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	Table 1 Summary of Included Studies 

	Authors
	Year
	Country 
	Study Type
	Domain of Health System
	Disease/Condition
	Age
	Purpose/Objectives

	Abbass-Dick
	2018
	Canada
	Empirical 
	Health Technology Assessment 
	Breastfeeding
	Adult
	The objective of this participatory design study was to work in partnership with Indigenous communities to create an eHealth breastfeeding resource for Indigenous families. 

	Abelson
	2016
	Canada
	Non-Empirical 
	Health Technology Assessment 
	N/A
	N/A 
	The aim of this study was to describe the development and outputs of a comprehensive framework for involving the public and patients in a government agency’s HTA process.

	Abelson
	2018
	Canada
	Non-Empirical 
	Health Technology Assessment 
	Oncology 
	Adult
	Commentary on an article discussing patient engagement in HTA. 

	Abelson
	2007
	Canada
	Non-Empirical 
	Health Technology Assessment 
	N/A
	Adult
	The purpose of this paper is to offer a framework of public involvement in technology assessment and health policy.

	Abma 
	2005
	Netherlands
	Empirical 
	Health Research
	Spinal Cord Injury
	Adult
	In this article, the author argues that a responsive-constructivist approach to evaluation fits with the aims and features of patient participation. A case study example is used. 

	Abma 
	2006
	Netherlands
	Empirical 
	Health Research
	Spinal Cord Injury
	Adult
	The purpose of this article is to investigate the feasibility of a participatory methodology to deal with these communication problems to give patients “a say” in health research. More specifically, this article deals with the participation of patients in the agenda-setting process of health research.

	Abma 
	2009
	Netherlands
	Empirical 
	Health Research
	Kidney Disease; Intellectual disability 
	Adolescent 
	The purpose of this article is to present two case studies of patient partnership projects; providing a "detailed portrayal of the dynamics within mixed research teams and the presentation of a responsive methodology to handle these dynamics." 

	Abrams
	2021
	Multiple Countries 
	Review 
	Multiple 
	N/A
	N/A
	The purpose of this review was to 1) describe the ways in which contributors have been involved in realist reviews, with a particular focus on PPI and 2) document how involvement has been reported.

	Absolom
	2015
	United Kingdom
	Empirical 
	Health Research
	Cancer 
	Adult
	The purpose of this article was to describe the development, projects and impacts of a patient Research Advisory Group. 

	Acri
	2014
	United States of America
	Empirical 
	Health Planning/Service Design/QI
	Maternal Depression
	Adult
	The purpose of this paper is to present a feasibility study that describes the development of this intervention in active partnership with family peer advocates, with an emphasis on adapting clinical tools for use by a peer workforce.

	Adams
	2013
	United States of America
	Empirical 
	Education (Health Professions)
	Child Loss/Bereavement 
	Adult
	The purpose of this qualitative research was to study motivations,
expectations, challenges, benefits, and meaning making for bereaved parents involved in pediatric palliative care education of health care professionals and to learn about the challenges and possible benefits for the health care professionals.

	Addario 
	2019
	United States of America
	Review 
	Health Research
	Cancer 
	N/A 
	To show how the integration of the patient and/or patient advocate at all stages of PRO development can help to realize the full potential of PROs.

	Adler
	2017
	United States of America
	Non-Empirical 
	Health Policy/Governance 
	N/A
	Adult
	In this article, I examine how African American soldiers and veterans experienced and shaped federally sponsored health care during and after World War I.

	Aggarwal 
	2011
	United States of America
	Empirical 
	Health Planning/Service Design/QI
	N/A
	Pediatric 
	Report of the efforts of the staff of a pediatric hospital in establishing patient-centered care. 

	Aguiar
	2020
	Canada
	Empirical 
	Health Research
	Scleroderma
	Adult
	Using a case study of preferences for stem cell transplant in scleroderma, we report on patient-oriented research approach to developing a discrete choice experiment.

	AHC Media
	2018
	United States of America
	Non-Empirical 
	Health Planning/Service Design/QI
	N/A
	Adult
	The purpose of this brief report is to provide anecdotal advice on establishing a hospital-based patient and family advisory council.

	AHC Media
	2019
	United States of America
	Non-Empirical 
	Health Planning/Service Design/QI
	N/A
	Adult
	The purpose of this brief report is provide suggestions on how to maintain a hospital-based patient and family advisory council. 

	Al Hamarneh
	2020
	Canada
	Non-Empirical 
	Health Research
	N/A
	Adult
	Aims to improve the reach of novel/new therapeutic and
diagnostic techniques to patients and assists in delivering high quality
cost-effective care.

	Alderson 
	2019
	United Kingdom
	Empirical 
	Health Research
	Marginalized children and youth
	Adolescent 
	This paper reports on experiences and reflections of a group of children and young people and academic researchers who developed a Patient and Public Involvement (PPI) group that was set up in the context of an ongoing health service intervention trial with looked after children and care leavers (LAC).

	Alidina
	2021
	United States of America
	Empirical 
	Health Planning/Service Design/QI
	N/A
	Adult
	This study focused on identifying lessons for optimizing patient partnerships, wherein engagement is characterized by shared decision-making and practice improvement codesign.

	Allarakhia
	2015
	Canada
	Non-Empirical 
	Other 
	N/A
	Adult
	This paper argues that patient engagement should occur further upstream during the drug discovery process. It posits that a continuum "lead" patient engagement should be employed that focuses on drug discovery processes ranging from participative, informative to collaborative engement. This article looks at a variety of open innovation models that are currently employed across this engagement spectrum. 

	Amann
	2018
	Switzerland
	Empirical 
	Health Planning/Service Design/QI
	Spinal Cord Injury
	Adult
	The overall objective of this study was thus to explore healthcare professionals’ accounts of and experiences with patient participation, focusing particularly on aspects related to patients’ contributions to the planning and design of healthcare services and products. More specifically, it aimed to determine (1) how healthcare professionals experience patient participation, (2) what factors, in their view, may inhibit or promote it; and (3) through what channels they think it can take place.

	Ambrosini 
	2019
	Multiple Countries 
	Empirical 
	Health Research
	Neuromuscular Disease
	Adult
	This paper reports the outcome of  a special workshop to investigate the position of the neuromuscular patient community with respect to healthcare and medical research to identify and address gaps and bottlenecks and the specific suggestions derived from the analysis of the first set of topics, related to quality of life.

	Amirav 
	2017
	Canada
	Empirical 
	Health Research
	Asthma 
	Pediatric 
	This paper reports on parent engagement in an EMR letters study - where the study processes and survey tool were informed by an advisory panel of parents with children with asthma. Although in this article we briefly outline the process of the EMR Letters Study, our main goal is to document 1 parent’s compelling, personal, and initial impression about engaging in this study as a member of the panel.

	Anderson
	2019a
	United Kingdom
	Empirical 
	Education (Health Professions)
	Disability (Various) 
	Multiple
	We explored the views of students, patients, and teachers on progressing service users from telling their stories on to a leadership teaching role. We wanted to understand if patients and carers could lead the teaching by taking responsibility for pre-classroom preparation and for the teaching process of shaping student understandings thus moving beyond sharing experiences.

