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Purpose: Syncope is a complex symptom requiring thoughtful evaluation. The ACC/AHA/
HRS published syncope management guidelines in 2017. Effective guideline implementation
hinges on overcoming multilevel barriers, including providers’ perceptions that patients
prefer aggressive diagnostic testing when presenting to the emergency department (ED)
with syncope, which conflicts with the 2017 Guideline on Syncope. To better understand
this perceived barrier, we explored patient and family caregiver expectations and preferences
when presenting to the ED with syncope.

Patients and Methods: We conducted semi-structured focus groups (N=12) and in-depth
interviews (N=19) with patients presenting to the ED with syncope as well as with their
family caregivers. Interviews were recorded, transcribed verbatim, and analyzed by a team of
researchers following a directed content analysis. Results were reviewed and shared itera-
tively with all team members to confirm mutual understanding and agreement.

Results: Syncope patients and caregivers discussed three main desires when presenting to
the ED with syncope: 1) clarity regarding their diagnosis,; 2) context surrounding their care
plan and diagnostic approach; and 3) to feel seen, heard and cared about by their health care
team.

Conclusion: Clinicians have cited patient preferences for aggressive diagnostic testing as a
barrier to adhering to the 2017 Guideline on Syncope, which recommends against routine
administration of imaging testing (eg, echocardiograms). Our results suggest that while
participants preferred diagnostic testing as a means to achieve clarity and even a feeling of
being cared for, other strategies, such as a patient-engaged approach to communication and
shared decision-making, may address the spectrum of patient expectations when presenting
to the ED with syncope while adhering to guideline recommendations.
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Introduction

Syncope, or fainting, is a common reason that patients seek medical care in the United
States. One-half of all Americans are estimated to experience syncope at some point
during their lives, with recurrence rates as high as 13.5%." An estimated 1% to 3% of
all emergency department (ED) visits—and up to 6% of all hospital admissions—are
due to syncope.' > The experience of fainting can diminish one’s physical and mental
health.*” Recurrent syncope can lower a person’s quality of life to a degree that is
comparable with chronic lower-back pain and severe rheumatoid arthritis.® Despite
advancements in our understanding of particular etiologies of syncope, accurately
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diagnosing patients remains a challenge. Upon arrival to the
ED, 45% of syncope patients are not diagnosed as syncopal'°
due to patients being asymptomatic at the time of presenta-
tion. This uncertainty leads to unnecessary testing and inap-
propriate admissions.'’ As a result, syncope costs have
ballooned in the United States'? and Canada'? presenting a
significant financial and safety burden to patients.

To aid in improving diagnostic accuracy and reducing
unnecessary testing and admissions, the American College
of Cardiology (ACC), American Heart Association (AHA),
and Heart Rhythm Society (HRS) jointly released an
updated guideline protocol on the evaluation and manage-
ment of syncope in 2017, heretofore referred to as the “2017

Guidelines on Syncope”."'

These guidelines provide
recommendations on appropriate procedures employed
toward the diagnoses and treatment of syncope by weighing
the available evidence of potential benefit versus risk. For
example, taking comprehensive patient histories and physi-
cal examinations are recommended as routine practice in
the evaluation of patients with syncope, while routine car-
diac imaging—unless cardiac etiology is suspected—is not
recommended. However, a recent statewide survey in
Kentucky found a significant gap between current practices

