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Abstract

Background In patient-centered healthcare quality improvement, patients are
transformed from recipients of medical services to collaborators, integrating pa-
tients’ experiences and needs throughout the entire medical process into health-
care practice to enhance the effectiveness, efficiency, and quality of healthcare
services. However, how to implement proven effective patient-centered patient
engagement strategies in healthcare quality improvement in the field of chronic
obstructive pulmonary disease (COPD) in China remains to be explored. Ob-
jective To conduct a scoping review of the implementation status of patient
engagement strategies in healthcare quality improvement for COPD patients
domestically and internationally, aiming to provide references for constructing
COPD patient engagement implementation strategies suitable for the Chinese
context. Methods The Joanna Briggs Institute’ s scoping review guidelines were
adopted as the methodological framework. Computerized searches were con-
ducted in PubMed, Embase, Cochrane Library, CNKI, Wanfang Data Knowl-
edge Service Platform, and Chinese Medical Journal Full-Text Database, with
the search period from database inception to November 29, 2022. Thematic
analysis was used to organize the implementation status of COPD patient en-
gagement. Results A total of 37 articles were included. According to engagement
categories, they were divided into three types: direct participation in diagno-
sis and treatment, participation in organizational-level design and management,
and participation in clinical research. According to engagement intensity, they
were divided into three levels: consultation, involvement, and partnership and
leadership. The cross-tabulation of engagement intensity and categories formed
a matrix of 9 engagement behavior types. COPD patient engagement implemen-
tation was mainly reflected in 5 categories and 8 specific behaviors: including
involvement in direct diagnosis and treatment (patients expressing preferences
and wishes for treatment plans); consultation at the organizational management
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level (surveying and understanding patient treatment experiences, organizing pa-
tient discussions on issues of concern to them) and involvement (participating in
the development of healthcare quality improvement tools); and consultation at
the clinical research participation level (listening to patient needs) and involve-
ment (expressing preferences and wishes for intervention measures, participat-
ing in the development of assessment tools, participating in research design and
implementation discussions). Surveying patient treatment experiences (10/37,
27.03%) and collecting patient preferences and wishes regarding research inter-
ventions (10/37, 27.03%) were the two most frequently implemented COPD
patient engagement behaviors. Conclusion There are numerous behavioral mea-
sures for patient engagement in healthcare quality improvement, but few have
been implemented in practice in the COPD field, and patient participation in
the evaluation of improvements in clinical outcomes and quality of life is rarely
seen. How to promote the implementation of COPD patient engagement in
healthcare quality improvement in China and globally remains to be further
explored.
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Abstract

Background: In patient-centered healthcare quality improvement, patients
transform from passive recipients to collaborators in medical services by inte-
grating their experiences and needs throughout the entire healthcare process
into clinical practice, aiming to enhance the effectiveness, efficiency, and qual-
ity of healthcare services. However, how to implement proven patient-centered
strategies for patient involvement in quality improvement within the COPD
field in China remains to be explored.

Objective: This scoping review systematically examines the implementation
status of patient involvement strategies in healthcare quality improvement
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among COPD patients worldwide, aiming to provide references for developing
implementation strategies suitable for the Chinese context.

Methods: Employing the scoping review guidelines of the Joanna Briggs Insti-
tute in Australia as the methodological framework, we systematically searched
PubMed, Embase, Cochrane Library, CNKI, Wanfang Database, and the Chi-
nese Medical Journal Full-Text Database from inception to November 29, 2022.
A thematic analysis was applied to synthesize the implementation status of
patient involvement in COPD.

Results: A total of 37 articles were included. Patient involvement was catego-
rized into three types: direct involvement in clinical care, organizational-level
design and management, and involvement in clinical research. Based on inten-
sity, involvement was classified into three levels: consultation, engagement, and
collaborative leadership, forming a nine-category matrix of involvement behav-
iors. Implementation of COPD patient engagement was primarily reflected in
five categories encompassing eight specific behaviors: (1) direct involvement in
clinical care (patients expressing preferences and wishes regarding treatment
plans); (2) consultation at the organizational management level (surveying pa-
tient treatment experiences and organizing discussions on patient concerns) and
engagement (participating in healthcare quality improvement tool development);
and (3) consultation (listening to patient needs) and engagement (expressing
preferences for interventions, participating in assessment tool development, and
involvement in research design and implementation discussions) in clinical re-
search. Surveying patient treatment experiences (10/37, 27.03%) and collecting
patient preferences and wishes regarding interventions (10/37, 27.03%) were the
two most frequently implemented behaviors.