	Anderson
	2021
	Canada
	Empirical 
	Health Planning/Service Design/QI
	N/A
	Adult
	The objective was to explore approaches and strategies used to engage patients in hospitals recognized for PE capacity including infrastructure and activities.

	Anderson 
	2019b
	United States of America
	Non-Empirical 
	Health Research
	N/A
	Adult
	Based on experience conducting >50 patient advisory boards (PABs) during the past several years, the authors provide insights into how to best plan and execute PABs and their value in informing improvement in patient engagement.

	Anderson 
	2018
	United States of America
	Non-Empirical 
	Health Research
	N/A
	Adult
	Based on experience conducting >50 patient advisory boards (PABs) during the past several years, the authors provide insights into how to best plan and execute PABs and their value in informing improvement in patient engagement.

	Anderson 
	2015
	United States of America
	Non-Empirical 
	Health Research
	N/A
	Adult
	We explore the early foundations of patient engagement, where it occurs in the drug-development pipeline, the power of recent policy initiatives, and prospects for success in improving health outcomes.

	Andersson 
	2012
	Sweden
	Empirical 
	Health Planning/Service Design/QI
	N/A
	Adult
	The aim of this study was to investigate managers’ opinions of how to take advantage of patients as resources in quality improvement work in the Swedish healthcare sector.

	Anderst
	2020
	Multiple Countries 
	Review 
	Multiple 
	N/A
	Adult
	The aim of this narrative review was to draw together the available research, review findings and relevant
governance-related material and to discuss these in light of a case series among research-engaged consumers in order to
chart a practical way forward.

	Anonymous 
	2015
	United States of America
	Non-Empirical 
	Health Planning/Service Design/QI
	N/A
	Adult
	Provides a report of the North Carolina Institute of Medicine (NCIOM) Task Force on Patient and Family Engagement

	Arain 
	2013
	United Kingdom
	Empirical 
	Health Research
	Cancer 
	Adult
	The objective of this study was to explore different ways of involving consumers in cancer research in one regional network.

	Arblaster
	2018
	Australia
	Empirical 
	Education (Health Professions)
	Mental Health
	Adult
	This eDelphi study sought to identify consumers’ priorities
for curricula, and ways in which they would like to participate
in entry-level student education.

	Archambault 
	2018
	Canada
	Empirical 
	Health Research
	Emergency Medicine
	Adult
	To make pragmatic recommendations on best practices for the engagement of patients in emergency medicine (EM) research.

	Arkind 
	2015
	United States of America
	Empirical 
	Health Research
	N/A
	Adult
	We describe developing a Patient Engagement Panel and challenges and lessons learned (e.g., recruitment, funding model, creating value for patient partners, compensation).

	Armstrong
	2000
	United States of America
	Empirical 
	Multiple 
	Mental Health 
	Pediatric 
	This article describes the natural history of New York’s efforts to create partnerships with families and, from this experience, articulates the stages of parent involvement in policymaking and summarizes lessons learned and recommendations for effective and enduring families as allies policy.

	Armstrong 
	2013
	United Kingdom
	Empirical 
	Health Planning/Service Design/QI
	Multiple (Kidney Disease, Aneurysm, Lung Cancer)
	Adult
	We aimed to characterize patient involvement in three improvement projects and to identify strengths and weaknesses of contrasting approaches.

	Armstrong 
	2017
	United States of America
	Empirical 
	Multiple 
	N/A
	Adult
	To investigate the perspectives of potential patient/consumer guideline representatives on topics pertaining to engagement including guideline development group composition and barriers to and facilitators of engagement.

	Arnstein
	2020
	Multiple Countries 
	Review 
	Health Research
	N/A
	Adult
	Our objectives were to: (1) conduct a systematic review of the evidence on patient involvement in results sharing, (2) propose evidence-based recommendations to help maximize benefits and minimize risks of such involvement and (3) conduct this project with patient authors.

	Attree
	2010
	United Kingdom
	Empirical 
	Health Planning/Service Design/QI
	Cancer 
	Adult
	The aim of this study was to explore the influence of the cancer network partnership groups service user involvement activities on cancer care.

	Baart
	2011
	Netherlands
	Empirical 
	Health Research
	Psychiatric genomics
	Adult
	To analyse the results of an action research process, the aim of which is to involve patients in fundamental psychiatric genomics research, against theoretical backgrounds that formulate a Dialogue Model for patient involvement.

	Bailey 
	2014
	Multiple Countries 
	Review 
	Health Research
	Disability (Pediatric)
	Multiple
	This systematic review investigated how disabled children and young people have been involved as research partners; specifically how they have been recruited, the practicalities and challenges of involvement and how these have been overcome, and impacts of involvement for research, and disabled children and young people.

	Baines 
	2018
	United Kingdom
	Empirical 
	Multiple 
	Multiple
	Multiple
	To identify and assess the underlying principles of patient and public involvement (PPI) in health and social care services, research, education and regulation across medicine, dentistry and nursing.

	Baker
	2016
	Canada
	Empirical 
	Health Planning/Service Design/QI
	N/A
	Adult
	In this article, we describe three initiatives to engage patients in quality improvement and health system redesign efforts in three Canadian healthcare contexts and identify key success factors in these efforts. 

	Baldwin 
	2018
	Multiple Countries 
	Review 
	Health Research
	N/A
	Senior/Older Adult
	This review aimed to investigate the impacts of involving older people in health and social care research on older co-researchers themselves, academic researchers, and research processes and outcomes. A secondary aim was to identify critical success factors and future considerations for involving older people in research.

	Banerjee
	2020
	International 
	Empirical 
	Health Research
	Kidney Disease
	Adult
	The aim of this position paper is to
review the need for and challenges of patient involvement; to
assess the present situation of patient involvement; and to
describe the role of International Society of Nephrology in
promoting patient involvement.

	Banfield
	2018
	Australia
	Empirical 
	Health Research
	Mental Health
	Adult
	In this study, we describe the development and research coproduction activities of an academic lived experience-led mental health research unit in Australia.

	Banner
	2019
	Canada
	Non-Empirical 
	Health Research
	N/A
	Adult
	In this paper, we will begin to critically examine some of the linkages
and tensions that exist between integrated knowledge translation (IKT) and patient-engagement for research and will examine potential opportunities for IKT researchers as they navigate and enact meaningful partnerships with patients and the public.

	Bar 
	2018
	Canada
	Empirical 
	Health Planning/Service Design/QI
	N/A
	Adult
	This paper describes the "Patients as Partners" initiative of the British Columbia Ministry of Health - including how engagement is taking place, types of activities, how teams are being built, how improvement is being monitored etc. 

	Barger
	2019
	United States of America
	Empirical 
	Health research
	Cancer
	Adult
	This manuscript describes the process and resultant impact of engaging a large group of stakeholders in the planning and implementation of the TrACER Study. Our approach and lessons learned contribute to the growing evidence of the value of stakeholder engagement in CER, specifically oncology.

	Barker
	2020
	United Kingdom
	Empirical 
	Multiple 
	N/A
	Adult
	To identify how public contributors established
their legitimacy in the functioning of a patient and public
involvement programme at a health network.

