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Abstract

Background: Patient engagement in care is a priority and a key component of clinical
practice. Different approaches to care have been introduced to foster patient en-
gagement. There is a lack of a recent review on tools for assessing the main concepts
and dimensions related to patient engagement in care.

Objective: Our scoping review sought to map and summarize recently validated
tools for assessing various concepts and dimensions of patient engagement in care.
Search Strategy: A scoping review of recent peer-reviewed articles describing tools
that assess preferences in and experience with patient engagement in care was
conducted in four databases (Ovid Medline, Ovid EMBASE, Cochrane Database of
Systematic Reviews, CINAHL-EBSCO). We adopted a broad definition based on the
main concepts of patient engagement in care: patient-centredness, empowerment,
shared decision-making and partnership in care.

Main Results: Of 2161 articles found, 16, each describing a different tool, were
included and analysed. Shared decision-making and patient-centredness are the two
main concepts evaluated, often simultaneously in most of the tools. Only four scales
measure patient-centredness, empowerment and shared decision-making at the
same time, but no tool measures the core dimensions of partnership in care. Most of
the tools did not include patients in their development or validation or just consulted
them during the validation phase.

Discussion and Conclusion: There is no tool coconstructed with patients from de-
velopment to validation, which can be used to assess the main concepts and
dimensions of patient engagement in care at the same time.

© 2021 The Authors. Health Expectations published by John Wiley & Sons Ltd.
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1 | INTRODUCTION

Patient engagement in health policies, healthcare planning and im-
provement and direct care is recognized as a cornerstone of quality
and safety.! Engaging patients in care has become a priority and a key
component of clinical practice in many countries around the world.?
Evidence suggests that engaging patients can help (re)shape their
care and treatment in ways that fit their needs and preferences, ul-
timately resulting in improved outcomes.> ® Over the last few dec-
ades, various approaches to care have been introduced in clinical
practice to foster the integration of patient engagement into the
delivery of healthcare.

In the 1990s, the patient-centred care approach gradually re-
placed the medical paternalism that has dominated healthcare for
decades.” The patient-centred care model involves integrating pa-
tients' needs and preferences into the delivery of care, ‘moving away
from a logic of “care to patients” towards one of “care for patients”.”
Patient-centred care is based on a patient-oriented perspective of care
that includes what patients consider important for their life project.”

In the last two decades, collaborative approaches have emerged,
moving towards a logic of ‘care with patients’. For example, shared
decision-making encourages patients to take part in decisions on
their care,®? while self-management or patient education approaches
seek to strengthen patients' knowledge and skills to better empower
them in their care process.'®'! More recently, the ‘partnership in
care’ approach has considered patients as full-fledged members of
healthcare teams.? This new model builds on aspects of each care
approach, including the integration of patient needs and preferences
into care delivery, the participation of patients in care decisions, the
coconstruction of a care plan with them and the development of
patients' capacities to manage their own care.® A previous empirical
study on patient partnership from the patients-as-partners perspec-
tive was able to define partnership in care as the proactive efforts by
patients to fill the gap between their preferences or expectations in
the care relationship and what they experience during a consultation
with a healthcare professional (HCP).*?

All these approaches to care are part of a continuum of en-
gagement, from consultation to partnership in care, that reflects the
increasingly important role played by patients in their own care.”

As patient engagement in care has become a clinical standard in

healthcare settings, a growing number of scales have been developed in

Patient and Public Contribution: This manuscript was prepared with a patient expert
who is one of the authors. Vincent Dumez, who is a patient expert and codirector of
the Center of Excellence on Partnership with Patients and the Public, has con-

tributed to the preparation of the manuscript.

clinical care, healthcare professionals, patient engagement, patients, scoping review, validated

recent decades for effective quality improvement. Previous reviews have
identified, synthesized and appraised the tools used to assess some di-
mensions of care/approaches to care. A recent systematic review by
Philipps et al."* focuses on studies published between 2005 and 2014
that described tools for assessing patient participation in health-
care. Their review only includes tools that measure approaches related to
self-management and decision-making, without including tools that as-
sess patient-centred care. Conversely, a review by Ree et al.»> synthe-
tizes information on patient-centred care tools, with a special focus on
how patients are involved in the care. Lastly, a review by Jerofke-Owen

etal’®

identifies and appraises tools that measure self-reported patients'
preferences in engagement, without considering tools that assess patient
experience in engagement or HCPs' preferences in and experience with
engaging patients. However, as patient engagement is part of the care
relationship between patients and HCPs, it is important to identify the
various tools used to assess both patients' and HCPs' preferences and
experience in this area. In addition, the literature lacks a broad review of
the recently validated scales used to assess the central dimensions on
which the different approaches to care (from consultation to partnership
in care) are based and that coexist in clinical practices.