and guideline recommendations,'*

suggesting a need for
effective implementation strategies of the 2017 Guidelines
on Syncope. Implementing the Guidelines should encou-
rage appropriate use of clinical testing, aid in diagnosis,
reduce unnecessary hospital admission, and reduce hospital
length of stay. Independent teams have reported successful
outcomes by implementing parts of the European Society of
Cardiology guidelines at single-center sites in other
countries,'>!'® but less research has focused on efforts in
the United States. To be successful, an implementation
strategy should be informed by knowledge of the facilita-
tors and barriers experienced by clinicians in their diagnosis
and treatment of syncope. Further, by understanding that
barriers to guideline implementation can exist at multiple
levels (ie organizational, healthcare provider, or patient),
identifying the barriers at each level is imperative.'’
Aiming to develop a multicomponent, multilevel imple-
mentation strategy for the 2017 Guidelines on Syncope, we
conducted Project MISSION (Developing a multicompo-
nent, Multilevel Implementation Strategy for Syncope
OptImalCare thrOugh eNgagement).'* This multicomponent
study first assessed potential gaps in adherence to guideline
implementation by conducting physician surveys and chart
reviews of syncope patients. Results showed that according
to guideline recommendations, patient histories and physical

examinations were underutilized and echocardiograms and
neurologic testing were overutilized.'* In addition, through
surveys and focus groups with clinicians, we found numer-
ous barriers to guideline implementation, including patient-
focused barriers. One was the rise in consumerism in health
care and the resultant pressure to satisfy patients, who may
prefer a more aggressive approach to diagnostic testing than
is recommended by the 2017 Guidelines on Syncope.'® In
addition, communication challenges between patients and
providers were cited as a barrier to providers’ adhering to
guideline-recommended care, especially given the complex-
ity of syncope itself .'"*'®

No previous research has explored these perceived
patient-level barriers to guideline implementation by inter-
viewing patients to identify their perspectives regarding
syncope treatment. Therefore, in this study, we sought to
explore the context surrounding perceived patient-level

barriers to implementing the 2017 Guidelines on
Syncope, develop mitigation strategies, and report
patients’ suggestions for improved syncope care.
Patients and Methods

Study Design

Study Framework

Project MISSION was guided by the Consolidated

Framework for Implementation Research (CFIR), which con-
siders constructs at multiple levels (eg, Outer Setting, Inner
Setting, Implementation Characteristics) when planning for
the successful implementation of an intervention. The present
study specifically addresses the “Individual Characteristics” of
patient needs, values, and preferences.'” See Table 1 for how
the present study activities map to CFIR domains and fit
within the broader study.

For the patient and family caregiver interviews and focus
groups reported here, we employed a directed content analysis,
incorporating deductive and inductive approaches to building
theory.'” This approach allowed us to build upon previous
work indicating that clinician adherence to 2017 Guidelines
on Syncope may be influenced by patient expectations, while
allowing for flexibility in emergent themes from the patient
perspective. To examine patients’ perspectives during and after
the syncopal episode, we conducted patient interviews both in
the ED and after discharge. Most in-person interviews (n=12)
occurred in the ED prior to discharge,with one held post-
discharge. All phone-based interviews (n=7) and in-person
focus groups (n=12) occurred within a few weeks of patient
discharge. The data that support the findings of this study are
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Table | Study Activities to Assess Barriers and Facilitators Based on CFIR Constructs

Domain Construct

Assessment within Project MISSION

Inner Setting Readiness for Implementation

Surveys, focus groups and key informant interviews —

clinicians and stakeholders'®

information infrastructure)

Structural characteristics (eg, availability of electronic

Focus groups and key informant interviews — clinicians and

stakeholders'®

Individual Patient needs, values, and preferences®

Characteristics

Individual and focus froup interviews — patients and family

caregivers

Provider attitudes to evidence-based practices

Survey of clinicians and stakeholders'*'8

Intervention

Characteristics

complexity

Strength of evidence, relative advantage, adaptability, and

Focus groups and key informant interviews — clinicians and

stakeholders'®

Note: *Focus of the present article.

available on request from the corresponding author. The data
are not publicly available due to privacy or ethical restrictions.

Setting

The present study was set in the University of Kentucky
emergency department (ED), a Level I trauma center and
academic medical center. In-person focus groups consisted
of four sessions with patients and caregivers separately or
mixed in private conference rooms within the facility.
Individual interviews were conducted at ED patients’ bed-
sides. Given scheduling difficulties, we added individual
phone interviews with patients who had recently been
discharged after presenting to the ED with syncope.

