‘They do not care how much you know until they
know how much you care’: a qualitative meta-
synthesis of patient experience in the
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ABSTRACT

Background Patient experience is positively associated
with both clinical effectiveness and patient safety and
should be a priority for emergency care providers. While
both quantitative and qualitative approaches can be

used to evaluate patient experience in the emergency
department (ED), the latter is well aligned to develop

a detailed understanding of features influencing the

lived experience of ED patients. This study aimed to
systematically review the literature of qualitative studies to
identify determinants of adult patient experience in the ED.
Methods A Preferred Reporting Items for Systematic
review and Meta-Analysis compliant systematic review
was conducted using PubMed, CINAHL, EMBASE, BNI
and bibliography searches to identify qualitative studies
exploring patient experiences in ED published in English
between 1997 and 2018. Quality assessment was
conducted using the Critical Appraisal Skills Programme
checklist. Descriptive text and quotations relating to
patient experience were extracted from included studies
and a meta-synthesis conducted using thematic analysis.
Results A total of 625 records were screened from
which 40 studies underwent full review and 22 were
included. Results were coded by two researchers

(BG and JML). Meta-synthesis identified 198 discrete
units of analysis which were clustered around five
analytical themes. These were based on the perceived
‘needs’ of patients visiting the ED and were defined as
communication, emotional, competent care, physical/
environmental and waiting needs. Findings were
translated into a conceptual model for optimising patient
experience in the ED.

Conclusion This meta-synthesis provides a framework
for understanding the determinants of patient
experience in the ED. The resulting conceptual model
and recommendations may have the potential to directly
inform practice and improve the patient experience.

INTRODUCTION

The emergency department (ED) environment
presents many conceivable barriers to providing an
optimal patient experience. Patients often arrive
following acute illness or injury, in pain and distress."
Time for the establishment of rapport with providers
is limited, and patients find themselves the subject of
many new interactions that occur over a short time
period.” Previously unanticipated investigations,
procedures and treatments may be required, some of
which may be invasive, painful or infringe personal

dignity. Additionally, the physical environment may
be noisy, crowded and unfamiliar.’ * Despite these
challenges, providing patients with a positive expe-
rience should take high priority.” A positive experi-
ence is not only associated with improved satisfaction
but superior outcomes across a range of domains
including mortality, morbidity, length of stay and
medication adherence.®

Qualitative research offers a means to rigorously
address gaps in comprehension of the patient expe-
rience and facilitate the formation of a more detailed
understanding than may be obtained by quantita-
tive or cross-sectional approaches alone. This may
facilitate the identification of specific determinants
of experience, as viewed by patients themselves.” ®
Reliably transferring findings from individual qual-
itative studies into external settings is often cited as
a limitation of the qualitative approach in general.’
Meta-synthesis provides a potential solution to
this problem by systematically identifying avail-
able qualitative literature surrounding a topic and
subsequently undertaking detailed analysis and
structured synthesis of the findings. This provides
a means of harnessing disparate qualitative studies
to inform clinical practice, policy formation and
research priorities.” ' A key feature of meta-syn-
thesis is that it aims to provide a deeper level of
understanding, affording researchers new confi-
dence to suggest wider reaching conclusions and
even generate recommendations. Approaches to
meta-synthesis include meta-ethnography and
thematic synthesis.'' '* Meta-synthesis has been
employed to enhance understanding of a range of
issues in emergency care such as staff experiences
of aggression and violence,™ perceptions of people
who self-harm'* and delay in seeking treatment for
myocardial infarction among female patients."

Aims

This study aims to (i) identify qualitative research
exploring patient experiences of ED care and (ii)
conduct a meta-synthesis to identify recurring
themes that could be applied to a framework aimed
at improving the patient experience.

METHODS

Design

A systematic review and meta-synthesis adhering
to Preferred Reporting Items for Systematic review
and Meta-Analysis guideline was conducted.
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Eligibility criteria
Publications written between January 1997 and June 2018 were
identified. Studies exploring the experience of adult patients
using qualitative data collection methods such as interviews,
focus groups, observation and open-ended questionnaires
were included. Papers focussing on a certain ED presentation
or demographic group were included if the authors agreed that
findings had relevance to the general ED population.
Quantitative studies, including closed-ending questionnaires
and cross-sectional methods, those conducted in non-ED
settings and those not written in English or accessible in full,
were excluded from the review.

