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Abstract

Objectives: To synthesize published research exploring emergency department (ED)
communication strategies and decision-making with persons living with dementia (PLWD) and
their care partners as the basis for a multistakeholder consensus conference to prioritize future
research.

Design: Systematic scoping review.
Settings and Participants: PLWD and their care partners in the ED setting.

Methods: Informed by 2 Patient-Intervention-Comparison-Outcome (PICO) questions, we
conducted systematic electronic searches of medical research databases for relevant publications
following standardized methodological guidelines. The results were presented to interdisciplinary
stakeholders, including dementia researchers, clinicians, PLWD, care partners, and advocacy
organizations. The PICO questions included: How does communication differ for PLWD
compared with persons without dementia? Are there specific communication strategies that
improve the outcomes of ED care? Future research areas were prioritized.

Results: From 5451 studies identified for PICO-1, 21 were abstracted. From 2687 studies
identified for PICO-2, 3 were abstracted. None of the included studies directly evaluated
communication differences between PLWD and other populations, nor the effectiveness of specific
communication strategies. General themes emerging from the scoping review included perceptions
by PLWD/care partners of rushed ED communication, often exacerbated by inconsistent messages
between providers. Care partners consistently reported limited engagement in medical decision-
making. In order, the research priorities identified included: (1) Barriers/facilitators of effective
communication; (2) valid outcome measures of effective communication; (3) best practices

for care partner engagement; (4) defining how individual-, provider-, and system-level factors
influence communication; and (5) understanding how each member of ED team can ensure
high-quality communication.

Conclusions and Implications: Research exploring ED communication with PLWD is sparse
and does not directly evaluate specific communication strategies. Defining barriers and facilitators
of effective communication was the highest-ranked research priority, followed by validating
outcome measures associated with improved information exchange.
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Methods

Conveying medical information and weighing various diagnostic and therapeutic approaches
in the emergency department (ED) is difficult for all aging adults. As depicted in Figure

1, the process of medical communications is complicated by the distractions of an often
chaotic environment, diagnostic uncertainties amidst an evolving stream of laboratory and
imaging data, patient and family emotions associated with acute illness or injury, and health
literacy among many other contextual and interprofessional factors.! In ED populations
without dementia, communication is imperfect with incomplete recollection of test results,
presumptive diagnoses, prescriptions, and follow-up recommendations.2-3 Approximately
75% of a patient’s ED time is spent not interacting with healthcare teams, and older adults
identify poor communication as a problematic aspect of emergency care.4~” Communication
strategies striving to improve ED nurse/physician-to-patient information exchange such

as TeachBack are inconsistently effective in nondementia populations and untested in
subsets with dementia and their care partners.8 Increasingly, healthcare disparities associated
with dementia are acknowledged.® For example, limited health literacy is a source of
healthcare disparity, interacts with the severity of dementia, is a communication barrier,

and yet is not routinely evaluated in ED settings.1011 Shared Decision Making (SDM)

is an evolving approach to engage patients and families of all health literacy levels in
complex medical conversations, but emergency medicine research often excludes individuals
with dementia.12-14 Amidst layers of communication complexity, recognized dementia is
independently associated with ED returns within 1-month, so improving communication
strategies may improve operational efficiencies and patient satisfaction.15:16

ED-based observational studies using validated cognitive screening instruments suggest

a dementia prevalence ranging from 12% to 43% with a weighted mean prevalence of
31%.17 The Geriatric Emergency care Applied Research 2.0-Advancing Dementia Care
(GEAR 2.0-ADC) Network is an interdisciplinary group of dementia researchers, clinicians,
patients, and care partners focused on 4 components of ED dementia care: communication/
decision-making, detection, best practices, and care transitions.18 The primary objective

of this manuscript was to prioritize research questions for ED communication/decision-
making with persons living with dementia (PLWD) and/or their care partners. A secondary
objective was to describe the current state of reporting around health disparities in the ED
communication/decision-making published research.