Participant Selection

Patients were eligible if they presented to the hospital ED
with an admission for and/or primary diagnosis of syn-
cope, ICD code R55. Research staff monitored admission
dashboards and approached eligible patients for participa-
tion. Family caregivers were eligible if they were at the
scene of the patient’s syncope episode and/or they were
the primary caregiver. Participants were excluded if they
were under the age of 18, incarcerated, non-English speak-
ing with no translator present, unresponsive and/or had
impaired consent capacity. Once the patient/caregiver pro-
vided informed consent, the recruiting staff collected
demographic data and conducted the interview onsite or
scheduled it for a future date.

Ethics

All participants provided written, informed consent prior
to participating; participants consented to our writing
about and sharing combined, anonymous information

from the study. Our research was conducted in accordance
with the Declaration of Helsinki; the Medical Institutional
Review Board at the University of Kentucky (protocol
#45255) approved this study.

Data Collection

Interview Guide

The research team collaboratively developed a semi-struc-
tured interview guide; the team included health services
researchers, hospitalists, cardiologists, and emergency
medicine physicians. Interview questions were based on
literature review and study team’s experience in imple-
menting evidence-based practices, including CFIR.?
Patients and caregivers were asked to elaborate on their
experience, perspectives, opinions and attitudes relating to
their ED or hospital admission for syncope. Questions for
both patient and family caregivers included the broad
categories listed in Table 2 with follow-up probes as
appropriate.

Interviewers/Moderators

A team of three faculty researchers moderated the inter-
views. Faculty moderators included two clinician-
researchers with extensive experience in facilitation and
patient-centered outcome research (JL, MVW), and a
researcher with extensive experience in qualitative health
services research, including among vulnerable populations
(HS). Faculty (HS) and research staff (AMC, MOS) con-
ducted phone-based and face-to-face individual interviews.
All interviewers were trained in qualitative interview tech-
niques by the faculty researchers, including techniques on
how to build rapport with participants and how to effec-

tively probe.
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Table 2 Interview Guide Outline

. Contextual details surrounding patient’s syncopal episode
. Participant’s interaction with care team in the ED

. Participant’s reaction to being admitted (if applicable)

A W N -

. Participant’s hypothetical reactions to scenarios regarding level of
testing and treatment
® eg, length of observation, tests ordered, explanation from
doctor

5. Participant’s discharge process

6. Family caregiver involvement

Procedures

Data were collected from October 2018 to June 2019
through 11 individual interviews conducted prior to dis-
charge in the ED as well as 2 in-person, focus groups with
patients and caregivers (one with 5, one with 7 partici-
pants), one patient interview, and 7 phone-based inter-
views (one included both a patient and caregiver)
conducted post-discharge. We initially planned to inter-
view only after discharge. However, based on the iterative
content analysis, our team decided to add ED interviews
conducted prior to discharge in order to collect data from
patients at different time points throughout the episode.
Phone interviews were conducted if participants experi-
enced barriers to an in-person interview. Each interview
began with an overall explanation of the project’s purpose
and introductions of all attendees to foster rapport. Focus
groups had more than one facilitator to help ensure parti-
cipation and additional research staff to take notes (AMC,
MOS). On average, focus groups lasted approximately 40
minutes (Range: 30-53 minutes); phone and ED inter-
views lasted approximately 15 minutes.

All focus groups and interviews were audio recorded.
Recordings were transcribed verbatim and quality checked
by an independent researcher. Transcriptions were entered
into NVivo 12 (QSR International, London), a qualitative
analysis software, for subsequent analysis. Notes were used
to aid in transcription and in the development of themes.