The objective of this scoping review was therefore to map and
summarize recently validated tools that assess patient engagement in
care. To this end, several specific objectives were pursued: (1) to
identify tools used to assess both patients' and HCPs' preferences in
and/or experiences with patient engagement in care; (2) to sum-
marize the evidence on recently validated tools that assess various
concepts and dimensions of patient engagement in care; and (3) to
report on various characteristics of scale development and validation
(patient involvement, reliability of the scales).

2 | METHODS

2.1 | Conceptual framework

In this review, we adopted a broad definition of patient engagement in
care that reflects the continuum of such engagement and the coexistence
of different approaches to enhancing it. The definitions proposed here are
based on Castro et al.'s'” conceptual analysis of the main concepts re-
lated to patient engagement in care: patient-centred care, empowerment

and shared decision-making. These concepts refer to different
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approaches to patient engagement in care, and together, they form the
higher concept of partnership in care. According to Pomey et al.,*® the
concept of partnership in care is an approach that considers the patient as
‘a caregiver of herself and, as such, a genuine member of the treatment
team, endowed with competencies and limitations just like any other
member of the team’. We believe that the concept of partnership can be
summarized by all the dimensions on which each approach to care is
based,” including individualized care, empathy, interpersonal trust, com-
munication, experiential knowledge and self-care. A summary of these
concepts' definitions and dimensions is presented in Table 1.

We used the continuum of patient involvement in research®® to
identify the level of patient involvement in tool development and
validation. We considered three levels of involvement: (1) consulta-
tion of patients, which refers to asking for patients' input during the
validation of the tool; (2) collaboration with patients, which corre-
sponds to involving them in the selection and wording of items; and
(3) partnership, which refers to coconstructing the tool with patients,

from its development to its validation.

2.2 | Review approach

We conducted a scoping review to map recent evidence on validated
scales for assessing patient engagement in care.'” We chose to conduct
a narrative synthesis of the literature to describe the major character-
istics of the tools, including the measurement objective, the concepts
and dimensions assessed, the clinical context of utilisation and the de-
velopment and validation characteristics of the tools. We followed the
PRISMA extension for scoping reviews to apply a systematic approach

when conducting the review and reporting the results.”°

2.3 | Searches and screening

We searched for articles published between 2014 and 2021 in four
major health and social science databases: Ovid MEDLINE, Ovid

EMBASE, the Cochrane database of systematic reviews and EBSCO-
CINAHL. We decided to search for articles published starting from

|14

2014 since a previous systematic review by Philipps et al.”™ searched

for articles published from 2005 to 2013 that described tools for

1.** adopted a

measuring patient participation in care. As Philips et a
rather broad definition of patient engagement in care (shared
decision-making, self-care and patients having self-knowledge), we
wanted to ensure that our review would not duplicate any previous
reviews on this topic. The initial search was conducted on 19 Jan-
uary 2021. The search terms used are presented in Table 2. These
correspond to the six major concepts searched for, related to patient,
engagement, assessment, scale, clinical care and validation. Our
search strategy was limited to published and peer-reviewed literature
and we did not conduct any searches in the grey literature. The
search strategies developed for Ovid MEDLINE are available in File
S1. The search strategies developed for the three other databases are
available upon request. Two reviewers (N. C. and J. P.) independently
screened articles based on their titles and abstracts. A pilot round
was conducted with 50 references to verify the authors' (N. C. and J.
P.) agreement on the inclusion and exclusion criteria before per-

forming a full screening of the rest of the articles.

2.4 | Inclusion and exclusion criteria

We included both original and review articles describing the devel-
opment and validation of scales assessing patient engagement in
adult inpatient or outpatient care. The inclusion and exclusion criteria
are detailed in Table 3.