Information sources

Database searches of PubMed, CINAHL and EMBASE and
BNI were undertaken. Manual bibliography searches were also
conducted.

Search and screening

The search was undertaken using Medical Subject Heading
(MeSH) terms where appropriate. An example strategy using
the Pubmed database is provided in the online electronic supple-
mentary material 1.

To determine suitability for inclusion a single researcher (BG)
extracted study characteristics including year of publication,
country, research question, methods, key findings, major limita-
tions and main conclusions. Papers with relevance to study aims
were selected for quality appraisal.

Quality appraisal & rigour
Quality appraisal of included studies was then undertaken by
two researchers (BG and JML). This included scoring against the
10-item Critical Appraisal Skills Programme (CASP) Qualitative
checklist to assess for study validity, reporting of results and rele-
vance (online electronic supplementary material 2).

Open dialogue between the researchers was encouraged
throughout the review to identify and challenge assumptions.
Reflexive notes and an audit trail were maintained.

Synthesis

Thematic synthesis was used to analyse the qualitative data from
the included articles. The synthesis consisted of three discrete
stages.'? First, text fragments representing narratives of study
participants were coded to identify similarities. In the second
stage, individual codes were grouped and data were summarised
through the creation of descriptive themes. These were organ-
ised into a hierarchical structure, representing the content of
included studies. In the final stage of the thematic synthesis,
distinct analytical themes were defined. The result of the
synthesis was, therefore, both to consolidate existing knowledge
and also generate new insights surrounding the topic. Uniquely,
this review accomplished the latter by deriving pragmatic recom-
mendations for clinical practice directly from the findings of the
synthesis.

For this study, any text within the included studies that
described the patient experience—either by patients themselves
in the form of direct quotations or authors in the form of discus-
sion—was extracted into the computer-aided qualitative analysis
software QSR NVivo 11™. Analysis was undertaken collabora-
tively by two researchers (BG and JML). The opinion of a third
researcher (RE) was consulted where agreement could not be
reached. The face validity of pragmatic recommendations for

5 Records identified through Additional Recordsidentified
‘§ database searching through other sources
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=
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=
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o For eligibility Not Relevant=17
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= - .
o Studies included in
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2 N=22
Figure 1  PRISMA diagram. PRISMA, Preferred Reporting Items for

Systematic review and Meta-Analysis Protocols.

practice was agreed by two researchers who are also practising
emergency physicians (BG and ]S).

FINDINGS
A total of twenty-two studies were selected for inclusion. A
PRISMA diagram summarising the search strategy can be found
in figure 1.

Study selection

Results of quality appraisal

All studies identified for this review met all 10 items featured on
the CASP checklist, indicating adequate quality.

Study characteristics

Included studies were published between 1999 and 2017 and
were drawn from nursing (10), medical (7), social sciences (4)
and health services journals (1). Studies most frequently origi-
nated from Sweden (6), Canada (6) and the USA (4).

Studies were conducted within >33 EDs, ranging from rural
to large tertiary centres and geographic regions. At least 677
non-professional participants were recruited overall (range 7-60
per study). Two studies sampled patients based on the demo-
graphic characteristic of older age. Four studies selected patients
based on presentation, including major trauma (2), mental health
and suspected miscarriage. Epistemological approaches included
ethnography, phenomenology, grounded theory and descriptive
analysis. Methods included interviews, focus groups and direct
observation. A summary of individual study characteristics can
be found in table 1.

Results of individual studies
Two hundred and twenty-nine units of analysis were extracted
from the literature and were assigned codes. Data were then
organised within four major descriptive categories (‘Personal’,
“Technical’, ‘Cultural’ and ‘Physical and Environmental’ deter-
minants of experience). Expansion revealed eleven descriptive
subthemes. Consideration was then given to how subthemes
represented patient ‘needs’ during their ED stay, resulting in the
derivation of the analytical themes.

Figure 2 outlines the relationship between themes. The contri-
bution made by individual studies towards each analytical theme
can be found in table 1.
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What are the likely determinants of ED Patient Experience?