Data Analysis

Transcriptions were coded using a rigorous team-coding
approach. Two independent coders among a team of three
(AMC, CDC, MOS) blindly coded one focus group and
one individual interview with a pre-set codebook devel-
oped by the research team. Codebook development was
informed by study members’ clinical and implementation

science expertise, the concept of shared decision-making
integration into clinical practice guidelines,”’ research
regarding patient and family caregiver desires during hos-
pital discharge/transitional care processes,*” and the results
of clinician interviews.'® Any disagreements in coding
were discussed until consensus among coders was reached.
The entire research team met to discuss the codebook and
its relevance to the data, and codebook revisions were
made as needed. The two original coders then co-coded
each transcript (n=20).

Interview transcripts were iteratively coded and ana-
lyzed as described above. As analysis progressed, the
coders performed open coding to inductively abstract
more nuanced themes within the broader coding template,
employing constant comparative analysis to regularly
compare emergent codes and themes against the data,
including an assessment of how preferences of participants
interviewed pre- and post-discharge compared to one

another.'”

When necessary, transcripts were re-coded
based on the revised codebook.

Throughout analysis, the coding team met weekly to
evaluate emerging themes and resolve coding conflicts.>
Detailed descriptions of codes and associated text were
provided to the entire research team to aid in coding
validation and confirm shared interpretation and under-
standing. Percent agreement between coders was generally
over 90% across all transcripts. Once it was determined
that new insights were not emerging from the data, we
deemed saturation had been reached and no new inter-
views were conducted.

Results

Patient Characteristics

Thirty-one patients and their family caregivers partici-
pated: one patient completed an individual interview
post-discharge (November 2018); six patients and six
caregivers attended focus groups (December 2018-
January 2019); five patients and two caregivers com-
pleted individual phone interviews (March-April 2019);
and eleven patients completed individual interviews in
the ED (May-June 2019). The response rate, when cal-
culable, for focus group and phone interviews was 15%
(ie, 133 patients and caregivers were approached).
However, patients approached for the individual inter-
tracked.
Participants' average age was 44 (SD 17); 51% were

views conducted in the ED were not

male, the majority were White (61%), approximately
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one third were Black (29%), and 6% were Hispanic/ (35%). Combined, almost half had Medicaid (29%) or
Latino. Approximately one third had a high school Medicare (19%) insurance. See Table 3 for complete
diploma or less (32%) and were employed full-time participant demographics.

Table 3 Participant Demographics (N=31)

N SD/%
Age (Mean, SD) 44 17
Gender
Male 16 51
Female 15 48
Race
White 19 6l
Black 9 29
Other
Missing | 3
Hispanic/Latino Ethnicity
Yes 2 6
No 26 84
Missing 3 10
Education
< High school 10 32
Some college 7 23
Associate | 3
2 College 8 25
Missing 5 16
Marital Status
Single 12 39
Married 7 23
Widowed 4 13
Other 5 16
Missing 3 10
Employment Status
Full-time I 35
Part-time 2 6
Not employed 7 23
Disabled 3 10
Other 4 13
Missing 4 13
Insurance type
Medicaid 9 29
Medicare 6 19
Employer-sponsored/Private 8 25
Uninsured 2 6
Other 2 6
Missing 4 13
Patient Preference and Adherence 2021:15 https: 1217
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Patient/Caregiver Themes

Three common themes emerged regarding what syncope
patients and caregivers expected when presenting to the
ED with syncope including: (1) clarity regarding their
diagnosis or cause of their syncope, (2) context surround-
ing their care plan and care teams’ approach to diagnostic
testing, and (3) to feel seen, heard and cared about by their
health care team.

Clarity Regarding Their Diagnosis or Cause of
Syncope

Syncope as a Symptom of an Underlying Disease/Disorder
For approximately half of the patients in our study, syn-
cope was recurrent and/or was a component of a complex
medical history, with comorbidities such as heart disease,
high blood pressure, stroke, etc. These factors likely
heightened patients’ and family caregivers’ anxiety sur-
rounding their syncopal episode and concerns that syncope
could be related to a more serious issue. As one patient
noted, “passing out, you know, is a serious thing. So, you
never know what’s going on.” While many with recurrent
syncope learned to live a normal life, a change in fre-
quency or severity may have precipitated their recent
visit to the ED, and induced alarm and curiosity regarding
its cause.