Conclusion: While numerous measures for patient involvement in healthcare
quality improvement exist, limited practice has been implemented in the COPD
field, with very few studies evaluating the impact of patient involvement on
clinical outcomes and quality of life. How to promote the implementation of
patient involvement in healthcare quality improvement for COPD patients in
China and globally requires further exploration.

Keywords: Chronic obstructive pulmonary disease; Patient involvement; Med-
ical quality; Implementation; Scoping review

Introduction

Chronic obstructive pulmonary disease (COPD) is a common chronic disease
that severely impacts patients’ quality of life and prognosis. The “China Pul-
monary Health Study” reported that the prevalence rate among people over 40
years old in China is as high as 13.7%, with an estimated nearly 100 million pa-
tients nationwide [1]. Although multiple effective treatments and management
methods exist to alleviate COPD progression, problems such as insufficient pa-
tient knowledge about COPD, poor treatment adherence, and suboptimal med-
ication or device usage remain widespread. A potential solution is to further
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implement patient-centered care by designing new roles for patients, transform-
ing them from passive recipients to collaborators in healthcare services. This
involves incorporating patient needs, experiences, and preferences from early
development and evaluation of quality management measures through consulta-
tion, hospitalization, and follow-up, enabling patients to actively participate in
healthcare processes and quality improvement to enhance service effectiveness,
efficiency, and quality. However, the specific strategies and methods for patient
involvement in healthcare quality improvement in the COPD field require fur-
ther systematic examination. Therefore, this study employs the scoping review
guidelines of the Joanna Briggs Institute in Australia [2] as the methodological
framework to systematically review existing key measures and intensity levels
of patient involvement in COPD, analyze current implementation status world-
wide, and provide references for developing implementation strategies suitable
for Chinese COPD patients.

Methods
1.1 Research Question Formulation

Based on the patient involvement framework [3], this study addresses the fol-
lowing questions: (1) What are the practice behaviors of COPD patient in-
volvement in healthcare quality improvement? (2) What methods are used to
collect feedback information from COPD patients regarding healthcare quality
improvement?

1.2 Literature Inclusion and Exclusion Criteria

Inclusion criteria: (1) Studies with the theme of patient involvement; (2)
Study subjects were COPD patients; (3) Literature types included randomized
controlled trials (RCTs), non-randomized controlled trials, cohort studies, cross-
sectional studies, qualitative studies, mixed-methods studies, expert opinions,
case studies, and case series reports.

Exclusion criteria: (1) Duplicate publications; (2) Conference abstracts; (3)
Literature with unavailable full text.

1.3 Search Strategy

We systematically searched PubMed, Embase, Cochrane Library, CNKI, Wan-
fang Database, and the Chinese Medical Journal Full-Text Database. A combi-
nation of subject headings and free-text terms was used, with the search period
from database inception to November 29, 2022.

English search terms included: patient participation, patient preference, pa-
tient need, patient insight, patient perspective, patients’ experience, pulmonary
disease, chronic obstructive.

Chinese search terms included: 1€ (COPD), 1 HEZESMERK (chronic
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obstructive pulmonary disease), COPD, £#&%£5 (patient involvement), MEEH
ity (patient-centered), BEMmIF (patient preference).

The English search strategy for PubMed is shown in . The Chinese search
strategy for CNKI was: SU= “EM" + “@4HEEEMER" + “COPD” AND SU=
‘BESE” + “LUBERNRL + “BERE .

1.4 Literature Screening and Data Extraction

Two researchers independently conducted literature screening and data extrac-
tion. The first step involved reading titles and abstracts to exclude literature
that did not meet inclusion criteria, retaining those that met criteria or were
uncertain. The second step involved full-text reading to exclude ineligible liter-
ature. Disputed literature was discussed with a third researcher. A customized
form was used to extract data including authors, publication year, country of
research institution, patient involvement behaviors, methods for collecting and
analyzing patient involvement data, and other specific study content. The liter-
ature screening process is shown in [Figure 1: see original paper].