2.5 | Extraction methods

Data from the included articles were charted on an extraction grid
(File S2) according to the following categories: (1) the general pre-
sentation of the scales (e.g., first author, year of publication, title of

TABLE 1 Definitions of the main concepts related to patient engagement in care, adapted from Castro et al.>’
Partnership in care main dimensions: Individualized care, empathy, interpersonal trust, communication, experiential knowledge and
self-care’
Concept Patient centredness Shared decision-making Empowerment
Definition ‘Biopsychosocial approach and attitude that  ‘Patient's rights and opportunities to ‘Process that enables patients to exert

aims to deliver care that is respectful and
individualized. It implies the individual
participation of the patient and is built on
a relationship of mutual trust, sensitivity,
empathy and shared knowledge'’

Main dimensions - Person-centred care/climate
- Individualized care (considering needs,
values and preferences)
- Empathy
- Therapeutic alliance
- Interpersonal trust

influence and engage in the decision-
making about his care through a
dialogue attuned to his preferences,
potential and a combination of his
experiential and the professional's
expert knowledge

- Shared decision-making
- Patient-provider communication
- Experiential knowledge

more influence over their individual
health by increasing their capacities
to gain more control over issues
they themselves define as

important’®’
)17

- Self-care/self-management
- Patient education

- Patient enablement

- Patient activation

- Experiential knowledge



CLAVEL ET AL

TABLE 2 Search terms

Patient Engagement Assessment

Patient Engagement Assessment

User Involvement Measurement

Client Participation Evaluation

Centred care

Shared decision-making
Empowerment
Self-management
Patient education
Partnership

Activation

Enablement

TABLE 3 Inclusion and exclusion criteria

Inclusion criteria

Original or review articles describing the development and validation
of scales assessing patient engagement in care

Studies describing tools used in adult inpatient or outpatient care
(all clinical settings)

Studies published between 2014 and 2021

the article and journal of publication), (2) the specific characteristics
of the scales (e.g., name of the scale; measurement objective; pa-
tients', family members' or health professionals' perspective; pre-
ferences in or experience with patient engagement; context of
utilisation; number of items; and scale measurement) and (3) the
methodological aspects of tool development and validation (e.g., level
of patient involvement in tool development or validation and relia-
bility of the scale).

Furthermore, the extraction grid included Castro et al.'s’” three
main concepts related to patient engagement in care: (1) patient-
centred care, (2) empowerment and (3) shared decision-making. One
author (J. P.) classified each tool's main factors/dimensions or items
according to the corresponding concepts, and a second author (N. C.)

reviewed each component attribution.

3 | RESULTS
3.1 | Search results

Our initial search yielded a total of 2161 articles. After removing
duplicates, a total of 2002 articles were screened. This process

WILEY—*Z

Scale Clinical Validation
Scale Clinical care Validation
Tool Care Psychometry
Survey Clinical level Reliability
Questionnaire Validity

Factor analysis

Exclusion criteria

Published in a language other than English or French

Studies describing tools developed to be used with specific
chronic or acute disease patients

Studies describing tools used in paediatric care with children or
adolescents

The reviewers could not access the full text (the authors were
contacted, but did not respond)

resulted in a total of 71 full-text articles to be assessed for eligibility.
One of them, a review of surveys for measuring patient-centred care
in the hospital setting,”" included two tools published after 2014: the
Family Inventory of Needs’’ and the Person-Centred Climate
Questionnaire-Family Version (PCQ-F).>*> Consequently, we have
added the two articles corresponding to the development and vali-
dation of these tools to assess them against our full eligibility criteria.
Following reviews of 73 full-text articles, 16 articles fulfilled the in-

clusion criteria. The PRISMA flow diagram is shown in Figure 1.