Over my life I just, like, maybe once a year, a couple times
a year, | passed out. And I didn’t really think anything
about it. And then recently, I’d say like two months ago ...
I started passing out a lot more. I would just get dizzy
and-I don’t really remember, like, until I guess about ten
minutes after waking up. And I would be on the floor. He

would just be shaking me or something like that.[Patient]

Consequently, patients sought clarity as to why they were
having a syncopal event. As one patient noted, “If I come
in here and it’s something bad wrong [sic], then I would
like you to find it. It’s kind of your job”.

Emergency Department Means Action, Answers

Going to the ED signaled to many that action would be
taken and answers provided. As another patient noted,
“Like, my thinking is why would they call it emergency
department if they are going to sit down and watch?”

Patients Tended to Prefer Aggressive Approach to Testing
Testing was often cited as the way patients and caregivers
expected to arrive at the answer of why they fainted. The
examples below come from patients describing their

preference for an aggressive approach to testing (Also
see Table 4).

I’d rather them find out what’s wrong with me as soon as
possible than wait. [Patient]

There is like a peace of mind knowing they’re trying to
figure out what’s wrong. But when you are just waiting it’s
like, ‘Okay, we might know what’s going on. We might
not.” It’s like a 50-50 chance of what’s going to happen.
[Caregiver]

Context Surrounding Their Care Plan or Diagnosis
Patients and Family Caregivers Often Reported Insufficient
Communication

Participants wanted more explanation and context sur-
rounding their care plan or diagnoses, including why
tests were or were not being done (Table 4).

I mean, they might’ve explained like each, you know,
sample of blood, but not like in a way that me, as a patient,
would really understand. You know, they might tell you
that they check for this, but they’re not telling anybody
why [Patient]

The triage doctor only talks to you for about a good
minute, two minutes. And they’re already like 'l want
this, this, and this ordered.! And I’'m like wait, I didn’t
even tell you everything. [Patient]

Patient Preferences Regarding Testing Were Often
Discussed in the Context of Communication

When directly asked, many patients expressed a preference
for an aggressive approach to testing. However, regardless
of whether patients seemed to prefer an aggressive or
conservative approach, their opinions were usually dis-
cussed in the context of communication (Table 4). For
example, some patients expressed that testing without

sufficient communication provoked anxiety.

I feel like after maybe like the fourth test and stuft, do you
really need any more tests? And because at that point, it’s
like is there something else wrong that we’re not here for?
Is there another problem to be thinking about? That just,
like, brings this whole set of worries. [Patient]

Patient: [Aggressive testing] would just make me
more nervous and question what’s going
on.

Interviewer: Would you expect them to kind of stop and
explain every single test?

Patient:
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Table 4 Themes of Patient Expectations and Desires

Theme Sub-Theme

Quote

Clarity surrounding their care Syncope as symptom of underlying problem

Passing out, you know, is a serious thing. So, you never know what’s going on.

plan and diagnosis
Emergency department means action,

answers

Like, my thinking is why would they call it emergency department if they are going

to sit down and watch? [Patient]

Patients tended to prefer an aggressive

approach to testing

If you leave here just thinking everything’s gonna be fine and it might be. But six
months down the road, you might have some other issue that, you know, may not
have been caught, but [if you had done aggressive testing] you'd at least have that
better feeling of there’s nothing else they could’ve done. [Patient]

Interviewer: Are you hoping that they run a lot of tests? Is that kind of your
expectation?

Patient: Yeah, cause | would really like to know why | started feeling so bad, and

especially why | pass out. Because that’s really concerning.

Context surrounding their care Patients and Caregivers often reported

plan and approach to diagnostic insufficient communication

testing

I had 3 EKGs, which | never understood [why]. And | had an echocardiogram, and
| never understood why ... They just randomly came up like “Hey, we're going to
give you an echocardiogram.” And | was like “Why?” “To check for something.”