Study Design

This study was designed to select and prioritize the research questions for ED
communication/decision-making with PLWD and their care partners. Based on
recommendations from the 2017 Dementia Care Summit, we use the term care partner
to denote both traditional caregivers and other engaged individuals sharing a reciprocal
relationship with PLWD.19 We conducted a scoping review of articles related to
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communication and decision-making involving PLWD and their care partners in the ED. The
scoping review was subsequently used for Consensus Conference stakeholders to prioritize
future research questions exploring ED communication for PLWD and their care partners.
Our protocol was registered with Open Science Framework Registries (Registration DOI
10.17605/0OSF.1I0/VXPRS) and adheres to the Preferred Reporting Items for Systematic
Reviews and Meta-Analyses Extension for Scoping Reviews (PRISMA-ScR) reporting
guidelines.20

Search Strategy

In collaboration with a medical librarian in partnership with several librarians and project
team members from the GEAR 2.0-ADC Task Force, a comprehensive search of the
literature was created. All searches were performed in March 2021. The search was adapted
from a GEAR 2.0-ADC Task Force baseline search to fit the needs of the specific project
question and translated for the following databases: MEDLINE (Ovid), Cochrane Central
Register of Controlled Trials (CENTRAL), Embase (Embase.com), CINAHL (Ebsco),
PsycINFO (Ebsco), PubMed Central, Web of Science (Clarivate), and Proquest Global
Theses and Dissertations. Full details of the search terms are provided in Supplementary
Material 1.

Study Selection and Abstraction

Results

A priori exclusion criteria for individual articles included non-ED settings, failure to
evaluate communication or decision-making strategies, lack of inclusion of PLWD or
suspected dementia, no comparison of strategies between patients with dementia and
patients without dementia, or lack of original research data. During the first phase of
screening, 2 authors independently reviewed the titles and abstracts identified from the
search strategy for both Patient-Intervention-Comparison-Outcome (P1CO) questions for
inclusion using Covidence. In the second phase, the same 2 authors independently reviewed
the full text documents for inclusion. Unpublished abstracts presented at scientific meetings
were not included. No publication date or language exclusions were applied. Unweighted
Cohen kappa was used to quantify interrater agreement. Another author adjudicated any
disagreements.

Data abstraction forms were developed, tested, and refined. Data extracted from each
individual study was summarized in standardized tables. Two authors independently
abstracted study setting and timeframe, inclusion/exclusion criteria, study design, primary
outcomes, health equity factors reported, communication-related outcomes, and study
limitations.

GEAR 2.0-ADC participants were identified by their active membership in geriatric
emergency medicine interest groups with the Society for Academic Emergency Medicine,
American Geriatrics Society, Gerontological Society of America, and Alzheimer’s
Association, as well as prior publications in the domains of geriatric emergency medicine
and cognitive dysfunction. The GEAR 2.0-ADC Communication/Decision-making Work
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Group included 6 emergency medicine physicians, a geriatrician, 1 nurse, 2 social workers,
a pharmacist, 1 care partner, 2 PLWD, and a research coordinator. The Work Group
participated in monthly teleconferences to derive pertinent PICO questions, prioritize those
PICO questions, derive a reproducible search strategy, independently filter the results of the
electronic search, abstract key results from the original studies that met inclusion criteria,
and synthesize the research findings into best practices and knowledge gaps.

PICO Questions

The GEAR 2.0-ADC Communication/Decision-Making Work Group derived and refined 16
potential key questions summarized in Table 1. The 53 members of the GEAR 2.0-ADC
Task Force then prioritized these questions by an online survey. PICO questions were
developed based on these stem questions and are described in Supplementary Material 1.

1 How does “communication and decision-making” differ for persons with
dementia compared with persons without dementia?

2. Avre there specific medical communication strategies (such as “Teach Back” or
next day telephone follow-up) that improve the process or outcomes of ED care
in persons with dementia?

PICO-1: Communication Differences Between Patients with Dementia and Patients without
Dementia/Care Partners

The literature search identified 145 manuscripts and abstracts for full-text review, with

21 ultimately meeting inclusion criteria after adjudication. The interrater agreement for
inclusion or exclusion during the initial screening of abstracts and titles was poor (x =

0.16) and did not improve during the full-text reviews (x = 0). Most disagreements revolved
around whether a communication strategy was being evaluated or described comparatively
between dementia and non-dementia populations. Supplementary Material 2 provides details
of the inclusion and exclusion decisions, and Table 2 summarizes the included studies.