	Barnieh
	2015
	Canada
	Empirical 
	Health research
	Kidney failure
	Adult
	Using a recent example of patients on or nearing dialysis, we highlight the key steps to assess research priorities in patients, caregivers, and clinicians: i) formation of a steering committee to guide the overall process; ii) form priority setting partnerships; iii) identify and gather research uncertainties; iv) process and collate submitted research uncertainties and v) final priority setting workshop to determine the top 10 research priorities

	Bartlett
	2014
	Canada
	Non-Empirical 
	Health Research
	N/A
	Adult
	In this paper, the author reports on the integrating patients and their perspectives into real world research

	Bate
	2016a
	United Kingdom
	Non-Empirical 
	Health Planning/Service Design/QI
	N/A
	Adult
	In this paper, attention is drawn to the burgeoning discipline of the design sciences and experience -based design, in which the traditional view of the user as a passive recipient of a product or service has begun to give way to the new view of users as integral to improve and innovation process.

	Bate 
	2016b
	United Kingdom
	Non-Empirical 
	Health Research
	Paediatric 
	Adolescent 
	In this paper, the author discusses how to involve paediatric patients and their families into research.

	Batten
	2018
	United Kingdom
	Non-Empirical 
	Health Research
	Breast cancer
	Adult
	In this article, we discuss the process undertaken by ICR-CTSU to optimize patient advocate engagement across a number of our trials requiring the collection of multiple biopsies and how this has ensured successful implementation and delivery of our research.

	Baumann
	2021
	Multiple Countries 
	Review 
	Health Policy/Governance 
	N/A
	N/A
	This scoping review focuses on giving an overview of the evidence of PPI methods used in health policy decision making at the macro level.

	Bayliss
	2016
	United Kingdom
	Empirical 
	Health Research
	Chronic Inflammatory Disease
	Adult
	The aim of this paper is to inform the evidence base on effective ways of involving patients in a qualitative meta-synthesis. This process is evaluated and reflected by patient research partners (PRPs) who provide accounts of their experience

	Bedlack
	2020
	United States of America
	Empirical 
	Health Research
	ALS
	Adult
	Description of the establishment of a ALS Clinical Research Learning Institute (ALS-CRLI).

	Bedwell
	2020
	Multiple Countries 
	Non-Empirical 
	Health Research
	Women's Health/Pregnancy
	Adult
	To embed PPI into the stillbirth programme of work in sub-Saharan Africa

	Beier
	2019
	Germany
	Non-Empirical 
	Health research
	N/A
	Adult
	The aim of this debate paper is to critically examine the specific use and ethical role of participatory concepts in the content of HBDR and data-intensive research in medicine and healthcare.

	Beighton
	2019
	United Kingdom
	Empirical 
	Health Research
	Intellectual disabilities
	Adult
	The main aim of this study was to explore the perspectives and experiences of adults with intellectual disabilities and parent carers of their public and participant involvement in health research study over a 3 year period.

	Belisle-Pipon
	2018
	Canada
	Empirical 
	Health Research
	N/A
	Adult
	This paper presents the ethical aspects raised by participants in a broader Delphi survey whose primary aim was to examine how PER is being defined and circumscribed, identify its most pressing issues, and encourage the formulation of recommendations to support ECRs conducting PER.

	Bell
	2019
	Canada
	Empirical 
	Health Research
	N/A
	Adult
	The Foundations in Patient-Oriented Research (‘Foundations’) curriculum is a Canadian example of a co-produced training program. This case study explores the experiences of those who developed and piloted Foundations and their reflections on the project.

	Benbow
	2012
	United Kingdom
	Empirical 
	Multiple 
	Old Age Psychiatry 
	Senior/Older Adult
	There are a number of models of patient and carer participation. Their usefulness and applicability to old age psychiatry is considered. Methods: Models of participation are r

	Benbow
	2011
	United Kingdom
	Empirical 
	Education (Health Professions)
	Older age mental health
	Senior/Older Adult
	We describe in this paper an initiative at the Centre for Ageing and Mental Health, Staffordshire University to design, deliver, and evaluate a module of teaching (In our Shoes) on service users and carer experiences.

	Bench
	2020
	United Kingdom
	Empirical 
	Multiple 
	Critical illness
	Adult
	The aim of the study was to explore former patients’ and family members’ views and experiences of involvement in
critical care research and/or quality improvement.

	Beneciuk
	2020
	United States of America
	Empirical 
	Health Research
	Musculoskeletal (MSK) Pain
	Adult
	The purpose of this manuscript is to describe our
collaborative experiences with several MSK pain stakeholders and processes to identify a top priority research topic.

	Beresford
	2007
	United Kingdom
	Non-Empirical 
	Health Research
	Health Inequalities 
	N/A 
	Until now, there has been limited consideration of service user involvement in the context of research into health inequalities in comparison to such discussions in health and social care more generally. To address this deficiency, the present author explores and brings together two complex and disputed issues: (1) the involvement of ‘service users’ in research; and (2) the matter of diversity and ‘representativeness’ in service user involvement.

	Berg
	2015
	Norway
	Empirical 
	Health Planning/Service Design/QI
	HIV
	Adult
	We describe a unique example of a user-driven HIV clinic to build an evidence base about the pragmatics of user involvement in HIV services.

	Bergerum
	2019
	Multiple Countries 
	Review 
	Health Planning/Service Design/QI
	N/A
	Adult
	We aimed to reveal how patient involvement in QI interventions might work in different contexts, to articulate guidance for health‐care organizations on managing active patient involvement in their QI efforts.

	Bergerum
	2020
	Sweden
	Empirical 
	Health Planning/Service Design/QI
	Multiple
	Adult
	The aim of this study is to examine what might influence interdepartmental hospital process QI teams when involving patients in QI efforts as experienced by QI team members

	Bergsten
	2014
	Sweden
	Empirical 
	Health Research
	Rheumatic diseases
	Adult
	The project aimed to follow the working process of involving patients in a project group and to describe the research issues that were important from the patient’s point of view

	Bernstein
	2019
	Canada
	Non-Empirical 
	Health Research
	Nephrology
	Adult
	This article describes patient-centered outcomes research, discusses how patients can be involved throughout the research process, and provides examples for effective partnerships in nephrology nursing research.

	Bertrand
	2018
	France
	Empirical 
	Health Planning/Service Design/QI
	Cystic fibrosis
	Multiple
	The objective of this article is to report and reflect on patient and parent involvement at the 14 centres engaged in the pilot phase of the PHARE-M program from the perspective of the patients and parents and from the perspective of the professionals on the quality teams

	Bhati
	2020
	Canada
	Empirical 
	Health Research
	N/A
	Adult
	The present case study examines patients’ experience of engagement in INSPIRE-PHC
research studies.

	Bignami
	2011
	Multiple Countries 
	Non-Empirical 
	Multiple 
	rare diseases
	Adult
	commentary on roles played by patient organizations relating to advanced therapy medicinal products

	Birch
	2020
	Multiple Countries 
	Empirical 
	Health Research
	Ageing; Rheumatoid Arthritis
	Adult
	The objective of this paper is to describe the development of PPI in EuroTEAM, and the results of two mixed-methods surveys, undertaken towards the end of the project to capture the perspectives of both researchers and patients on the impact of PPI on this research.

	Bird
	2021
	Canada
	Empirical 
	Health Research
	Children with medical complexities
	Adult
	The aim of this DigiComp Kids Project is to co-design, develop and test a virtual care program that enables children with medical complexities to receive comprehensive, integrated healthcare at home.

