improve patient pain outcomes,38 improve patient
satisfaction,36:37 decrease decisional conflict,38 and increase satisfaction with the decision-
making process.3? Surveys of practicing emergency physicians indicate that SDM is widely
accepted and already used across a broad range of other clinical decisions.#0:41

When considering which patients are most likely to benefit from palliative and end-of-life
approaches in the ED, two distinct types of encounters predominate. One scenario is the
patient who presents with a near-terminal or terminal event such as acute stoke, massive
coronary event, or major trauma. In these cases, the utility of SDM about PC engagement
will depend largely on the prognosis, the ability of the patient to communicate goals of care
or access to a surrogate decision-maker, and the rapidity with which PC services can be
provided. For these patients, research should focus on how to guide emergency providers in
appropriate and effective conversations about the provision of end-of-life care. A second,
more common scenario is a patient who has been living with advanced illness for many
months or years, while suffering from a fluctuating symptom burden and unmet PC needs.
For this patient, SDM about PC engagement may serve to address both acute symptoms as
well as long-term goals of care. There may also be a role for discussing or at least initiating
advance care planning (ACP) in the ED with these patients to help the patient define their
long-term goals, plan for death, and avoid unwanted medical care.

Recognizing these two different scenarios and the tremendous need for and potential to use
emergency care to improve the quality of end-of-life care, the 2016 Society for Academic
Emergency Medicine Consensus Conference working group on SDM for PC was convened
to identify the priority research questions regarding SDM for PC in the ED. Research that
answers these critical questions will improve the effectiveness of and broaden the
availability of PC among the large, growing, and vulnerable population of patients with end-
of-life care needs receiving ED care.

METHODS

A group of experts was convened to prioritize a research agenda for SDM related to
palliative and end-of-life care in the ED. The group cochairs sought membership from a
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diverse group of people familiar with ED and/or PC services or who had expertise in SDM
research or in public policy and legislation regarding end-of-life issues. Contributions from
group members were elicited using a time-staggered Delphi process that combined input
obtained from three teleconferences, an open platform for asynchronous input, and an in-
person meeting to identify and resolve or describe areas of disagreement. Ideas described
during the three teleconferences were recorded by the coleaders and used to generate an
outline. Asynchronous contributions to the project were facilitated through access to the
outline via a Google doc. Once the group had defined five overarching research questions to
guide the work, subgroups were formed to identify and summarize the available literature
and define important, unanswered questions. A manuscript draft and a summary of the main
findings were presented at the SAEM Consensus Conference on SDM and a final round of
feedback was obtained. This article reports the final evidence summary and prioritized
research agenda.

Key research questions are listed in Table 1. Below we provide background information and
an expanded research agenda for each of these key questions.

Research Question 1: Which ED patients are likely to benefit from SDM conversations
regarding the provision of PC and how can these patients be rapidly identified?

The first step in initiating conversations regarding palliative and end-of-life care is to
identify which ED patients are likely to benefit.#243 Indiscriminate application of SDM
conversations about end-of-life care would cause undue burden on both physicians and
patients in an already time-constrained environment. Certainly, all patients deserve pain and
symptom management as part of their ED care; however, in select patients, symptom relief
itself, rather than life-prolonging measures, should be the primary focus of the ED
encounter. Published descriptions of efforts to identify ED patients likely to benefit from PC
have focused on provider-administered screening tools for PC needs.#4 However, barriers
remain to large-scale implementation of screening for and early initiation of PC in the ED.
Patients or providers may prefer a more private or less hectic space than is readily available,
and they may wish for the presence of key family members or caregivers that are not present.
Emergency providers also need to avoid pressuring patients to make decision under the
duress of acute symptoms. Screening tools for PC are only useful if resources required to
provide PC are available. An expanded research agenda for issues related to the
identification of ED patients likely to benefit from PC is presented in Table 2.

Research Question 2: What are the most effective interventions to promote SDM regarding
palliative and end-of-life care in the ED?