3.2 | Study characteristics

We identified a total of 16 articles, representing 16 different tools,
based on the eligibility criteria for assessing patient engagement in
care. All the findings are presented in Tables 4 and 5. The data ex-
traction table containing all the information that we extracted from
the tools can also be accessed from File S2. The included studies
were published between 2015 and 2020, and all use a quantitative
design based on psychometric data analysis to describe the devel-
opment and validation of tools assessing patient engagement in care.
The studies were from eight different countries around the world: the
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FIGURE 1 Flowchart of the study selection process

United States (n=5), China (n=2), Denmark (n=2), Italy (n=2), 3.3 | Perspectives on patient engagement as
Sweden (n=2), Belgium (n=1), the Netherlands (n=1) and Taiwan measured by the tools

(n=1). The included studies were published in 12 different journals,

some of which were represented more than once: the Journal of
Advanced Nursing (n = 2), the Journal of Nursing Care Quality (n = 2),
the Journal of Nursing Management (n=2) and Patient Education &
Counseling (n = 2). The scales contain between 9 and 55 items, most
of which are rated on a five-point Likert scale (56%, n=9).

Nearly all tools measure experience in patient engagement (88%,
n=14), most of which comes from the patients' perspective (56%,
n=9).247273133-36 Tools that inquire about health professionals'
perspectives are also mostly based on their own experience in en-
gaging patients (25%, n=4),>2732%8 put one tool, PaCT-HCW,*?
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TABLE 4 Tools included in the scoping review assessing the concepts and dimensions related to patient engagement in care (2014-2021)

Perspective and preferences in

Author and year of publication
Name of the scale

Berg et al. (2020)%*

Patient Participation Questionnaire

Casu et al. (2019)*°

Patient-Professional Interaction
Questionnaire

Cramm and Nieboer (2018)%¢

36-Item patient-centred primary
care instrument

Fridberg et al. (2020)*”

Generic Person-Centred Care
Questionnaire

Greene et al. (2017)°

No name

Gremigni et al. (2016)*7

Provider-Patient Relationship
Questionnaire

Huang et al. (2018)%°

Five-Dimension Patient-Centred
Innovation Questionnaire

Jerofke and Weiss (2016)°*

Patient Perceptions of Patient-
Empowering Nurse Behaviours
Scale

Lindhal et al. (2015)%°

Person-Centred Climate
Questionnaire-Family Version

Malfait et al. (2016)**

Patient Participation Culture Tool
for Healthcare Workers

Riegel et al. (2018)**

Self-care of chronic illness
inventory (SC-CII or Sky)

Stichler and Pelletier (2020)**

Patient Empowerment,
Engagement, and Activation
Survey

Wang et al. (2019)*°

Inpatients' Involvement in
Medication Safety Scale

Wu et al. (2020)*°

Patient Engagement in Health Care

Questionnaire

or experience with care
measured

Patients' perspective,
experience of engagement

Patients' perspective,
experience of engagement

Patients' perspective,
experience of engagement

Patients' perspective,
Experience of engagement

Health professionals'
perspective, experience of
engagement

Health professionals'
perspective, experience of
engagement

Health professionals'
perspective, experience of
engagement

Patients' perspective,
experience of engagement

Family members' perspective,
experience of engagement

Health professionals'
perspective, both
experience and preferences
for engagement

Patients' perspective,
experience of engagement

Patients' perspective,
experience of engagement

Patients' perspective,
experience of engagement

Patients' perspective,
experience of engagement

Patient involvement
in tool development

No

Not reported

Yes

No

Not reported

Not reported

Yes

No

No

Patient involvement
in tool validation

Yes

Not reported

Yes

Not reported

Yes

Not reported

Yes

No

Yes

Concepts assessed

Patient-centredness,
shared decision-making

Patient-centredness,

shared decision-making

Patient-centredness,
shared decision-making

Patient-centredness,
shared decision-
making, empowerment

Patient-centredness,
empowerment

Patient-centredness,
shared decision-making

Patient-centredness,
shared decision-
making, empowerment

Patient-centredness,
shared decision-making

Patient-centredness

Shared decision-making

Empowerment

Shared decision-making,
empowerment

Shared decision-making,
empowerment

Patient-centredness,
shared decision-
making, empowerment

(Continues)
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TABLE 4 (Continued)

Perspective and preferences in
or experience with care
measured

Author and year of publication
Name of the scale

Yen et al. (2020)°” Patients and family members'
perspective, preferences for

WeCares
engagement

Zachariae et al. (2015)°® Health professionals'
perspective, experience of

Student and physician self-efficacy engagement

in patient-centredness

evaluates both preferences in and experience with patient engage-

ment. Finally, two tools assess how family members perceived en-

|23

gagement in care: the PCQ-F too measures their experience with

|37

engagement and the WeCares tool”’ evaluates their preferences.