Descriptive Category Personal Determinants

Technical Determinants

Cultural Determinants Physical & Environmental Determinants

(129008, o
Besorit i B o Knowledge
escriptive Interpersonal Informational Uncertainty ECOgn{Slﬂg Empowerment and Procedural  Symptom Crowding Comfort Basic Needs
Subtheme  Communication Communication Suffering Skills Care Relief
Analytical Communication Emotional Competent Care Waiting Physical &
Theme Needs Needs Needs Needs Environmental Needs

Figure 2 Tree diagram illustrating the relationship between descriptive categories, descriptive subthemes and analytical themes derived as a result

of thematic synthesis.

Synthesis of results

Findings of the meta-synthesis are reported by analytical theme,
with discussion based around respective descriptive subthemes.
Examples of how data, including ‘verbatim’ patient quotations
and relevant analysis, have been extracted to inform each analyt-
ical theme is outlined within the text.

Communication needs
The analytical theme of communication consisted of two descrip-
tive subthemes: interpersonal and informational communication.
Interpersonal communication featured prominently and
focused on provider—patient interaction. Desired qualities
included actively listening to patient concerns, maintaining eye
contact and a calm tone of voice.'®” Specifically, some patients
reported that communication helped resolve anxiety and helped
them stay calm during stressful procedures:

‘I mean they were just telling me what they were doing really. Just
probably that constant reassurance of knowing what is going to
happen and how I am going to feel... and yes, just knowing the
situation I suppose”.'® p22

When perceived as appropriate, humour could help reframe
otherwise negative experiences'® ' or defuse a difficult or
tense situation.'” Empathic interpersonal communication was
frequently helpful in assisting patients to cope with their expe-
rience of illness and being in the ED?® and included purposeful
touch."”

Repetition of questions by healthcare staff frequently caused
frustration among patients:

‘It drives me crazy to have to say the same things over and over and
over. I am tempted to get a tape recorder’.*! p107

Patients also expressed the need for clear answers to their
questions, becoming frustrated when this was not the case or
where communication was inconsistent. Specific difficulties
were encountered by patients who were non-English speaking or
who had pre-existing sensory deficits.*!™*

Informational communication formed the second descrip-
tive category of communication needs and was recognised as a
discrete component of the patient experience in the ED. Patients
had a clear expectation for clear and accurate information®* and
for this to be free of jargon.'® Where information was not forth-
coming, patients became very frustrated and were more likely to
complain. >~

Ensuring patients receive a flow of information throughout
their ED journey was important. For example, Wiman et al
define an ‘uninvolved’ phase of the trauma patients’ resuscita-
tion that occurred following initial examination and treatment,
often while the patient was waiting for tests or results:

‘...here, ‘lack of information about the injury and its consequenc-
es, or about further care ...or information about the psychological
consequences of the injury’ were prevalent’.” p719

Contemporaneous delivery of information was appreciated,
even where this was ‘bad news’ delivered within an imperfect
environment.?! In addition to psychological anxiety, Kihlgren et
al reported that failure to give clear and timely explanations to
confused patients could exacerbate delirium:

‘Patients that arrived in a confused state became noticeably more
confused if the information was given in an unclear manner’.” p173

Although written information is commonly delivered in
settings such as the ED, the use of leaflets was directly chal-
lenged.'® 7 Patients reported problems reading and retaining
information when in acute distress and discomfort, and reported
that written information lacked ‘human warmth’, compassion
and undermined confidence in providers” knowledge.

Discharge instructions are an aspect of informative communi-
cation in the ED. Within the identified studies, a lack of provi-
sion of discharge information was negatively associated with
the experience of several patients, who desired basic informa-
tion about follow-up care. Crucially, where adequate discharge
advice was not provided, patients did not always feel compelled
to speak up:

‘And then it was just like, ‘Okay, we’re done. See yah.” You know?
And it’s like you just walk out of there and you’re going ‘Did that
really happen? And was that...is that it2’** p507

Emotional needs

The analytical theme of emotional needs encapsulates three
subthemes: ‘coping with uncertainty’, ‘recognition of suffering’
and ‘empowerment’.

Coping with uncertainty principally arose from a lack of infor-
mation during care processes and generated anxiety for patients
in several studies.”> * More specifically, patients with exten-
sive lived experience of long-term health conditions expressed
frustration when ED clinicians failed to take into account their
perspective or where clinicians expressed diagnostic uncertainty
for a condition perceived as a relapse by the patient.”® Patients
were also critical of being allocated diagnostic labels which
they perceived as trivial (eg, ‘viral illness’) and could become
concerned about ‘missed’ pathology.”’