None of the studies evaluated a communication strategy. Some researchers surveyed PLWD
or dyads of PLWD-care partners about barriers or facilitators of effective communication

in the medical setting. Others surveyed older adults without stratifying responses by the
presence or absence of dementia. Few studies occurred in the ED setting, but instead
incorporated the ED as part of the overall hospital communication experience. Some studies
excluded individuals from nursing homes, and none of the studies evaluated the severity of
dementia in association with the effectiveness of communication. Evaluating health equity
was not the focus of any of these studies and some intentionally excluded individuals

with severe dementia or sensory impairments. Most of the included studies were from the
United States (8)°21-26 with the remainder of the studies from the Canada (3),2"~2° United
Kingdom (1),%0 Ireland (2),31:32 France (1), Denmark (1), Sweden (1), and Switzerland

(1). The UK study was a government report published as an online book, and 2 separate
textbook chapters were included.39 One study included multiple mainland European sites,33
and another was a systematic review of older adult views around ED care processes.3*
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ED-Based Research

Twelve studies evaluated elements of communication in the ED setting.>:21,24-29.31,34-36
Baraff et al conducted a patient focus group to understand older adults’ perspectives on

the ED experience. Patient participants noted that ED staff communication is usually
lacking and often rushed.> Benjenk et al reported a multivariable regression analysis in
which cognitive impairment was not independently associated with medication knowledge,
follow-up adherence or awareness of “red flag” symptoms.2! Gettel et al interviewed
patients after an ED evaluation for a fall, noting that a prevalent communication problem
was discordant messaging between physicians in the ED, hospital, and primary care
office.24 Han et al noted an association between dementia and patient misunderstanding

of ED diagnosis, return precautions, or follow-up instructions.2° Suffoletto et al also noted
an association between cognitive impairment and poor comprehension of ED diagnosis,
anticipated course of illness, and return precautions.?% Similarly, Marr et al noted decreased
retention of ED discharge instruction knowledge at 66% for PLWD.2” Marr et al also
noted poor ED provider-to-PLWD communication, exacerbated by inconsistent messaging
between providers and inadequate support for non-English speaking individuals.2” Dunnion
et al surveyed ED nurses and physicians, as well as outpatient consultants noting that
interprofessional communication is disjointed with substantial opportunities to improve
older adult care with improved information exchange and consistency of messaging

with patients.31 McCusker et al surveyed ED patients and noted an association between
communication problems and perceptions of lower quality care with corresponding
unwillingness to return to the same ED for subsequent care.28

Parke et al surveyed 10 PLWD-care partner dyads along with 10 ED nurses and noted 4
themes around a “negative reinforcing consequences of a cascade of vulnerability”: under-
triage, waiting/worrying about what was wrong, provider time pressures while ignoring
basic needs (food, toileting, comfort), and interactions leading to feelings of being forgotten
and unimportant.29 Similarly, Watkins et al interviewed 15 families of PLWD about their
ED experience with the following priorities identified: quick triage, privacy, sufficiently
frequent contact with ED healthcare team, and compassion.36 Nielsen et al interviewed 11
older adults discharged from the ED noting that attention to pain and activity limitations and
frustrations/concerns, while being involved and listened to during the ED visit were central
to their satisfaction with care.3> Shankar et al published a systematic review focusing on
patient-centered care for older adults in the ED that was not focused on either PLWD or
communication, but recommended that physicians and nurses minimize barriers to effective
communication by acknowledging that some older adults (such as PLWD) may require
accommodations for reliable information exchange and retention.34

Prehospital and Hospital-Based Research

Gettel et al reported that baseline mental status was missing in 75% of nursing home-to-ED
transfers.23 Nilsson et al surveyed nurses (88%) and physicians (7%) from a geriatric

acute care unit who noted that only 27% formally assessed cognitive impairment, and that
younger aged healthcare providers and assistant nurse status were associated with negative
attitudes toward PLWD.37 Harwood et al describe a hospital training course to improve
communication with PLWD. After the course, providers’ confidence to communicate with
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PLWD improved, but communication became more controlling/domineering.3? The same
government report from Harwood et al described video recordings of 41 hospital encounters
between inpatient nurses/physicians and PLWD noting that mixed messaging or vague/
nonspecific language was irritating for the patient, but closing a conversation with an
open-ended question was sometimes problematic for the healthcare team with multiple
responsibilities.30 Petry et al interviewed 18 families of PLWD and care-partner dyads
after a hospitalization, noting that encounters lacking attributes of caring attentiveness or
empathy were frequent and associated with doubts about health professional’s aptitude to
provide healing care.38 Pilotto et al hypothesized about the potential for “information and
communication technology systems” to improve PLWD patient safety and quality of life
after a hospitalization via monitoring of ambulation and medication use, while providing
an easily accessible emergency communication device.33 Surveyed PLWD care partners
believed that this technology was more likely to promote patient safety and communication
for persons living with moderate dementia than for those with mild or severe dementia.33