34 |
tools

Concepts and dimensions assessed with the

We categorized the dimensions assessed in each tool into the main
concepts of engagement, which include patient centredness, em-
powerment and shared decision-making. The results reveal that the
two main concepts evaluated in the included scales are shared

n= 13)24727.29.30,92,34738

decision-making (81%, and patient centred-

ness (75%, n = 12),2°73135738 \while empowerment is present in 50%

(n=8) of the included tools.?”:28:30:33-37

Nine tools evaluate two concepts simultaneously.?4 26:2829:31.34.35,38
Of these, six evaluate (37%) both patient-centredness and shared
decision-making. These tools, including the Patient-Professional Interac-
tion Questionnaire,”” the Provider-Patient Relationship Questionnaire,”
the Patient Participation Questionnaire,”* the Patient-Centred Primary
Care instrument,”® the Patient Perceptions of Patient-Empowering Nurse
Behaviours Scale® and the Student and physician self-efficacy in patient-
centeredness,*® assess common dimensions of patient-centredness (em-
pathy/human approach, individualized care/patients' preferences, trust
and information exchange) and shared decision-making (patient involve-
ment in care decisions, patients encouraged to ask questions and effec-
tive communication). Three of these tools measure the patient experience
of engagement from the patient's perspective’* 2 and two from the
HCP's point of view.>”® Four tools have been developed to be used in

inpatient care, 2252738

while one has been validated in primary care
settings.”® The three main concepts of patient engagement in care are
evaluated in four of the scales (25%): the Generic Person-Centred Care
Questionnaire,”” the Five-Dimension Patient-Centred Innovation Ques-
tionnaire,° the Patient Engagement in Health Care Questionnaire®® and
the WeCares survey.”” Three of them measure the patient experience
of engagement,”’°°° three assess the patient and/or the family

273657 and one evaluates the point of view of the HCPs.*°

30,36,37

perspective

Three tools have been validated in inpatient care settings and one

Patient involvement
in tool development

Yes

Patient involvement
in tool validation

Concepts assessed

No Patient-centredness,
shared decision-
making, empowerment

No Patient-centredness,

shared decision-making

is a generic tool that can be used in both inpatient and outpatient care.?”
Finally, three scales (18%) only evaluate a single concept.?>%%%3
Figure 2 shows the number of tools assessing one or several

concepts of patient engagement in care.

3.5 | Involvement of patients in tool development
or validation

A total of eight tools (50%) did not include patients in their devel-
opment or validation or did not report having involved patients, and
eight were partly developed with patients. For five of them (31%), the
involvement of patients consisted mostly of consulting them to
validate the tool, including with respect to face or content
validity.?*?7:3132:3% Three tools (19%) were developed in collabora-
tion with patients for item development through focus groups or in-
depth interviews or by including patients in expert panels.?¢%%37
Nevertheless, none of the tools were coconstructed in partnership
with patients from item development to the validation phase.

Table 4 presents details on perspectives on patient engagement
as measured by the tools, the concepts and dimensions assessed and
patient involvement in tool development and validation.

3.6 | Context of utilisation of the tools

Most of the tools (75%, n=12) have been validated in inpatient

28-25.29-3234-38 \yhile a few (13%, n = 2) were developed for use in

care,
outpatient care.”>?® Only two tools have been validated in both inpatient
and outpatient clinical settings.””>> Figure 2 shows information on the

context of utilisation of the tools included in our scoping review.

3.7 |
tools

Psychometric properties of the validated

Lastly, in terms of psychometric properties, the reported reliability
indices of the tools (Cronbach's a, the reliability index for multi-

dimensional scales and the person separation index) were between
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(Continued)

TABLE 5

Index of reliability

Number of items Scale measurement

Context of utilisation

Journal

Authors, year and name of the scale

=.88

Cronbach's a

5-Point Likert-like

21 Items

Acute care and specialty hospitals

Journal of Nursing Care

Stichler et al. (2020)**

response set

(behavioural health and women and

Quality
newborns)

Patient Empowerment, Engagement, and

Activation Survey

CLAVEL ET AL

916

Not reported (only for Cronbach's a

23 Items

Inpatients from a tertiary hospital—

Journal of Nursing

Wang et al. (2019)*°

content validity: Likert

clinical nursing

Management

Inpatients' Involvement in Medication

5-grade score)