Patients became more anxious as their length of stay in the ED
increased, out of fear that this could be due to the identification
of a serious condition requiring further investigation, treatment
or admission.*”

Suffering expressed by patients included harmful events that
might occur, such as falling from the bed, not receiving pain
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killers and being “forgotten’ by ED staff.”> Longer term fears
among older adults were related to the loss of independence
resulting from an acute condition.”®

Feeling lonely, abandoned and depersonalised while in the ED
contributed to a negative experience in several studies, including
among older patients.'? 2025 %7

‘...to sit here and wait, and the only contact I have with the staff
is when they carry out tests on me, you feel that you are not being
seen as a person...”.> p172

The provision of simple measures such as a call bell was reas-
suring.”’ Boredom was an emotion expressed by one patient,
although no solutions were proposed.’

Empowerment was identified as a further subtheme for codes
describing or discussing measures taken by health professionals
in the ED to encourage patient participation in their care. In
particular, patients reported feeling empowered when encour-
aged to express themselves and their narrative during their ED
stay:

‘An important contribution to the experience of being cared for was
that patients were given the opportunity to explain why they had
come to the ED preferably at an early stage’.”® p173

Patients longed to be viewed as ‘sensible’, which in turn left
them feeling empowered in their decision to attend the ED.?% 323
Where patients perceived that they were not being taken seri-
ously, their experience was negatively affected:

‘Patients felt listened to, reassured and felt as if they were being
given professional support and advice...stated that they wanted to
be perceived as worthy people who were suffering and legitimately
seeking assistance’.’* p128

Patients greatly valued staff who took the time to empower
them to feel safe and cared for in the ED, for example, by
frequently checking observations, showing diligence, communi-
cating certainty and reinforcing feelings of safety.'® ' 1%’ Patients
also expressed a clear desire to be involved in shared deci-
sion-making processes.”’

Care needs

The analytical theme of care needs comprised three subthemes:
‘knowledge and skills’, ‘procedural care’ and ‘symptom relief’.
Fewer units of information were identified for technically
oriented themes in comparison with relational aspects of care.
Indeed, patients were observers of a conflict between technical
and relational aspects of care and could be critical where they
perceived the former to take precedence.”’

Knowledge and skills featured relatively infrequently
compared with other themes; however, patients demonstrated
that they could be pertinent observers of clinical processes
and that these observations could influence their experiences.
One such example occurred with trauma patients, the study by
Wiman et al who reported that witnessing the team operating in
an organised and predetermined manner was ‘central to feeling
safe’.Patients expected triage nurses to show skill and efficiency
in streamlining them to appropriate areas,’* mentioning the need
for improved training where this was not perceived to be the
case.’® Few patients in the studies were identified as the recipi-
ents of life-saving interventions, with the exception of a mother
who remarked specifically on the technical skill employed by an
emergency team when her child stopped breathing.

“The skill of the staff was absolutely incredible; not enough words
of thanks could describe their efforts’.® p371

In the subtheme procedural care, patients expected to receive
diagnostic tests, observation and a ‘definitive’ diagnosis and
immediate treatment, whereas in the ED,** all products of
technical competence and skill. Revell et al identified that
interprofessional communication using technical terms during
procedures reassured patients of providers’ competence.'®

Patients frequently commented on pain as a symptom requiring
treatment, but also displayed a tendency towards tolerating pain
as opposed to actively asking for analgesic medication.'” Where
there was failure to provide pain relief, it was of major concern
to patients and negatively impacted their experience.”* Inade-
quate pain management was also observed to contribute towards
patient anxiety.”’