PICO-2: Dementia Communication Strategies

The literature search identified 2687 titles, and 43 were reviewed as full texts. A total of 3
articles were included in the evidence synthesis of this question (Supplementary Material 3).
The interrater agreement for inclusion or exclusion during the initial screening of abstracts
and titles was poor (k = 0.19) and fair during the full-text reviews (k = 0.36). The 3 included
studies were a systematic review,3° a scoping review*? and 1 large National Health Service
Foundation Trust in the North of England.?! A summary of the findings from each included
article is in Table 3.

One of those 3 reports was a systematic review that synthesized 8 studies evaluated several
heterogeneous interventions including a feeding option decision aid in advanced dementia,
advanced care planning following education initiative, WeDECide workshop to assist
patients” SDM, 4243 Goals of Care decision-aid,** dementia-specific trigger for palliative
care, and Support-Health-Activities-Resources-Education (SHARE) program.*> WeDECide
demonstrated increased advanced care planning SDM sustainability at 6 months; a Goals

of Care Decision Aid intervention slightly improved communication quality at 3 months
and family concordance with physician at 9 months or death; and SHARE intervention did
not affect incorporation of patient’s values and preferences into advanced care planning.
Hypothetical scenarios of decision-making, some of which could be feasible in ED like Fact
Boxes, Talking Mats, compassion intervention, and video decision aid were described.3?

Pecanac et al included 28 articles on a scoping review on treatment decision making
involving PLWD during episodes of acute care and identified 5 factors that influence

the decision-making process: knowing the patient, culture and systems, role clarity,
appropriateness of palliative care in dementia, and care partner need for support. Caregivers
consistently reported limited involvement in planning the hospital care, and they did not
receive the communication they felt was necessary to fulfill their role. Being involved in
treatment discussions with the healthcare team was very important to care partners, although
many reported this communication and care partner involvement was “largely absent” in
hospitals. The communication role was largely performed by nurses, who took on the
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roles of conversation initiator, go-betweens, and facilitators to enhance physician-family
communication.40

Prato et al reported factors that contribute to a positive hospital stay, including (1) value
of the person through staff actions, interactions, and person-centered care; (2) activities of
empowerment (family as agents of empowerment and nursing staff decision-making and
empowerment); and (3) the interactions of environment with patent well-being (physical
environment, social and organizational). Participants stressed the importance of robust
communication between hospital staff, PLWD and their care partners to ensure a positive
hospital experience.?!

Only 1 included study addressed healthcare equity factors and described that patient’s race
was identified as a factor in some decisions with Black or Hispanic patients more likely to
receive feeding tubes, while white patients were more likely to avoid aggressive care.*0

Consensus Conference

Based on this scoping review and prior to the Consensus Conference the GEAR 2.0-ADC
Communication/Decision-Making Work Group attained agreement on 5 research questions
summarized in Supplementary Material 3. During the Consensus Conference, attendees
reworded and ranked these 5 questions. The GEAR 2.0-ADC work group included 61
participating stakeholders (expanded from the 53 stakeholders at the onset and including
25 ED physicians/nurses/social workers/pharmacists, 29 non-ED healthcare providers, and
7 PLWD or care partners). There was 100% voting participation by all 61 GEAR 2.0-ADC
members.

When pooled together, Consensus Conference stakeholders prioritized ED communication/
decision-making research priorities as demonstrated in Table 4. Identifying barriers and
facilitators to effective communication between ED healthcare teams and PLWD/care
partners was the highest priority across all stakeholders. As demonstrated in Supplementary
Material 3, subsequent ratings of priorities differed, with PLWD and care partners next
prioritized understanding of communication roles for the entire ED team (social work,
nurses, technicians, pharmacists, physicians), whereas ED providers prioritized identifying
measures of effective communication as the next most important research focus. Non-ED
providers placed identification of effective communication measures as the least important
priority, while ED providers ranked the role of the communication for the ED team (the
second highest priority for PLWD/care partners) as the least important priority.