Safety Scale

.928

5-Point Likert scale Cronbach's a

33 Items

General hospitals

Journal of Nursing Care

Wu et al. (2020)%¢

Quality

Patient Engagement in Health Care

Questionnaire

4-Point Likert scale and 5-  Cronbach a for each

13 Items

Intensive care units

Joint Commission Journal on

Yen et al. (2020)*”

subscale =.7116-.866

point Likert scale

Quality & Patient Safety

WecCares

.92 and .94 for medical

5-Point Likert scale Cronbach's a

Medical school and hospitals 27 ltems

BMC Medical Education

Zachariae et al. (2015)%°

students (different sample); .95

for physicians

Student and physician self-efficacy in

patient-centredness

Empowerment
n=1
n=1 n=2
n=4
Patient- Shared Decision-
Centeredness n=6 Making
n=1 n=1

FIGURE 2 Venn diagram presenting the number of tools
assessing one or several concepts of patient engagement in care

0.71 and 0.98. Based on these coefficients, we consider the reliability
of the tools to be moderate to excellent.™

Table 5 presents information on various characteristics of the
tools, including the context of their use, the number of items, the
measurement scale and psychometric properties (index of reliability).

4 | DISCUSSION

To the best of our knowledge, this is the first systematic scoping review
to have identified and summarized recently validated tools assessing
various concepts and dimensions of patient engagement in care from
both the patients' and HCPs' perspectives. Unlike the systematic review
by Jerofke and Weiss,>* which identified instruments measuring patient
preferences regarding engagement in healthcare, our broad review in-
cluded scales that assessed preferences in or experience with patient
engagement from the patients' and HCPs' perspectives.

This scoping review identified and summarized 16 studies that
reported on the development and validation of 16 tools assessing
patient engagement in care. Nearly all of these tools measure ex-
perience with patient engagement and a few measure preferences
in patient engagement or both preferences in and experience with
engagement simultaneously. The results also show that most of
the tools were validated in inpatient care settings and did not
involve patients in their development or only consulted them
during the validation phase. We identified four important findings
concerning the development and validation of the tools included in
our scoping review. First, a few tools simultaneously measure
some dimensions related to all of the concepts of patient
engagement. Second, tools that assess preferences regarding
patient engagement in care are relatively scarce. Third, our scoping
review has also shown that no tool has been developed in
coconstruction with patients, from development to validation.
Lastly, very few of the tools were generic, meaning that they could

be used in various contexts of care.
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41 | Dimensions measured in tools assessing
patient engagement in care

Most of the tools assess dimensions related to one or two concepts of
patient engagement (patient centredness or empowerment or shared
decision-making), and only a few tools simultaneously measure some
dimensions related to all of the concepts of patient engage-
ment.2”*3¢37 Furthermore, we found that no tool simultaneously
assesses the core dimensions of the partnership in care presented in
our conceptual framework (individualized care, empathy, interpersonal
trust, communication, experiential knowledge and self-care).”

Tools assessing preferences regarding patient engagement in care
are relatively scarce. Two out of 16 scales only or partly measured
preferences in engagement: One from the HCPs' point of view and the
other from both the patients' and family members' perspective. Only
one tool, PaCT-HCW,>? evaluates both preferences in and experience
with patient engagement, but only from the HCPs' point of view. The
assessment of patient engagement in care should consider both pre-
ferences in and experience with such engagement. From our previous
empirical work, which consisted of understanding how patients per-
ceived the partnership in care, we have shown that partnership can be
understood as the fit between patients' preferences or expectations
for engagement in their care and their experience with such engage-
ment with their HCP.'? Consequently, measurement of partnership in
care could be achieved using a tool capable of assessing the con-
gruence between patients' needs or preferences in their relationship

with their HCPs and their perceptions of those interactions.