Waiting needs
Waiting needs were characterised by two subthemes: crowding
and comfort. Wait time was the most commonly reported
determinant of experience in one study® and was described
as the ‘critical factor’ in determining experience by another
author.’® Waiting was also commented on in many other
studies. 8 26 2731333436 1y particular, long waits were a frequent
source of dissatisfaction and complaints.>*** Patients reported a
desire from staff for information during their wait including the
reasons for their waiting.'® ** Revell et al observed that the provi-
sion of timely and accurate information could mitigate against
the deleterious effects of waiting on a patient’s satisfaction and
experience, and that staff were generally aware of this need.'®
Patients valued comfort, including the provision of regular and
spare seats near the entrance area of the ED,*® but the ‘milien’
of the waiting room environment created feelings of anxiety and
uncertainty for some:

‘The actual waiting situation was characterised by a lack of privacy,
with the patients sitting on a chair or lying on a bed, in a waiting
room or a corridor. A lot of activities took place at the same time,
with uniformed staff coming or going and often running.’* p171

Patients were generally accepting of a long wait and could
conceptualise that this was the result of higher priority patients
requiring attention prior to them:

‘If other patients need more help, of course, I stand aside. If some-
one has heart trouble, he must be taken care of before me’.?” p25

The relationship between age and satisfaction with waiting is
less clear. Whereas one study reported that long waits were a
particular hardship for the elderly,'® another observed that older
adults were most likely to tolerate waiting without displaying
dissatisfaction.'®*!

Physical and environmental needs

The ED environment was perceived as unfamiliar and uncom-
fortable to patients, and this was often remarked on as being
a negative determinant of experience. Examples of this include
environmental determinants related to noise, lack of privacy
while waiting, not being able to reach the call buzzer, physical
disorientation®® and unfamiliarity with the environment.**Pa-
tients resented the use of physical barriers and glass windows in
reception areas.”

The requirement for EDs to meet basic physical needs was
remarked on by several patients. This included the provision of
comfortable beds' and items such as clothing,"” blankets, toilets,
food and drink.” In particular, nurses who were attentive to a
patient’s basic physical needs were seen as providing a positive
experience.”
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Review

It was observed in at least two papers that older patients
seemed less likely to express dissatisfaction overall, and they
were especially perceptive observers of the physical environ-

1833
ment.

“Well, T expect that (the beds) have to be made a certain way. But
they just are not very comfortable when you have to lay there for
an hour or more”."* p90

DISCUSSION

The identified literature suggests a particular focus on rela-
tional aspects of care offered by ED staff. This is in keeping with
existing findings which suggest that the majority of complaints
are related to communication skills rather than competence®” and
that enhanced technical training may not translate to improved
patient satisfaction.®® Determinants of experience relating to
interpersonal communication are prevalent in this review and
highlight patients’ desire for a kind, empathetic approach from
within the ED. Informative communication relates to the need
for timely and clear information delivery, as well as a preference
for clear verbal communication, especially at times of pain or
distress.

The need for patients to have emotional needs addressed
is emphasised, as is ensuring an adequate environment. The
concept of ‘patient suffering’ within the ED has previously been
defined to include a range of elements such as nausea, vomiting,
dizziness and anxiety.’” This review has identified additional
emotional components of suffering such as fear, uncertainty,
isolation and loneliness. Although measures for pain scoring are
now well developed,* there are no similar measures to monitor
the emotional consequences of being an ED patient. Further
studies could explore whether a more holistic assessment of
‘suffering’ may improve the patient experience.

Empowerment is defined by the WHO as ‘a process through
which patients gain greater control over decisions and actions
affecting their health’*! and is important to patients in the ED.
Within the identified studies, ED care providers frequently

*  Give clear verbal explanations
* Make Eye Contact

* Consider use of touch

*  Showempathy

« Appropriate use of humour

Interpersonal
Communication

Give timely information

Offer regular updates Informational
c -

Discharge information

*  Provide comfortable bedding Comfort
de Dok

d with

physical needs

« Provide access to food and drink
*  Provide access to toilet

Comfort
associated with
waiting

*  Shareinformation about wait times

Acknowledging
Uncertainty

Determinants of
Patient Experience in the
Emergency Department

A ‘needs’ based model
with pragmatic recommendations

Waiting Needs

displayed skill to overcome challenges and deliver a sense of
reassurance and empowerment to patients.

Waiting was most frequently reported as a determinant of expe-
rience and was considered an intrinsic component of ED culture
in several studies. Waiting itself—particularly the uncomfortable
waiting room environment—featured as a negative determinant
of experience, with patients having to ‘endure’ this component
of their stay. However, the provision of information regarding
wait times and the reasons for waiting may ameliorate this expe-
rience. Likewise, simple adaptations to the waiting room—such
as the provision of ample and comfortable seating—is important
to reduce the negative experiences of waiting.