	Bird
	2020
	Multiple Countries 
	Review 
	Health Research
	Multiple
	Adult
	Primary aim was to conduct a scoping review of the impact of patient
partnership on research outcomes. The secondary aim was to describe barriers and
facilitators to realizing effective partnerships.

	Birkeland
	2020
	Denmark
	Empirical 
	Multiple 
	Prostate Cancer
	Adult
	The purpose of this paper is to describe patient and public participation in the development of a national,
web-based case vignette survey for studying men’s view on participation in decision-making about PSA screening.

	Bissel
	2018
	United Kingdom
	Empirical 
	Health Research
	Cancer
	Adult
	In this article, we draw on the work of Jurgen Habermas to explore the ways in which PPI was accomplished in a cancer research setting in England. Drawing on ethnographic data with PPI participants and professional researchers, we describe the ways in which the life-world experiences of PPI participants were shaped by the health research system.

	Boaz
	2016
	United Kingdom
	empirical 
	Health Planning/Service Design/QI
	N/A
	adult
	he purpose of this paper is to explore the different roles adopted by 63 patients that emerged during and after four participatory quality improvement interventions, and the nature of their impact upon implementation processes and outcomes.

	Bombard
	2018
	Multiple Countries 
	Review 
	Health Planning/Service Design/QI
	N/A
	Multiple
	We conducted a systematic review of international English language literature on strategies for actively engaging patients and families in improving or redesigning health care and the contextual factors influencing the outcomes of these efforts.

	Bookout
	2016
	United States of America
	Empirical 
	Health Planning/Service Design/QI
	Pain management in acute care
	Adult
	This article describes the process of implementing a PFAC and presents outcomes related to patients’ perception of pain management in the acute care hospital setting.

	Boote
	2002
	United Kingdom
	Review 
	Health Research
	N/A
	Adult
	The paper explores definitions of ‘the consumer’; why the consumer voice is important in health research; the epistemological challenge that consumer involvement places on health research methodologies; the different levels of consumer involvement in research; and the reservations that clinicians and health researchers have about the concept.

	Borup
	2016
	Denmark
	Empirical 
	Health Research
	N/A
	Adult
	By shedding light on the views of the different stakeholders regarding the possibilities of patient involvement, the aim of the workshop was to establish a common understanding and provide inspiration for future initiatives within regulatory science, having patient involvement and patient perspectives as key elements.

	Boudes
	2018
	International 
	Empirical 
	Multiple 
	N/A
	Adult
	Background: Meaningful patient engagement (PE) in medicines development and during the life cycle of a product requires all stakeholders have a clear understanding of respective expectations. Objective: A qualitative survey was undertaken to understand stakeholder expectations

	Bourke
	2002
	Australia
	Empirical 
	Health Research
	Breast cancer
	Adult
	This paper provides discussion of some of these issues based on a participatory research project assessing the needs of women with breast cancer in northern Victoria.

	Boyer
	2018
	United States of America
	Empirical 
	Health Research
	Sickle cell disease, cardiovascular disease, and obesity.
	Adult
	This paper presents our approach to implementing a comprehensive engagement plan for the MS-CDRN and provides a guiding framework for developing a stakeholder-engaged and patient-centered research network

	Brady
	2018
	United Kingdom
	Empirical 
	Multiple 
	Experience of alcohol and drug treatment services
	Adolescent 
	Young people with a history of treatment for alcohol and/or drug problems were actively involved in the youth social behaviour and network therapy study. The purpose of this paper is to explore the impact of that involvement on the study and what was learnt about involving young people in drug and alcohol research.

	Breault
	2018
	Canada
	Empirical 
	Health Research
	Depression 
	Adult
	The purpose of this paper is to describe the patient engagement process used to identify depression research priorities and to reflect on the successes of this engagement approach, positive impacts and opportunities for improvement. 

	Brett
	2014
	International 
	Review 
	Health Research
	N/A
	Adult
	This paper therefore critically explores the impact of PPI on service users, researchers and communities involved in health and social care research.

	Bridges
	2007
	United States of America
	Non-Empirical 
	Health Technology Assessment 
	N/A
	Adult
	The aim of this study was to develop a working definition of patient-based HTA, to identify the current barriers to adopting a patient-based model, and to formulate a vision of how a patient-based HTA could be used to promote patient empowerment and patient-centered care. 

	Broer 
	2014
	Netherlands
	Empirical 
	Health Planning/Service Design/QI
	Mental health
	Adult
	The aim of this article is twofold. First, we study the consequences of a Foucauldian  conceptualization of power in analysing practices of client participation. Second, we assign the concept empirical specificity by studying how power is produced. 

	Bronstein
	2016
	United States of America
	Non-Empirical 
	Other 
	Rare Disease
	Adult
	Here, we propose a framework of specific steps to rigorously and systematically engage patients at various stages in the development of drugs for rare diseases in order to help provide key information on disease burden, designing trials and evaluating treatment impact

	Brooke
	2008
	United Kingdom
	Empirical 
	Multiple 
	N/A
	Multiple
	The primary focus of this paper is an exploration of the relationship between nursing and public participation as enacted through a nurse-initiated patient council, designed to achieve service user participation in strategic level health care decision-making and planning at the local level within one acute hospital. 

	Brouwers
	2017
	Canada
	Empirical 
	Other 
	Cancer
	Multiple
	The objective of this study was to obtain information from cancer patients, cancer survivors, and their families/ caregivers about their awareness of PGs, attitudes towards PGs, interest in participating in PG development, potential barriers and facilitators to participation, and information needs. 

	Brouwers
	2018
	Canada
	Empirical 
	Other 
	Cancer
	Adult
	he objective of the pilot study was to collect preliminary data for a determination of the feasibility and efficacy (for example, participant satisfaction) of the two patient engagement models in the pebc setting, using the pebc’s standard engagement practice as a control group for comparison. The results of the 1-year pilot study, conducted from 2016 to 2017, are presented here. 

	Brown
	2016
	United States of America
	Non-Empirical 
	Multiple 
	Chronic illness
	Adolescent 
	Commentary describing youth engagement initiatives including a hospital-based youth advisory council for adolescent with chronic illness

	Brys
	2019
	United States of America
	Empirical 
	Health Research
	Hospital-acquired infection
	Adult
	To highlight how stakeholder engagement can be applied to health care epidemiology research, we describe our stakeholder engagement experience and lessons learned. Our aim is to bring attention to the feasibility and benefits of stakeholder engagement and provide guidance to researchers who want to explore stakeholder engagement to increase the relevance and impact of their epidemiologic research.

	Buck
	2014
	United Kingdom
	Empirical 
	Health Research
	N/A
	Adult
	To describe how plans for PPI were implemented in a cohort of randomized controlled trials funded by the NIHR HTA programme between 2006 and 2010, and to identify the challenges and lessons learnt by research teams

	Buck
	2004
	United States of America
	Empirical 
	Multiple 
	Homelessness
	Adult
	In this descriptive study, we summarize the preliminary findings of a program in which the homeless were involved in the administration of HHH. 

	Burns
	2017
	Multiple Countries 
	Empirical 
	Health Research
	Weaning from ventilation in ICU
	Adult
	The present article describes our experience with patient and family engagement in designing and implementing a multicenter, North American weaning trial, the Frequency of Screening and SBT Technique Trial (FAST Trial).