1.5 Data Analysis

Based on the patient involvement framework, we analyzed the behaviors of
patient involvement and their depth and intensity in the included literature,
and described the methods used for collecting and analyzing patient involvement
data.

Results

2.1 Literature Screening Process and Basic Characteristics of In-
cluded Studies

A total of 2,331 articles were retrieved. After screening according to inclusion
and exclusion criteria, 37 articles were finally included, comprising 35 English
articles and 2 Chinese articles. The literature screening process is illustrated in
[Figure 1: see original paper].

2.2 Basic Characteristics of Literature on COPD Patient Involvement

We analyzed the included literature by country, year, type of patient involve-
ment, and methods for collecting patient involvement information. In terms
of country distribution, the United Kingdom published the most literature on
COPD patient involvement. Publications on patient involvement have increased
annually in recent years. Regarding the purpose categories of patient involve-
ment, 54.05% of literature used patient involvement to provide feedback for
clinical research, while 45.95% aimed to provide feedback for medical practice.
Among the included literature, 51.35% of studies used interview methods for
data collection. Details are shown in .
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2.3 Implementation of COPD Patient Involvement in Healthcare
Quality Improvement

Using thematic analysis, we further analyzed the included literature and synthe-
sized the implementation behaviors of patient involvement in healthcare quality
improvement, as shown in . Patient involvement categories included: (1) direct
involvement in clinical care processes, (2) organizational-level design and man-
agement, and (3) involvement in research. The intensity of involvement ranged
from consultation, engagement, to deeper collaboration and collaborative lead-
ership.

2.3.1 Patient Involvement in Direct Clinical Care Direct patient in-
volvement in clinical care primarily manifests as actively providing informa-
tion feedback during prevention, diagnosis, and treatment processes, communi-
cating actively with healthcare professionals, and engaging in shared decision-
making. Three included articles (8.11%) [4-6] focused on treatment preferences
and wishes of COPD patients. Among them, Leung et al. [7] conducted a quan-
titative survey analyzing whether patients reported discussing end-of-life plans
with physicians, finding that patients who reported such discussions were more
likely to rate healthcare quality as optimal (OR=2.07, 95%CI: 1.05-4.09) and
were very satisfied with care (OR=1.98, 95%CI: 1.10-3.55). This demonstrates
that patient involvement in clinical discussions helps improve healthcare quality
and satisfaction.

2.3.2 Patient Involvement in Organizational-Level Design and Man-
agement Patient involvement in organizational-level design and management
primarily manifests as surveying patient treatment experiences (10 articles [7-
16], 27.03%) or organizing patient discussions on their concerns (2 articles
[17,18], 5.41%) to integrate patient values, experiences, and preferences into
healthcare institution management. Deeper involvement includes participating
in healthcare quality improvement tool development (2 articles [19,20], 5.41%) or
incorporating patients as hospital management consultants or advisory commit-
tee members to discuss issues directly relevant to patients. The most intensive
involvement at the organizational level would be engaging patients in quality
improvement committees and participating in decisions on health resource allo-
cation, though no such literature was identified.

Van Harlingen et al. [19] incorporated patients in co-designing a communica-
tion toolkit for patients, informal caregivers, and healthcare professionals. The
toolkit development process involved 19 patients, 10 informal caregivers, and 13
healthcare professionals across 8 discussion rounds, resulting in a toolkit contain-
ing communication scenario settings, standardized communication statements,
and corresponding communication aids. The toolkit identified 4 statements
based on different communication scenarios, including 11 design criteria and 10
selection criteria. This study, through patient involvement, provided an effec-
tive and feasible tool for improving patient-provider communication and further
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enhancing healthcare quality and quality of life for COPD patients.

2.3.3 Patient Involvement in Research Patient involvement in research
transforms patients from mere research subjects to research collaborators who
provide feedback at various research stages. This represents a substantial pro-
portion of patient involvement in healthcare quality improvement literature.
Researchers can listen to patient needs to conduct clinical research addressing
patient priorities. During research design and implementation, organizing pa-
tient discussions on study design and implementation processes can improve
feasibility and compliance. Deeper collaboration in clinical research includes in-
volving patients in recommending research funding priorities and participating
in intervention application decisions. In the included literature, patient involve-
ment in research primarily manifested as listening to patient needs (4 articles
[21-24], 10.81%), expressing preferences and wishes for interventions (10 articles
[25-34], 27.03%), participating in assessment tool development (4 articles [35-38],
10.81%), and involvement in research design and implementation discussions (2
articles [39-40], 10.81%).