To date, interventions to increase the initiation and utilization of PC in the ED have
primarily focused on linking ED patients to PC services and increasing training and
education about PC services among ED providers. In several small projects, education of
emergency physicians and healthcare providers about PC has been associated with increased
use of PC/hospice referrals, decreased inpatient length of stay, and increased physician-
reported comfort managing end-of-life symptoms and discussing end-of-life issues.23:40:45
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Educational programs have also been used to shift the major source of PC unit referrals from
inpatient consults to ED and outpatient providers.3! Additionally, a PC pathway?3 and a PC
trigger tool*> have been used to increase PC engagement in the ED. These projects each
demonstrate impressive gains in ED-specific PC integration; however, the explicit use of
SDM to promote PC in the ED has not yet been examined closely and integration of PC into
ED care has not been widespread.

SDM in palliative and end-of-life care conversations has been implemented successfully
with improved outcomes in non-ED settings.3® Written educational material and educational
videos have both shown benefit to patients needing PC.46-51 Many other specialties have
successfully integrated PC into their practice and education models, often utilizing the
expertise of interdisciplinary teams,*® and these experiences can help guide PC integration
in the ED.17-1952 Barriers to using SDM to promote PC in the ED include differences in
expectations between the ED and PC providers,3! lack of emergency physician training,23-5°
systems-based logistic challenges,>2:°6 policy barriers,>3lack of 24-hour PC availability,
limitations in patient decision-making capacity and health literacy,®’ and lack of access to
comprehensive clinical information.>® In general, large-volume EDs and those based in
academic hospitals have more PC resources than small EDs and those not affiliated with an
academic center. These smaller EDs may have to adopt significantly different approaches to
use SDM to promote PC. Essential research questions related to the development and testing
of SDM methods to promote PC in the ED are listed in Table 3.

Research Question 3: What are the optimal outcome measures to use in studies examining
the provision of palliative and end-of-life care in the ED?

At present, the inconsistent use of outcomes limits the ability to compare efficacy between
interventions to promote PC. Because no single outcome can determine whether
conversations about and the provision of resources to support end-of-life care are helpful, it
will always be necessary to measure a spectrum of outcomes. Domains to assess the impact
of SDM to support PC include patient-, family-, provider-, and system-level outcomes and
will include both objective and subjective measures.

Obijective measures of SDM and PC include (but are not limited to) penetration of ACP
documents among ED patients; availability of ACP documents among ED patients;
adherence of treatment with previously recorded wishes in ACP documents; and healthcare
utilization metrics, such as frequency of PC consultation, rate of ED recidivism, cost of
encounters, and mortality. Provision of palliative therapies (e.g., morphine for dyspnea,
spiritual care, and family meetings) versus life-sustaining or disease management treatment
for patients with advanced illness in the ED may also be important to measure. Objective
measures cannot fully capture the value of PC interventions. Subjective measures used to
assess the value of PC in previous studies include assessments of patient satisfaction with
care, patient-reported anxiety, depression, psychological and spiritual well-being, quality of
life, and concordance between desired and received care.>:6:36-38.56,58,59 Barriers to the use
of patient-reported outcomes in PC research include poor patient prognostic awareness®? and
questionnaire burden for patients and families.t1
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Patients’ families and caregivers are essential members of the healthcare team at the end of
life. Furthermore, many ED visits are initiated by patient’s caregivers, who may be
overwhelmed or lack the support needed to care for advanced illness at home. Accordingly,
family and caregivers are frequently included in both PC and SDM studies.*”49 Previous
studies have utilized family satisfaction with care and family-patient agreement regarding
decisions as outcomes. The successful provision of PC in the ED requires “buy-in” from ED
providers. Therefore, characterizing the extent of providers’ knowledge and support of the
use of SDM for PC may be informative.52 Knowledge, attitude, and practices surveys as
well as provider satisfaction measures®3 have been used to assess provider response to both
SDM®4 and PC interventions.®® Finally, system-level outcomes to evaluate the effect of
palliative and end-of-life care interventions include measurements of healthcare utilization
and cost. Research in both the inpatient®8-10 and the ED*6:823 settings has demonstrated
benefits for these outcomes. Future studies should continue to examine system-level
outcomes to determine the effect of interventions on total costs and types of treatment
provided. Essential research questions related to the identification of optimal outcomes for
ED-based PC studies are listed in Table 4.