	Burns
	2020
	Canada
	Non-Empirical 
	Multiple 
	N/A
	Adult
	This articles illustrates how patients were meaningfully engaged in a large-scale change initiative.

	Caldwell
	2009
	United States of America
	Empirical 
	Health Research
	Developmental disabilities
	Multiple
	This study adopted a participatory action research design to explore supports that enhance meaningful participation of individuals with disabilities and families on commit- tees. 

	Callander
	2011
	Australia
	Empirical 
	Health Research
	Mental health
	Adult
	Given the paucity of literature describing partnership between consumers and carers as researchers, particularly in Australia, the aim of this study was to enable the consumer and carer research teams to reflect on their experiences of working together. 

	Callard
	2012
	United Kingdom
	Non-Empirical 
	Health Research
	N/A
	N/A
	The paper aims to develop a model of translational research in which service user and other stakeholder involvement are central to each phase.

	Campbell
	2009
	United Kingdom
	empirical 
	Health Planning/Service Design/QI
	Learning disabilities
	Adult
	This paper reports on how people with learning disabilities and carers were included in national health review teams in Scotland... Planning and support arrangements are reported. The focus of this account is on the role and the people with learning disabilities in these review teams. experience of 

	Campbell
	2007
	United Kingdom
	Empirical 
	Health Planning/Service Design/QI
	HIV
	Adult
	 This paper describes the process in the involvement of service users in the work of the North East London Sexual Health and HIV Clinical Network (NELNET) and the establishment of a network-wide user group called Patient's Voice. The paper discusses factors and challenges that must be addressed before meaningful user involvement in HIV services can be established.

	Campbell
	2015
	South Africa
	Empirical 
	Health Research
	Schizophrenia
	Adult
	The aim of this article is to describe and consider the contributions made by a researcher-driven, population-specific CAB [community advisory board] in a genomics of schizophrenia research project taking place in South Africa, from the perspective of the research team.

	Canfield
	2018
	Canada
	Non-Empirical 
	Multiple 
	N/A
	Adult
	This Special Issue’s inspiring account of rapid achievement in patient engagement also exposes critical gaps in attempting to truly “democratize healthcare” (Coney and New Zealand Guidelines Group 2004; Staniszewska et al. 2008). How does self-selection bias the patient voice? What hidden barriers block participation? What do patients need to sustain their development as partners? Could investing in patient capacity reap rewards as effectively as with healthcare providers? Confronting difficult issues, as in this commentary, will help realize the shared ambitions of patient partners and healthcare providers for system transformation.

	Carman
	2013
	United States of America
	Non-Empirical 
	Health Research
	Various
	N/A
	To propose a framework of patient engagement that represents the forms that patient engagement can take at different levels of the health care system, and that accounts for factors influencing engagement.

	Caron-Flinterman
	2005
	Multiple Countries 
	Empirical 
	Health Research
	N/A
	Adult
	This article therefore focuses on the added value of patient participation for biomedical research: what knowledge can patients contribute to the biomedical research process? 

	Caron-Flinterman
	2007
	Netherlands
	Empirical 
	Health Research
	N/A
	Adult
	In this article, we analyze strategies for patient participation and conclude that these can hardly be regarded as effective because they do not ensure patients' structural influence on decision-making 

	Carr
	2019
	Canada
	Empirical 
	Health Planning/Service Design/QI
	Arthritis 
	Adult
	To describe the process of patient engagement to co-design a patient experience survey for people with arthritis referred to central intake. 

	Carroll
	2017
	Canada
	empirical 
	Health Research
	cardiovascular
	Adult
	This study assessed researchers' perceptions of the meaning and value of patient engagement in research within a Canadian cardiovascular research network. In doing so, the secondary aim was to inform the development of a structured patient engagement initiative by identifying potential challenges and related mitigation strategies.

	Carter
	2018
	United Kingdom
	Empirical 
	Health Policy/Governance 
	N/A
	Senior/Older Adult
	There is thus something of a gap between rhetoric and reality in the contemporary governance of the NHS, as public-facing documents maintain the narrative of public ownership and control of the service, while changes on the ground result in increasing fragmentation and attendant deficits in accountability (Martin et al., 2017). Our study seeks to examine how this tension came to bear on the activities of a group that found itself at a key nodal point within such debates: the PPI group that formed a key part of the ‘public engagement’ process following a regional healthcare transforma- tion initiative. 

	Cassels
	2016
	United States of America
	Review 
	Health Technology Assessment 
	Female Hypoactive Sexual Desire Disorder
	Adult
	The purpose of this paper is to recognize the vital reasons for including public and patient voices in health policy decision-making, but illustrates the challenge it creates for decision-makers who must consider whether those voices represent patient interests or corporate interests.

	Cawston
	2003
	United Kingdom
	Non-Empirical 
	Health Planning/Service Design/QI
	N/A
	Adult
	This paper offers an overview of theories of participation in their historical context and discusses some of the issues raised by applying approaches in primary care organisations. 

	Celenza
	2017
	United States of America
	Non-Empirical 
	Health planning/Service Design/QI
	neonatal intensive care
	Pediatric 
	In this article, the authors review their experience as a field with family advisors in neonatal intensive care and particularly with regard to family involvement in quality improvement. 

	Chalmers
	2017
	Multiple Countries 
	Empirical 
	Health research
	Bronchiectasis
	Adult
	The purpose of this article is to highlight the multiple aspects of clinical guidelines and clinical research where patients can make a positive contribution, to highlight the lessons learnt from the European Multicentre Bronchiectasis Audit and Research Collaboration (EMBARC) project in terms of how to support patient engagement, and finally to reflect upon the patients’ experience of these projects, in order to help future patients and professionals to do better. 

	Chambers
	2017
	United Kingdom
	Empirical 
	Health Planning/Service Design/QI
	Mental health
	Adult
	This article describes the involvement and views of service users in the development of a nursing metric—the Therapeutic Engagement Questionnaire. It presents their role in the three stages of development: generation, statement reduction and authentication. 

	Chambers
	2019
	Multiple Countries 
	Review 
	Health Research
	Palliative care
	Multiple
	The primary aim was to systematically review the evidence regarding patient/carer involvement in palliative care research. The secondary aim was to identify facilitators, barriers and gaps in the evidence base. 

	Chamney
	2014
	United Kingdom
	Non-Empirical 
	Multiple 
	Kidney
	Adult
	Describes development and activities of a service user advisory group, the Kidney Research and Education Initiative.

	Chiu
	2013
	Canada
	Empirical 
	Health Research
	Breast cancer
	Adult
	The purpose of this article is to contribute to the literature on patient participation by sharing the details of a breast cancer study in which cancer patients/survivors were engaged in all stages of the study from question formation to conference presentations and study publication. 

	Chu
	2016
	United States of America
	Non-Empirical 
	Other 
	N/A
	Adult
	We describe the benefits of patient partnership in academic medical conferences and how it can be enabled. 

	Chung
	2017
	United States of America
	Empirical 
	Health Research
	Type 1 diabetes
	Multiple
	To describe the resolution and impact of quandaries arising when patient stakeholders’ values and preferences conflicted with institutional policies.