Caron-Flinterman et al. [39] organized COPD patients to discuss their health
research priorities through 7 focus groups, 1 feedback session, and 1 question-
naire survey. The study found that this consultation process successfully elicited
patient-prioritized research areas, some of which were not currently included in
Dutch research agendas, demonstrating that patient involvement can expand
research priority setting.

Bourne et al. [32] conducted a randomized controlled trial evaluating the feasibil-
ity, acceptability, and clinical effectiveness of providing and supporting COPD
self-management programs in primary care. In this trial, researchers included
intervention group participants in 9 focus group discussions to deeply under-
stand the feasibility and acceptability of the intervention and potential facil-
itators/barriers to implementation in clinical practice. Including patients in
evaluating intervention implementation in clinical trials helps provide patient-
centered reference for clinical decision-making and develop more feasible imple-
mentation strategies.

Discussion

This scoping review examined the current status of patient involvement in
healthcare quality improvement in the COPD field, aiming to develop new
COPD patient management models to improve healthcare quality. Although
patient involvement is a relatively new concept, it has been widely practiced in
the COPD field. Nilsen et al. [41] mentioned in a Cochrane systematic review
that patient involvement may produce interventions that are easier for patients
to understand and implement, helping patients learn COPD-related information
such as treatment explanations, strategies to reduce dyspnea, timing for seeking
help, and decision-making during exacerbations. Acquiring knowledge and skills
forms the basis for patients’ willingness to actively cooperate with treatment.
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COPD patient involvement in healthcare quality improvement can be further
divided into two categories: one directly providing feedback on clinical prac-
tice measures, and the other focusing on patient involvement in COPD-related
clinical research. Based on existing literature, our research team refined and
adapted a practical strategy matrix framework for COPD patient involvement
in healthcare quality improvement. We found that most literature involved
organizing patient discussions on their concerns, with no identified examples
of deep involvement developing into collaborative or leadership relationships.
Although existing practice strategies typically treat patient involvement as a
behavior, patient involvement actually encompasses multiple complex organiza-
tional activities with varying intensity levels, organizational difficulties, resource
requirements, and demonstrated values.

This scoping review found that surveying patient treatment experiences dur-
ing healthcare delivery and collecting patient preferences and wishes regarding
interventions in clinical research are the two most common forms of patient in-
volvement implementation in the COPD field. However, these two forms can
be summarized as collection, analysis, and application of patient needs and
experience data. With the continuous development of patient-centered health-
care service concepts and practices, obtaining patient experiences, insights, and
needs during treatment and effectively integrating them into patient manage-
ment plans has gained increasing attention. GOLD [42] proposes that one fun-
damental principle for selecting appropriate inhaler devices includes assessing
and considering patient acceptability, satisfaction, and preferences. Involving
patients in developing individualized treatment plans can improve adherence
[43], and meeting patient needs is the premise for guiding clinical practice, man-
agement, and research—a practical implementation measure of patient-centered
care that has been actively pursued domestically and internationally.

Limitations and Future Directions: This scoping review primarily exam-
ined patient involvement in healthcare quality improvement from the perspec-
tive of patient participation behaviors. Although shared decision-making is a
direct manifestation of patient involvement in clinical care and has matured with
the development of evidence-based medicine, with existing researchers having
conducted specialized reviews on this topic, this scoping review excluded liter-
ature on shared decision-making in direct clinical processes. Additionally, this
review focused on multifaceted behaviors of COPD patient involvement rather
than specifically evaluating the effectiveness of patient involvement. Conse-
quently, only one quantitative survey study was identified that analyzed the
impact of patient-reported discussions with physicians about end-of-life plans
on patient-reported healthcare quality and satisfaction. Other literature did not
specifically evaluate the effects of patient involvement models, so this scoping
review did not focus on effectiveness evaluation. Future research should further
explore effective and implementable behavioral strategies within the COPD pa-
tient involvement framework to improve clinical outcomes and quality of life for
COPD patients.
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