4.2 | Context of tool development, validation and
utilization

Our scoping review has also shown that no tool has been developed in
coconstruction with patients, from development to validation. For only
three tools, patients collaborated in the tool's development, in terms of
item selection, through expert panels or focus groups or through in-depth
interviews. There is a consensus that patients should be more actively
involved in research to ensure that studies focus on issues that are re-
levant to them.>”“° It seems particularly important to co-construct tools
with patients when the tools are designed for them. Furthermore, de-
veloping a tool to assess patient engagement in care requires a bottom-up
or coconstruction approach with patients and HCPs*! to identify im-
portant dimensions of patient engagement based on the patients' con-
ceptions of being engaged in care and the HCPs' perspectives of engaging
patients.

Lastly, very few of the tools were generic. Most of the tools were
validated in specific hospital settings, and only two tools were validated in
both inpatient and outpatient settings. As most of the tools were not
generic, they cannot be used in various contexts of care, in inpatient or
outpatient clinical settings, or with patients who have various chronic or
acute diseases. As patient engagement in care has become a clinical
standard in healthcare settings, it would be important to develop a gen-

eric tool that can be used to measure patient engagement in various

WILEY—L 2%

clinical contexts. This could help monitor the situation and improve
patient-HCP relationships, which is one of the core dimensions of
quality.*?

4.3 | Strengths and limitations

The main strengths of this scoping review are its broad search
strategy, which was based on a broad conceptual framework. This
allowed us to include various tools assessing the various concepts
related to patient engagement in care, and their identification of the
levels of patient involvement in tool development and validation. We
also used systematic methods to conduct our scoping review, as two
reviewers independently screened articles and extracted data,*® and
we complied with the PRISMA extension for scoping reviews.?®
Lastly, we mapped our findings with the broad conceptual framework
used to develop our search strategies.

There are two main limitations to our scoping review that may have
limited our ability to identify all the relevant tools. First, we only searched
for articles published in English or French, which could have led to missing
publications in other languages. However, this bias appears to be limited
since there is no evidence of systematic bias from using only English-
language articles in systematic reviews.** Second, we decided to limit our
search to articles published starting from 2014 because a previous sys-
tematic review by Phillips et al.»* covered articles published from 2003 to
2014 on tools for measuring patient participation in care. Philipps et al.'s'*
conceptual framework on patient engagement was not strictly identical to
the one that we adopted for our scoping review. However, in their sys-

tematic review, Phillips et al.**

included two of the three main concepts of
patient engagement (shared decision-making and self-care) that we in-
cluded in our own conceptual framework. For this reason, we may have
missed some relevant tools measuring patient-centred care by applying

this limit.

4.4 Conclusion and implications for clinical
practice and research

A growing number of tools have been developed and validated in
recent years for assessing patient engagement in care. This scoping
review offers a broad identification and description of various tools
assessing central concepts in the various approaches to care (patient
centredness, empowerment and shared decision-making) that coexist
in clinical practices and settings. No tool offers an exhaustive as-
sessment of the various concepts and dimensions related to both
preferences in and experience with engagement in care. However,
four tools stand out because they measure the three major concepts
of patient engagement in care (patient centredness, empowerment
and shared decision-making).27'30'36'37 Three of them, and the most
recently developed, have involved patients in their tool development
or validation.?”*>*” Involving patients in the development and vali-
dation of tools that assess the quality of care can contribute to un-
covering complementary aspects of quality that are not necessarily
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considered as important by researchers or HCPs. Engaging patients in
healthcare research is largely encouraged as it adds value, quality and
appropriateness to the research process and outputs.*® This practice
is even more essential when developing a tool that specifically seeks
to measure the key dimensions of patient engagement in care. Lastly,
the tools that were found in this scoping review only assess pre-
ferences in or experience with engagement in care. Nevertheless,
measurement of engagement should focus on both patients' pre-
ferences in and experience with engagement as a means to appro-
priately identify the gap between their expectations and experience
with their HCPs. A tool measuring this gap in patient engagement
could help HCPs to improve the way they interact with patients
during consultations, thus improving the quality of care.

The partnership in care approach, which builds on and
integrates various approaches to care and dimensions of patient
engagement, has started to be applied in clinical practices and
different clinical settings. We therefore argue that there is a need
for an exhaustive tool that (1) assesses the core dimensions of the
partnership in care, (2) measures both preferences in and experi-
ences with engagement, (3) evaluates patients', family members'
and HCPs' perspectives to improve partnership practices between
patients and their HCPs and (4) has been developed in partnership
with patients.
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