	Chung
	2006
	United States of America
	Empirical 
	Health Research
	HIV/AIDS
	Adult
	This paper presents a case study of a participatory process that was used to understand the needs of persons living with HIV/AIDS in a US state

	Ciccarella
	2018
	United States of America
	Non-Empirical 
	Health Research
	N/A
	N/A 
	We review and present current programs and projects that have successfully incorporated patients and advocates into translational research, and propose mechanism and strategies to actively engage patients throughout the research continuum.

	Clarke
	2018
	United Kingdom
	Empirical 
	Health Research
	Dementia
	Adult
	We explore ways of involving people with experience as co-analysts and explore the role of reflexivity, multiple voicing, literary styling, and performance in participatory data analysis.

	Clauser
	2015
	United States of America
	Non-Empirical 
	Health Research
	Oncology
	Adult
	This perspective paper provides an example of the potential for patients and stakeholders engagement

	Clavel
	2019
	Canada
	Empirical 
	Health Planning/Service Design/QI
	Multiple conditions
	Adult
	The main goal of this research is to study key managerial practices to implement PP in QI and has two main objectives: 1-describe the implementation of a PP program in two different clinical areas; 2-identify managerial practices at different management levels used to implement PP in QI.

	Clay
	2016
	Multiple Countries 
	Non-Empirical 
	Multiple 
	Critical illness
	N/A 
	In this article, the authors draw on their personal experiences as patients in intensive care units (ICUs) and as patient advocates to share some of the complexities they have experienced as patient advocates in order to strengthen existing conversations about patient engagement. The aim is to survey the practical and ethical landscape so that solutions to various problems may be identified and solved as we move forward in our efforts to involve patients and their families in research, policy, and quality improvement in critical care medicine.

	Clearfield
	2020
	United States of America
	Non-Empirical 
	Multiple 
	N/A
	Adult
	To describe an approach to patient-centered COS development and discuss challenges and adaptations to improve engagement
across COS projects.

	Coates
	2016
	Australia
	Empirical 
	Health Planning/Service Design/QI
	Mental health problems
	Adolescent 
	This article presents the findings of an evaluation of this YA (Youth Alliance). The purpose of this evaluation was to identify possible barriers to implementation early on so these could be addressed and a youth participation model that meets the needs of all key stakeholders could be developed.

	Cohen
	2007
	United States of America
	Empirical 
	Health Research
	Parkinson's disease
	Adult
	This article provided examples of the human element in clinical trials and illustrated the need for authentic voices of patients in the development of new therapies

	Coleman
	2015
	United Kingdom
	Empirical 
	Health Research
	Pressure Ulcer
	Adult
	This article describes the value of patient and carer views, and these were integrated into research to develop a new pressure ulcer risk assessment instrument - Pressure Ulcer Risk Primary or Secondary Evaluation Tool (PURPOSE T) - to support clinical decision making and promote patient safety.

	Collier
	2016
	Australia
	Empirical 
	Health Research
	End-of-life patients
	Adult
	The aim of this article is to share our experiences of using VRE (video-reflexive ethnography) to research alongside patients and explain how iterative researcher reflexivity in the field was critical to the progress and success of our studies. We discuss how we juggled competing values through a continual process of reflexivity.

	Collins
	2017
	United States of America
	Non-Empirical 
	Health Research
	Cardiovascular disease
	Adult
	The purpose of this article is to describe successful methods for researchers to identify and engage patients, caregivers, and stakeholders in the research process to better ensure that the research is relevant and understood by the individuals and groups for whom it is designed to benefit.

	Collyar
	2005
	United States of America
	Non-Empirical 
	Multiple 
	Cancer
	Adult
	This paper shows cancer patient advocates are involved in many diverse cancer research in the United States

	Colombo
	2012
	Multiple Countries 
	Non-Empirical 
	Health Research
	N/A
	Adult
	This paper describes: (1) different interventions for involving patients; (2) experiences to promote consumer evidence-based advocacy; and (3) barriers to consumer involvement in health system reforms, including vested interests in patients’ associations. Citizens’ involvement in health systems can vary substantially, but is gaining increasing weight

	Compagni
	2006
	United States of America
	Non-Empirical 
	Multiple 
	Mental health problems
	Multiple
	First, the authors will discuss the creation of a partnership between consumers and neuroscientists, and its implications for future mental healthcare services. Second, an analysis is provided for the current status of the knowledge about mental
illness and genetics.

	Concannon
	2012
	United States of America
	Non-Empirical 
	Health Research
	N/A
	Adult
	This paper presents a new taxonomy to guide researchers and stakeholders into a new era of stakeholder engaged research.

	Cook
	2005
	Multiple Countries 
	Review 
	Multiple 
	N/A
	Senior/Older Adult
	This literature scan considers issues arising from these debates to examine the developments that have taken place in gerontological nursing practice to involve older people in their care, service planning and policy development.

	Coon
	2016
	United Kingdom
	Empirical 
	Health Research
	ADHD
	Adolescent 
	The aims of this study were to (i) highlight the methods of end-user involvement used in our reviews, (ii) to facilitate and stimulate discussion of the most appropriate and efficient methods of engagement and (iii) to develop a list of suggestions to improve future involvement in systematic reviews.

	Cosper
	2018
	United States of America
	Empirical 
	Multiple 
	Hospital ICU
	Adult
	The objective of this study was to determine if patient and family advisors (PFAs) collaboration in an educational program could increase the empathy levels of intensive care unit (ICU) nurses.

	Costello
	2019
	Ireland
	Empirical 
	Health Research
	Rheumatic disease
	Adolescent 
	To design a methodology for improving researcher‐adolescent communications specifically aimed at mutual relationship building for PPI. Deliberate and effective preparation in advance of research involvement to improve the downstream success of that involvement

	Coulman
	2020
	United Kingdom
	Empirical 
	Health Research
	N/A
	Adult
	This paper aims to 1) describe how PPI functions in trial oversight, using multiple qualitative methods, and 2) contribute to recommendations for maximising PPI in clinical trials, in collaboration with public contributors with experience of involvement in trial oversight.

	Coultas
	2019
	United Kingdom
	Empirical 
	Health Policy/Governance 
	N/A
	Adult
	To understand how different members in clinical commissioning groups (CCGs) understand PPI as currently functioning in their decision‐making practices, and the implications of the STPs for it

	Coupe
	2020
	United Kingdom
	Empirical 
	Health Research
	Multiple
	Adult
	The aim of this paper was
to explore the impact of PPI on two health‐related doctoral research studies and
identify how PPI could be used meaningfully at this level.

	Cowan
	2011
	United Kingdom
	Non-Empirical 
	Health Policy/Governance 
	Mental health problems
	Adult
	The paper’s purpose is to reopen a debate around the potential impact of narrow conceptualisations of inclusion, or participation, of service users in current mental health policy development and implementation

	Cox
	2015
	United Kingdom
	Empirical 
	Health Research
	Mental health problems
	Adult
	The study offers a critical appraisal of the participation of mental health service users in research collaboration and the potential of cultural safety to concentrate researchers’ attention on power imbalance, cultural dominance and structural inequality informing research practices and mental health service users’ experience.