They did not even do it. [Patient]

Patient preferences regarding testing were
often discussed in the context of

communication

| could see how that ... like, in a way, [an aggressive approach to testing] would
make me happy, you know what | mean? Because | feel like they are really like,
concerned with what’s going on and trying to figure it out... But then the other
side of me feels like maybe that [aggressive testing] could make me nervous,
because if there was like a bunch of doctors and stuff, like | might just feel like
something really serious is going on, because that’s not usually how things, go, you
know? [ED Patient]

Patient awareness and knowledge of

syncope varied

The doctor himself never told me | had syncope. | never found out before they

moved me to the ICU on the floor. The nurse said something about it ... | asked
her if | could go smoke and she said “No, you have syncope ... | can’t let you walk
around and stuff” And | said, “Well what’s that?” [Patient]

Being seen, heard, and cared Patients and caregivers wanted to feel seen,

about by their health care team heard, and cared about

It’s nice to know that somebody that you are seeing, a physician, or a care
specialist, or anything, really does not see you as a number. They see you as a
person. And want to take the time to find out what’s wrong, or brush you off so

they can move on to their next patient. [Patient]

Listening and attentive communication was

viewed as an indication of provider concern

Patient: Actually, Hospital A is the only one that even gave us a remote feeling that
maybe | will know what'’s wrong now.

Interviewer: Right. Okay. And, what did they do at Hospital A that made you feel
that way?

Caregiver: They come out and say that they would know what—that they would
try their best to find out what the problem was. And they listened to what he was

saying to them.

Testing was viewed as an indication of

providers’ concern

| could see how that ... like, in a way, [an aggressive approach to testing] would

make me happy, you know | mean? Because | feel like they are really like,

concerned with what’s going on and trying to figure it out.[Patient]

Okay, yes. If we knew why they were doing
every test maybe like ... instead of just like
going in and out, “We’re going to take for
this, we are going to take for this.”

Conversely, communication from the care team could
allay potential fears associated with lack of testing. In
some cases, patients noted that “if they tell me that’s
what I need ... that I don’t need to get [additional testing]

done, then that’s fine.” In other instances, when patients
expressed a desire for aggressive testing, they indicated
that if it was not provided, they would want more com-

munication to supplement.

I would probably just wonder why they’re not like asking
me any serious questions or, you know, taking like—or
doing—more of a better test on me. Like, explain to me

what’s going on or letting me know or ... trying to find out

Patient Preference and Adherence 2021:15
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what’s the reason for me fainting or passing out or what-
ever. | would want to know why they’re not-they’re not
doing testing. [Patient]

Patient Awareness of Syncope

Patient knowledge of syncope and provider education sur-
rounding syncope as a diagnosis varied greatly. While
some participants expressed satisfaction with the explana-
tions provided to them, most were unaware of the term
“syncope” and reported that their provider did not use or
did not fully explain this term. As one patient commented,
“The doctor himself never told me I had syncope”
(Table 4). Another patient noted that perhaps due to the
recurrent nature of the patient’s fainting, not as much
information was required,

I felt pretty clear, but it was kind of ... it seemed kind of
rushed. Which I understand. It’s the ED ....I guess cause he
had been there multiple times they kinda thought that, you
know, he knew a lot about it.[Caregiver]

A caregiver also noted that although the word was used
and explained, they were “so nervous and everything that I
don’t remember a lot of it.”

Similar variety was reported in the educational materi-
als provided to patients upon discharge from the ED or
hospital. Some patients were satisfied with the information
they received, “They did send a bunch of information
home when I was released about that stuff. Paperwork,
and things, what not to do, or, you know, when I feel one
coming on.” Conversely, other patients received no educa-

tional materials, contact information, nor discharge

instructions upon discharge.