Research Question 4: Which ED patients are likely to benefit from ACP and what tools are
available to promote an SDM approach to ACP in the ED?

During the last few months of life, many older adults receive care that is discordant with
their preferences, increases suffering, and disrupts normal closure and grieving.1.67 ACP
addresses these problems by

1 Supporting patients in reaching an informed decision about end-of-life care
preferences,%®

2. Giving patients control over their end-of-life care,
3. Increasing patient and family satisfaction with the dying process, and
4, Reducing healthcare costs.

Yet, most older patients have not discussed end-of-life care preferences with their healthcare
providers, and many individuals receive ED care during their last few months of life. These
ED visits provide an important opportunity to promote ACP by impressing upon the patient
that unexpected medical events are likely to occur again and that patients have the right to
control their medical care. ED-based or ED-initiated discussions about end-of-life care plans
do not occur in a vacuum. Many ED patients with advanced illness have at least considered
their goals and some have discussed these goals with a physician, but availability of ACP
documents among older adults receiving ED care is generally very low.%® The most common
form of ACP that ED patients report completing is a Health Care Power of Attorney, but the
extent to which a patient representative understands and is able to represent the patient’s
interests varies. The Physician Orders for Life-Sustaining Treatment (POLST) Paradigm
provides a more structured approach to ACP; helps convey patient preferences; %73 directs
treatment that it is concordant with patient’s wishes; 27475 and can be easily interpreted by
physicians, paramedics, and long-term care nurses.’® Nonetheless, questions remain
regarding how to extend the implementation of POLST. Completion of POLST typically
takes at least an hour, so is probably not appropriate for an ED visit, but it may be possible
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to use an ED visit to initiate patient interest in POLST. For older patients in good health or
whose prognosis is uncertain, other ACP modalities such as a living wills or a Health Care
Power of Attorney are more appropriate. Critical questions for use in the ED include which
ED patients are likely to benefit from ACP conversations, which interventions are likely to
be most effective to encourage these conversations, and how best to document or pass
forward these conversations so that they impact care is unknown. Essential research
questions related to how SDM can help patients and providers initiate or reassess ACP goals
during the ED visit and document these goals are listed in Table 5.

Research Question 5: What are the current and future financial and policy forces
influencing the use of SDM to support the provision of palliative and end-of-life care in the

ED?

Integrating SDM for PC and end-of-life care into ED practice is a challenging task affected
by many external forces.”’ Healthcare finance reform is arguably one of the most powerful
of these forces. Recent payment reform policies may improve the quality of end-of-life care
by connecting care delivery to reimbursement,1:53.77-79 put the enactment of the Affordable
Care Act and value-based purchasing policy from the Center for Medicare and Medicaid
Services (CMS) remain unknown.89:81 Furthermore, CMS recently expanded reimbursement
to include ACP discussions,®3 but did not include emergency physicians in this expansion,82
which has been advocated for by The American College of Emergency Physicians.83

Other policies limit the patients’ ability to engage with SDM in end-of-life care. The current
CMS regulations that form the payment framework around end-of-life care exert substantial
financial pressure on patients and providers to keep older adults out of hospitals and skilled
nursing facilities.84:85 These costs influence the choices older adults have when they think
about what kind of care they would like to have at the end of life and the setting in which
they would like to receive that care. Also complicating the situation is the complex structure
and eligibility requirements of the Medicare Hospice Benefit.”8:84 At present, enrollment
requires certification from two physicians and a signed statement from the patient that they
choose to forgo life-sustaining treatment for their disease.>3:8¢ These factors combine to
create an ait-or-none hospice paradigm that frequently conflicts with guidelines for the
clinical practice of PC.87 The SDM process is weakened when patients are forced to choose

between “all-or-none” care. As a result, many patients miss out on the benefits of reasonable
care.1.77.79,86,88