	Cox
	2020
	Multiple Countries 
	Review 
	Health Research
	N/A
	Adult
	The aim of this scoping review is to provide a snapshot of the current status of the important and emerging area of consumer engagement in occupational therapy health-related research, as published in the Australian Occupational Therapy Journal.

	Crocker
	2016
	United Kingdom
	Empirical 
	Health Research
	N/A
	Adult
	To explore the views of PPI contributors involved in health research regarding the impact of PPI on research, whether and how it should be assessed

	Crocker
	2018
	Multiple Countries 
	Review 
	Health Research
	N/A
	Adult
	To investigate the impact of patient and public involvement (PPI) on rates of enrolment and retention in clinical trials and explore how this varies with the context and nature of PPI.

	Cukor
	2016
	United States of America
	Review 
	Health Research
	Kidney disease
	Adult
	The goal of this paper is to synthesize the experiences of these studies to gain an understanding of how meaningful patient and stakeholder engagement can occur in clinical research of kidney diseases, and what the key barriers are to its implementation.

	Cunningham
	2016
	United States of America
	Non-Empirical 
	Health Planning/Service Design/QI
	N/A
	Adult
	The authors examine ways in which the Magnet culture helped drive change and offer tips to establish a successful patient and family advisory council.

	Curry
	2007
	United States of America
	Empirical 
	Health Planning/Service Design/QI
	N/A
	Senior/Older Adult
	To determine the presence, characteristics, and impact of Family Councils

	Curtis
	2021
	Canada
	Empirical 
	Education (Patient) 
	Kidney disease
	Adult
	The intent of this article is to outline the development and deployment of the Kidney Check program, with specific focus on the project team and patient engagement strategies.

	Cusack
	2000
	United Kingdom
	Non-Empirical 
	Health Policy/Governance 
	Occupational therapy
	Adult
	This paper presents current government policy on clinical governance, a working definition and an exploration of the value of user involvement.

	Czulada
	2015
	United States of America
	Empirical 
	Health Planning/Service Design/QI
	Pediatric intensive care
	Pediatric 
	The objective was to understand why communication between the clinical team and families was not occurring consistently in the pediatric intensive care unit and improve the system using a multidisciplinary improvement team including a family advisor.

	Dadich
	2018
	International 
	Review 
	Health Research
	Healthcare - associated infection
	Adult
	This review examines patient involvement in healthcare-associated infection (HAI) research. Healthcare-associated infections represent an intractable issue with considerable implications for patients and staff. Participatory methodologies that involve patients in health care research are associated with myriad benefits.

	Darling
	2013
	United Kingdom
	Empirical 
	Health Research
	Dementia
	Adult
	To present the actions taken by the Scottish Dementia Clinical Research Network (SDCRN) to comply with Scotland’s National Dementia Strategy (SNDS) on patient and public involvement (PPI)

	Dayton
	2016
	United States of America
	Non-Empirical 
	Health Planning/Service Design/QI
	Mental health (trauma)
	Pediatric 
	This article explores barriers and strategies to achieving family driven integrated child health care.

	de Souza
	2016
	United Kingdom
	Empirical 
	Health Planning/Service Design/QI
	Rheumatology
	Adult
	The aim focused on a patient-centred development of innovative strategies to improve the patient experience of rheumatology outpatient services

	de Wit
	2020
	United States of America
	Non-Empirical 
	Multiple 
	Rheumatic conditions
	Adult
	To assess how patient engagement can be useful in rheumatology research.

	DeCamp
	2015
	United States of America
	Empirical 
	Health Planning/Service Design/QI
	N/A
	Pediatric 
	The purpose of this study was to inform increased engagement of LEP Latino families in health care improvement by (a) describing the initial experiences and expectations for advisory board participation of low-income LEP Latina women who participated in the first year of a family advisory board for a pediatric primary care clinic and (b) describing the assessment these mothers made of board activities and impact after their first year of board participation.

	Degeling
	2015
	Multiple Countries 
	Review 
	Multiple 
	N/A
	Adult
	In this study our aim is to survey the extent, range and nature of research activity using deliberative methods in public health and health policy, and characterize how deliberative publics are being constituted and situated within broader policy processes.

	den Oudendammer
	2019
	Netherlands
	Empirical 
	Health Research
	N/A
	Adult
	We provide an overview of when, why, and how PP activities take place in HFs'(health-related research funding organisations) funding processes, share main challenges and identify possible solutions.

	Deng
	2010
	Taiwan
	Empirical 
	Health Policy/Governance 
	N/A
	Adult
	Our goals were to design a participatory method that suited newly democratic countries and to engage people in discussing national health insurance premium reform in Taiwan

	Dent
	2011
	International 
	Non-Empirical 
	Health Planning/Service Design/QI
	N/A
	Adult
	This paper addressed the question: in what ways would doctors’ greater involvement in hospital management contribute to users gaining a greater influence in the organisation and delivery of healthcare?

	Desai
	2019
	United States of America
	Empirical 
	Health Research
	Mental health
	Adult
	This report describes a two-year initiative to improve the quality and quantity of participatory research being conducted in a department of psychiatry at a large medical school, which culminated in an innovative training program for both researchers and patients, developed in direct collaboration with stakeholders

	Devonport
	2018
	United Kingdom
	Empirical 
	Health Research
	Obesity
	Adult
	This article presents a reflective account of Patient and Public Involvement (PPI) in the development of obesity and binge eating research.

	Di Lorito
	2020
	United Kingdom
	Empirical 
	Health Research
	Dementia
	Adult
	To propose a model for good practice in co-researching with carers of people with dementia, by reporting and synthesizing the personal reflections of the academic and lay researchers around the methodological issues, benefits, and challenges of co-research.

	Diamond
	2003
	United Kingdom
	Empirical 
	Health Planning/Service Design/QI
	Mental health 
	Adult
	To audit the user involvement service standards. To identify further improvements for user involvement and to consider whether user involvement influenced the culture of care

	Dillon
	2020
	United States of America
	Empirical 
	Other 
	Rare diseases
	Adult
	To share an approach to consider when selecting patient advisors, in order to get the most actionable input into a product development team.

	Domecq
	2014
	United States of America
	Review 
	Health Research
	N/A
	Adult
	In this systematic review we aimed to answer 4 key questions: what are the best ways to identify patient representatives? How to engage them in designing and conducting research? What are the observed benefits of patient engagement? What are the harms and barriers of patient engagement?

	Dovey-Pearce
	2019
	United Kingdom
	Empirical 
	Health Research
	Transitions in care
	Adolescent 
	This study describes the experiences of adult researchers and young people involved in a large-scale, UK health research programme, exploring the process of working together and the outcomes of that work.

	d'Udekem
	2018
	Multiple Countries 
	Empirical 
	Health Research
	Fontan circulation
	Adult
	This paper describes the involvement of patients and parents in Fontan research and the benefits of the involvement

	Dudley
	2015
	United Kingdom
	Empirical 
	Health Research
	N/A
	Adult
	To explore researchers' and PPI contributors' accounts of the impact of PPI within trials and factors likely to influence its impact.

	Duffett
	2017
	Canada
	Review 
	Health Research
	N/A
	Adult
	This review article presents justification, methods, and risks of patient engagement in clinical trials drawn from systematic review papers

	Edwards
	2019
	Canada
	Empirical 
	Health Research
	Multiple conditions
	Adult
	To identify patient-generated priority topics for future primary care research in British Columbia (BC), Canada within a diverse patient population.