Discussion

Patient-healthcare team communication in the context of the ED is multidimensional. At

the most basic level, communication entails the exchange of essential details about the
medical care delivered, including the suspected diagnoses, testing recommendations or
interpretations, management options, and anticipated illness or injury trajectory with the
corresponding recommendations for subsequent inpatient or outpatient care. Communication
also includes nonverbal cues and perceptions of empathy that patients and families
sometimes value more than the aptitude of medical care decision-making. In general adult
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populations of younger and older patients without dementia, the effectiveness with which
ED nurses and physicians convey medical information like diagnosis, prescriptions, follow-
up instructions, and return precautions is overall poor.246 Communication with older adults
is further complicated by sensory deficits such as hearing loss or visual impairments that are
frequently unrecognized by ED providers, but when recognized provide reasonably simple
opportunities to simultaneously improve information exchange and patient satisfaction.16:47

We identified no research directly comparing ED-based communication strategies between
PLWD and persons without dementia. Furthermore, similar to prior reviews of dementia-
appropriate ED care, we found scant evidence to guide communication with PLWD.48

We explored communication differences between PLWD/care partners and other older
adults and were largely limited to exploratory surveys of patient, care partner, or

healthcare teams and no direct comparators. With one exception, ED communication

with PLWD was associated with less effective ability to recall key details such as the
diagnosis, medical management recommendations, or concerning symptoms mandating
return visits. Inconsistent information provided to patients by nurses or different physician
teams was repeatedly identified as a barrier to effective communication for PLWD and

their care partners. Empathy and sufficient time-to-communicate were also identified by
multiple stakeholder surveys as attainable, high-priority barriers to overcome. Unfortunately,
educational initiatives to improve communication with PLWD did not consistently improve
the situation and demonstrated the possibility of a shift towards a more authoritarian tone.30

Our scoping review for communication strategies identified interventions like WeDECide*?
and a Goals of Care Decision Aid** as effective tools for improving communication

quality and family concordance for PLWD in very specific decisional scenarios. In studies
outside the ED, the factors that influence the decision-making process in PLWD include
knowing the patient, culture and systems, role clarity, appropriateness of palliative care in
dementia, and care partner need for support. Care partners consistently reported limited
involvement in planning the hospital care, and they did not receive the communication

they felt was necessary to fulfill their role.2%4041 Being involved in treatment discussions
with the healthcare team was very important to care partners. Communication factors that
influence satisfaction with the hospital experience for PLWD included valuing of the person
through staff actions, interactions, and person-centered care; activities of empowerment;
and interactions of the environment with patient well-being (physical environment, social
and organizational). Robust communication between hospital staff, PLWD and their care
partners improves the hospital experience.*

Improved communication in healthcare settings will be essential to align patient priorities

of PLWD with choices optimizing benefits over risks, while avoiding nonbeneficial
treatment.! Researchers and clinical leaders have proposed myriad interventions to

improve communication between healthcare teams and PLWD, including toolkits,49:50

staff education,>1-57 multidisciplinary communication tools®8 and teams,>? smart phone

and tablet resources,50:61 alternative care models,®2 care partner training,%% asynchronous
telephone follow-up by nursing or pharmacist,4 and automated approaches to understanding
discourse.5> Some of these approaches may be more feasible across heterogeneous

ED settings and implementation science will be essential to differentiate ineffective
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interventions from mismatched implementation strategies.56 An important reality for
researchers or clinicians introducing innovative communication strategies is that dementia
is often unrecognized in ED settings or used as an exclusion criteria for communication
research, so the impact of different strategies in PLWD is difficult to unravel 817,67