Interviewer: Did you receive any paperwork when you
left the hospital? And not even like, nobody
told you and what you need to do but did
you receive any kind of like instruction, or
discharge? [Interrupted]

No. No, no, no, no. Just saying, they made
me sign a paper, I do not know, maybe the
releasing paper or something?

So, did they send you with any like pamph-
lets or like information about passing out or
anything like that?

Patient: No.

Patient:

Interviewer:

To Feel Seen, Heard, and Cared About

Aggressive Testing One Indication of Provider Care and
Concern

Another theme among participants was the desire feel

seen, heard, and cared about by their healthcare team.
Many patients viewed an aggressive approach to testing
as a way for the care team to show this concern (Table 4).

Listening and Attentive Communication Showed Provider
Care and Concern

Patients and caregivers also described listening and atten-
tive communication as ways in which providers showed
their care and concern. As one patient indicated, they felt
comfortable at a hospital where the care staff focused on
customer service, which they explained as, “They were
more ... willing to explain more ... you know, more atten-
tive of the patient being there.” (Table 4) Another patient
expressed the following.

Patient: It’s nice to know that somebody that you
are seeing, a physician, or a care specialist,
or anything, really does not see you as a
number. They see you as a person. And
want to take the time to find out what’s
wrong, [not] brush you off so they can
move on to their next patient.

Okay. So for you to feel like they see you
as a person, what does—what does that type
of care include?

Oh, listening, trying to help me figure out
what’s wrong, why am [ [fainting].

Interviewer:

Patient:

Comparison of Patients and Family Caregivers
Interviewed Pre and Post Discharge

Patients and family caregivers were recruited and inter-
viewed pre- and post-discharge to allow for a comparison
of how perspectives may vary at different time points;
however, we found no clear distinctions in their reported
preferences or experiences.

Discussion
Patients’ needs and preferences play a critical role in care
delivery, and thus, are crucial to address when implement-
ing any new health care policy or practice, such as the
2017 Guidelines on Syncope. Our focus group and indivi-
dual interviews with diverse patients and caregivers of
patients admitted to the ED with syncope serve as one
component of a larger mixed methods study aimed to
identify the organizational, provider, and patient-level bar-
riers to implementing the 2017 Syncope Guidelines and to
develop an implementation intervention to address them.
Our prior focus group interviews conducted with
diverse clinicians and stakeholders revealed multiple pro-
vider-perceived patient-level barriers, such as the need to

1220 "

Dove!

Patient Preference and Adherence 2021:15


https://www.dovepress.com
https://www.dovepress.com

Dove

Clouser et al

satisfy patients’ preferences for aggressive testing and
communication challenges. The present study provides an
important complement to those findings by soliciting per-
spectives directly from patients and their family care-
givers. Importantly, our findings did align with the
barriers reported by clinicians and healthcare stakeholders.
Specifically, patients and caregivers in our study preferred
an aggressive approach to testing. However, underlying
this preference, we discovered other needs and desires
that patients described regarding the evaluation and man-
agement of their syncope, including (1) clarity regarding
their diagnosis or cause of their syncope, (2) context
surrounding care plan and care teams’ approach to diag-
nostic testing, and (3) to feel seen, heard and cared about
by their health care team.

Patients desired clarity regarding the underlying cause
of their syncopal episode, which led to requests of exten-
sive diagnostic testing. The misalignment in this desire
with guideline recommendations is that syncope is notor-
iously difficult to diagnose, even with testing. Syncope is
relatively common,' is also commonly benign, and can be
a stand-alone diagnosis. However, it can also be a symp-
tom of a more serious condition.”* Given syncope’s multi-
ple etiologies, and varying degrees of severity, its
evaluation and management is challenging and often not
value based. In fact, the tendency to over test, such as head
CTs and echocardiograms, is common in the evaluation
and management of syncope. In addition to avoiding the
potential to miss a rare but deadly underlying condition,
clinicians expressed concerns of malpractice litigation,
loss of medical license, or poor patient experience asso-
ciated with deviating from patient’s preferences regarding
extensive diagnostic testing.'® The result, however, is tre-
mendous, unnecessary expense and burden for patients and
the health care system.'*"?