The impact of the physical ED environment and the ability
of the ED to meet patients’ basic physical needs were consid-
ered important. Patients cited the importance of the provision of
food, water, blankets, and comfortable bedding and toilet facil-
ities as important to their experience. The emphasis placed on
waiting by many of the studies identified in this review suggests
that there is great scope to improve this aspect of the ED patient
journey.

A proposed conceptual model for understanding patient
experience in the ED

A conceptual model is defined as a diagram of proposed link-
ages among a set of concepts related to a particular problem.*
Descriptive conceptual models are designed to provide paradig-
matic ways of thinking through phenomena.* In the context of
increasing understanding of a clinical problem, this may increase
the relevance of an otherwise academic synthesis to practising
clinicians and policy-makers. An appealing and user-friendly
descriptive conceptual model of ED patient experience is there-
fore proposed as a result of this synthesis (figure 3). The model
is based around five core patient needs based on the analyt-
ical themes of the synthesis. These are presented in the inner
circle. In the middle circle, associated descriptive subthemes
are presented as determinants of experience. For example, the
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+  Offera diagnosis

«  Share the forward plan

«  Acknowledge the ‘expert patient’

«  Identify negative emotions

ing *+ Clarify
*  Provide a call bell facility

g
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8
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ovide Pair
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..... of
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«  Provide information in waiting room

+  Consider
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Legend

Analytical Theme
Derived from meta-synthesis

Descriptive Sub-Theme
Derived from meta-synthesis

Pragmatic Recommendation
for application to clinical practice

Figure 3  Conceptual model of patient experience in the ED. The inner circle (dark grey boxes) consists of five analytical themes. Linked to each are
the descriptive sub-themes (light grey boxes) with associated pragmatic recommendations for clinical practice (italics). ED, emergency department.
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analytic theme ‘communication needs’ has been constructed
from the subthemes ‘interpersonal communication’ and ‘infor-
mational communication’. In the outer circle of the model, a
range of practical recommendations are presented. These recom-
mendations demonstrate how qualitative themes, derived as a
result of the synthesis, can be translated into suggestions for clin-
ical practice. Each recommendation represents a desirable care
process reported by at least one patient in the literature. The
majority of recommendations—such as offering a warm blanket
or information during waiting—are simple and deliverable with
minimal resource implications.

Further validation of this model is needed. Potential appli-
cations may include training and assessment of healthcare
professionals and informing the design of patient-centred care
processes. The model also provides a basis for future research
aiming to understand and optimise patient experience in the ED.

LIMITATIONS

The lack of a standard taxonomy of keywords for the litera-
ture exploring patient experience means it is possible that some
studies have been missed. Additionally, while effort has been
made to describe some major contributions from identified
studies towards the synthesis and resulting conceptual model,
integrating an expansive body of qualitative literature into a
single review is inherently challenging. Nonetheless, conceptual
saturation had been reached during the review, however, indi-
cating that the unidentified literature is unlikely to substantially
influence findings.

The apparent priority assigned by patients to relational aspects
of experience over technical skills may be as a consequence of
selection bias to the included studies. Intuitively, interview partic-
ipants are likely to have lower acuity problems. It is possible that
those with higher acuity or life-threatening conditions would
place more value on the technical skills and competence of
providers. Indeed, this seems to be partly reflected in the paper
by Cypress.** Future work should seek out this population to
confirm or refute this possibility. It is also possible that inter-
views simply focused on exploring relational aspects of care.
Retrospective interviews are also likely to be subject to recall
bias—patients with little knowledge of medical care may be
more inclined to recall the interpersonal aspects of care afforded
to them.

CONCLUSION

This meta-synthesis identifies a range of factors responsible for
determining patient experience in the ED and confirms that
patient experience is associated with perceptions of care. As
such, we would suggest that the aphorism ‘they (patients and
relatives) do not care how much you know until they know
how much you care’ should be embraced at every stage of the
patient journey by care providers in the ED. With this in mind,
the review offers a framework with pragmatic recommendations
that may be translated to directly enhance ED patient experi-
ence. With further validation, this framework and its sugges-
tions may be harnessed as a tool for engaging practitioners and
organisations in providing better patient experience, potentially
improving clinical outcomes and patient safety.
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