While costs constrain some patient choices, opaque cost information also presents
challenges to SDM as it pertains to patient’s personal financial health at the end of life.
When patient asks the deceptively simple question of “How much will this therapy cost
me?” there is often no way to provide an accurate answer.’8:89 Patients and their caregivers
struggle to incorporate cost information into treatment decisions at the end of life because of
unknown or unknowable charges, concealed pricing, and difficulty anticipating the cascade
of consequences that might result from even a single diagnostic test.89

A final external force impacting SDM for end-of-life care is the funding streams for end-of-
life research.”” Historically, federal financial support of these types of investigations has
been tenuous®377:78 but the National Institutes of Health,”® National Institute on Aging,%°
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the U.S. Department of Health and Human Services,! and the Patient-Centered Outcomes
Research Institute’” recently increased the availability of funds for innovative research on
end of life and PC. However, because of the sensitive nature of end-of-life care, it is possible
that some federal sources may not be well positioned to support some of the most innovative
research in this field.””:92 Private foundations with special interest in the aging population
like the West Health Institute and the Hartford Foundation®2 or healthcare systems
themselves may be more flexible in this regard.>3.79.80 Essential research questions related
to the influence of financial and policy forces influencing the provision of palliative and end-
of-life care in the ED are listed in Table 6.

CONCLUSION

The decision to initiate PC or to engage in conversations about end-of-life care preferences
can be challenging for both provider and patient in any setting, even more so when the
provider has limited knowledge about the patient’s clinical condition, goals, and values.
Nonetheless, there is a critical need for improvements in end-of-life care, and the ED is an
essential setting for using shared decision making to align care with patient preferences.
Unfortunately, little is known about how to best incorporate shared decision making
regarding palliative and end-of-life care into the clinical practice of emergency medicine.
The critical research questions defined here provide direction for efforts to improve care for
ED patients with advanced illness, frailty, or end-of-life needs.
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Table 1

Key Research Questions to Guide Efforts to Advance the Use of SDM for PC in the ED

Question 1

Question 2
Question 3
Question 4

Question 5

Which ED patients are likely to benefit from SDM conversations regarding the provision of PC and how can these patients be
rapidly identified?

What are the most effective interventions to promote SDM regarding palliative and end-of-life care in the ED?
What are the optimal outcome measures to use in studies examining the provision of palliative and end-of-life care in the ED?
Which ED patients are likely to benefit from ACP and what tools are available to promote an SDM approach to ACP in the ED?

What are the current and future financial and policy forces influencing the use of SDM to support the provision of palliative
and/or end-of-life care in the ED?

ACP = advance care planning; PC = palliative SDM = shared decision making.
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Table 3

Expanded Agenda for Research Question 2: What Are the Most Effective Interventions to Promote SDM
Regarding Palliative and End-of-life Care in the ED?

Topics Questions

1. Patient education  a. How can patient educational materials aid ED providers in employing SDM for PC?

2. Provider training  a. How can provider educational materials promote use of SDM for PC in the ED?
b. How can the use of decision aids help patients and providers better assess a patient’s PC needs?

3. Systems design a. What models of care can allow providers to rapidly access PC resources for critically ill ED patients?
b. What models of care can be developed that allow for access to outpatient PC resources for ED patients being
discharged?
c¢. How might models of rapid access to PC resources be adapted to settings without PC services?

4. Experience a. Which qualitative and semiqualitative assessments of the patient experience can promote SDM and palliative

treatments in the ED?

PC = palliative care; SDM = shared decision making.
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Table 6

Expanded Agenda for Research Question 5: What Are the Influence of Financial and Policy Forces on the
Provision of Palliative and End-of-life Care in the ED?

Topics

Questions

1. Current policies

2. Future policies

3. Research funding

a. How do current healthcare policies affect patient access to PC in the ED?

a. How can healthcare policies be structured to increase access to PC in the ED?
b. What policy changes should be advocated for as a result of research findings?

a. What sources of funding are currently available to researchers in these areas and what additional sources may be
available in the future?

PC = palliative care.
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