A concise medical history and physical evaluation are
imperative for evaluating the patients’ loss of
consciousness.'' These procedures may render invasive
and expensive testing unnecessary. Many participants in
our study noted an absence of sufficient communication
and engagement, despite their desires for it. Tests were
ordered and administered without explanation, diagnoses
were rendered and recorded in the medical record without
being communicated to patients, and some patients did not
feel they had the opportunity to share important contextual
information surrounding their syncopal episode. When
diagnosing and treating a condition as complex and

contextually dependent as syncope, attentive, two-way
communication is essential.

Focusing on active listening and two-way communica-
tion between clinicians and patients or caregivers is not
only important diagnostically, but also factored into
patients’ desires to feel cared about by their health care
providers. Quality communication is also fundamental to
patient-centered care and for a positive patient
experience.”>*’ Participants in our study who discussed
positive patient experiences often did so in the context of
detailed and respectful communication.

One specific approach for patient-engaged communi-
cation that may be employed in the implementation of
guideline recommendations is shared decision-making
among patients and clinicians, a process that involves
sharing information, eliciting patient values and prefer-
ences, and developing consensus for treatment plan.?® In
fact, shared decision-making is recommended as a strat-
egy to avoid unnecessary tests and treatments,*”*°
increase patients’ knowledge and reduce decisional
conflict.>! Such conversations can be challenging and
though,

when patient or family member desires do not align

emotion-laden, especially in circumstances
with best practice guidelines. However, fundamental
elements of physician—patient communication can be
used to guide clinicians’ interactions with patients
when discussing the treatment plan. Such elements
include (1) allowing the patient to describe their symp-
toms; (2) clinician engagement in active listening and
asking open-ended questions; (3) persuasive communi-
cation through presentation of facts and interpretation of
their clinical significance to help correct misconceptions
to make informed

and persuade patients logical,

decisions.

Limitations

This qualitative study collected in-depth information from
both patients and their caregivers during multiple points in
the care continuum, including pre and post discharge from
the hospital or emergency department. However, we only
sampled from one health system, which may not be gen-
eralizable to all syncope patients globally, or even nation-
ally. In addition, our response rate, when calculable, was
low at only 15%, which may indicate sampling bias. We
found that patients and family caregivers initially recruited
to attend in-person focus groups post-discharge faced bar-
riers to attending. There are only two Level 1 Trauma
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Centers in the state; patients may travel far distances to
seek care and were unable to return for an in-person inter-
view. While we attempted to overcome participation bar-
riers by conducting phone-based interviews and interviews
pre-discharge, the possibility remains that participants dif-
fer from syncope patients overall.

Conclusion

This study provides important contextual information
about patient and family caregiver expectations and
desires when confronted with various diagnostic and man-
agement procedures for a complex and often-mysterious
condition: syncope. Patients and family caregivers in our
study often expressed a preference for testing when pre-
senting to the ED with syncope, but what they really
wanted from healthcare providers was clarity, context,
and care. Testing was often perceived as a means to
achieve clarity and feeling cared about. Context around
their plan of care, however, was crucially desired and too
often lacking.

Taken together, evidence from our study supports that
taking a multilevel, patient-engaged approach in the diag-
nosis and management of syncope may yield better adher-
ence to the 2017 Guidelines on Syncope and result in
fewer unnecessary and potentially burdensome tests.

For example, multimodal (eg, print, video) educational
materials may help prepare patients waiting in the ED for
the type of care and information to expect in their syncope
evaluation and for the questions they may wish to ask their
clinicians. In addition, clinicians can demonstrate their
care for patients by engaging in active listening, obtaining
complete patient histories, and engaging in shared deci-
sion-making with patients and family caregivers regarding
the plan of care. Future research should test the effective-
ness of such multifaceted implementation strategies in the
implementation of the 2017 Guidelines on Syncope.
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