In addition, existing ED research does not differentiate the stages of dementia, mixing
early-stage PLWD with end-stage care partner dyads who likely have quite variable
communication capacities.}” Acknowledging these layers of communication complexity,
GEAR 2.0-ADC stakeholders prioritized the identification of barriers and facilitators to ED
communication before exploring any specific strategy. Distinguishing the department-level
or individual physician-/nurse-level obstacles from the problems of a fragmented healthcare
system will also be important.88 An increased understanding of cultural competencies as
well as other non-medical factors associated with communication-related PLWD healthcare
disparities is also important.32:69 Patient-centered valuing of the components of meaningful
communication from the PLWD perspective will also be essential in prioritizing the
outcomes of interventions that adapt education or information exchange in ED settings.28.70

There are limitations of our approach. First, we included indirect evidence from non-ED
settings which may not be directly applicable to our PICO questions and demonstrated

poor agreement during the initial filtering of that evidence. The poor interrater reliability
observed during the initial abstract and subsequent full-text reviews for both PICO questions
likely reflects the nebulous concept of “communication” and transdisciplinary differences in
actions that can be construed as exchanging medical information between healthcare teams
and PLWD. Second, although the GEAR 2.0-ADC stakeholders represented diversity across
specialties, sex, and geographic locale, our 61 participants are not representative of every
perspective. Finally, there were fewer PLWD and care partners than health professionals
with prioritization differences emerging when patient selections were compared with
healthcare personnel.

Conclusions and Implications

This scoping review identified sparse published research to guide evidence-based
communication strategies in the ED for PLWD and their care partners. Although general
themes appear to emerge around rushed communication and inadequate engagement of
care partners, these findings are neither quantified nor directly linked to ineffective
communication. Strategies to improve ED communication for PLWD do not exist, although
educational interventions outside the ED suggest limited effectiveness. GEAR 2.0-ADC
stakeholders prioritized the identification of barriers and facilitators to effective ED
communication for PLWD.

Supplementary Material

Refer to Web version on PubMed Central for supplementary material.
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Table 1

GEAR 2.0-ADC Communication and Decision-Making Questions Developed

1. What are the modifiable barriers to effective communication or facilitators of effective communication with persons living with dementia (or
their care partners) during an episode of ED care?

2. What dementia severity threshold (if any) should trigger engagement of care partner in ED decision-making?

3. Do ethnic, gender, and socioeconomic factors (patient characteristics) or unconscious biases (provider factors) influence communication for
ED patients living with dementia (or their care partners)?

4. In the ED that includes social work, nurses, physicians, technicians, case managers and pharmacists, who is best suited to provide medical
communication to patients with dementia (or their care partners)?

5. Who are the essential participants in the stream of ED communication with patients with dementia (or their care partners)?

6. What are the most accurate and reliable measures or outcomes of “effective communication” in patients with dementia?

7. What outcome measures are associated with “ineffective communication” for patients with dementia?

8. What are the essential elements of information to communicate to persons with dementia during an episode of ED care?

9. When during an episode of ED care is communication most safe, effective, and efficient for persons with dementia and their care partners?

10. What unintended consequences or harms are associated with attempts to adapt communication between ED healthcare providers and persons
with dementia (and the remainder of the ED patient population)?

11. What are the costs of inadequate dementia communication strategies?

12. How and when should the communication strategy adjust based on dementia severity and presenting illness acuity/severity?
13. How does the ED team identify a dementia patient’s preferred “care partner” for communication?

14. How does ED infrastructure and resources support communication with dementia patients and their care partners?

15. Which communication strategies are worth evaluating in ED settings (Teach Back, healthcare coaching, etc.)?

16. What non-verbal signs (like anxiety) can ED providers recognize to identify inadequate communication during an episode of care?

J Am Med Dir Assoc. Author manuscript; available in PMC 2024 January 22.
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Table 4

Consensus Conference Ranking of Communication/Decision-Making Question Priority

Research Priority Rank

(1) What are the barriers and facilitators of effective communication with PLWD (or their care partners) during an episode of ED care, with
attention to actionable elements/ideas?

(2) What are valid and reliable measures or outcomes of “effective (short- and long-term) communication” in patients with dementia?
(3) What are the best practices (when/how) for engagement of care partners in care decision-making in the ED?

(4) How do individual, provider, and system-level factors that influence communication for ED patients living with dementia (or their care
partners)? Examples: ethnic, gender, and socioeconomic factors or conscious or unconscious biases.

(5) How can each member of the ED care team (eg, social work, physician, tech, nurses, etc.) ensure high-quality communication with PLWD,
care partners, and other team members?
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