	Elberse
	2011
	Netherlands
	Empirical 
	Health Research
	Congenital heart disease
	Adolescent 
	To gain more insight into exclusion mechanisms and inclusion strategies in patient–expert partnerships.

	Elberse
	2012
	Netherlands
	Empirical 
	Health Research
	Multiple conditions
	Adult
	This article describes a case study wherein the Health Council of the Netherlands involved patient groups in an advisory process with a predefined focus: setting a research agenda for medical products development

	Eley
	2016
	United Kingdom
	Non-Empirical 
	Health Policy/Governance 
	Dementia
	Adult
	The purpose of this paper is to highlight the need for proper involvement of people with dementia and carers in policy making and to suggest practical ways to achieve this.

	Elliot
	2021
	Canada
	Empirical 
	Education (Patient) 
	Chronic Kidney Disease
	Adult
	In this report, we describe these efforts to plan, implement and sustain KT initiatives across our large-scale health research network, which could serve as a useful roadmap for other organizations interested in achieving meaningful engagement of knowledge users, including patients in health research.

	Enzinger
	2017
	United States of America
	Empirical 
	Education (Patient) 
	Cancer
	Adult
	We describe the stakeholder-driven development and acceptability testing of a prototype video and companion booklet supporting informed consent (IC) for a common palliative chemotherapy regimen.

	Evans
	2013
	United Kingdom
	Non-Empirical 
	Health Research
	N/A
	Adult
	We aimed to develop a standard operating procedure (SOP) to support researchers to involve service users in trials and rigorous studies.

	Evette
	2020
	United States of America
	Empirical 
	Health Research
	Chronic musculoskeletal pain
	Adult
	The aim of this Lessons Learned report was to describe how we engaged diverse patients with potentially conflicting perspectives in a PAC for an evaluation of risk reduction initiatives for chronic opioid therapy for chronic musculoskeletal pain.

	Ewalds
	2018
	Canada
	Empirical 
	Health Planning/Service Design/QI
	Mental health
	Adult
	The aim of this paper is to shed light on the implementation of a strategic organizational structure for patient engagement in mental health by examining why and how to implement a structure, the organizational and environmental factors that facilitate or limit the process, and the perceived consequences of the implementation.

	Fairbrother
	2016
	United Kingdom
	Empirical 
	Health Research
	Stroke
	Adult
	To improve research design through patient involvement.

	Fancott
	2018
	Canada
	Non-Empirical 
	Health Planning/Service Design/QI
	N/A
	Adult
	This article describes CFHI initiatives to enhance patient engagement efforts across Canada and the lessons learned in the context of “engagement-capable environments” and offers reflections for the future of patient engagement in Canada.

	Faulkner
	2018
	United States of America
	Empirical 
	Health Research
	Atherosclerotic cardiovascular disease
	Adult
	This paper provides a description of how we implemented patient engagement in ADAPTABLE thus far, including a description of committee structures and composition, firsthand patient testimonials, specific contributions, and lessons learned during the planning and early implementation of ADAPTABLE.

	Fernandes
	2019
	Multiple Countries 
	Review 
	Health Planning/Service Design/QI
	N/A
	Adult
	To explore patient involvement in the implementation of infection prevention and control (IPC) guidelines and associated interventions

	Fleurence
	2014
	United States of America
	Non-Empirical 
	Health Research
	Multiple conditions
	Adult
	This article describes the PCORI clinical and patient network, their potential uses, and the challenges they face.

	Flowers
	2020
	Canada
	Empirical 
	Health Planning/Service Design/QI
	N/A
	Adult
	To assess the experiences and effectiveness of PFAs as research team members.

	Forster
	2008
	United Kingdom
	Review 
	Health Policy/Governance 
	N/A
	N/A
	In this article we focus on developments in England1 under New Labour, place them in the context of broader health policy, and assess them in the light of the available limited empirical evidence. We also consider a range of possible explanations for these developments. 

	Forsythe
	2014
	International 
	Review 
	Health Research
	Rare diseases
	Adult
	To synthesize evidence about engagement of patients and other stakeholders in research on rare diseases, including the role of rare disease organizations in facilitating patient-centered re- search.

	Forsythe
	2019
	United States of America
	Empirical 
	Health Research
	N/A
	Adult
	This article analyzes 126 peer-reviewed articles
that include descriptions of PCORI research teams’ experiences with engagement. The questions guiding this review were: What are the contributions of engagement to PCORI-funded comparative effectiveness research? What engagement approaches did research teams use to achieve these contributions? How did research teams assess the contributions of engagement?

	Forsythe
	2016
	United States of America
	Empirical 
	Health Research
	N/A
	Adult
	We aimed to characterize patient and stakeholder engagement in the 50 Pilots Project funded by Patient-Centred Outcomes Research Institute (PCORI) and identify early contributions and lessons learned.

	Forsythe
	2018
	United States of America
	Empirical 
	Health Research
	N/A
	Adult
	 This paper presents PCORI’s evaluation framework for assessing the short- and long term impacts of engagement; describes engagement in PCORI projects (types of stakeholders engaged, when in the research process they are engaged and how they are engaged, contributions of their engagement); and identiﬁes the effects of engagement on study design, processes, and outcomes selection, as reported by both PCORI-funded investigators and patient and other stakeholder research partners.

	Foster
	2020
	Canada
	Empirical 
	Health Research
	Blood cancer
	Adult
	We aimed to partner with patients on each component and stage of clinical trial protocol development, and to better align clinical trial processes and resources with patient needs.

	Fraenkel
	2016
	United States of America
	Empirical 
	Health Research
	Rheumatoid arthritis
	Adult
	We sought to determine the feasibility and value of developing CPG recommendations based on a voting panel composed entirely of patients, with the ultimate goal of comparing the patients’ recommendations to ones developed by a physician-dominated voting

	Frank 
	2015
	United States of America
	Non-Empirical 
	Health Research
	N/A
	N/A 
	To provide an overview of PCORI’s approach to engagement in research.

	Freedman
	2006
	United Kingdom
	Review 
	Health Policy/Governance 
	N/A
	N/A
	This review looks at the national drivers for patient involvement, and the degree to which patients are involved in setting quality standards and monitoring of these quality standards. 

	Frost
	2018
	United Kingdom
	Empirical 
	Health Research
	Diabetes
	Adult
	To describe a novel approach to including patient partners in QDA (qualitative data analysis) ; to illustrate the kinds of contribution that patient partners made to QDA in this context; and to propose a characterization of a process by which patient involvement can contribute to knowledge production.

	Fudge
	2007
	Multiple Countries 
	Review 
	Health Research
	N/A
	Senior/Older Adult
	The purpose of this review is to establish the scope and extent of the involvement of older people in health research over the past 10 years, to identify reported barriers to the involvement of older people in research and to determine the impact of the involvement of older people on research and on participants.

	Gagnon
	2014
	Canada
	Empirical 
	Health Technology Assessment 
	Cancer
	Adult
	 The project objectives are: 1) setting up interventions to promote patient participation in three stages of the HTA process: identification of HTA topics, prioritization, and development of the assessment plan of the topic prioritized; and 2) assessing the impact of patient participation on the relevance of the topics suggested, the prioritization process, and the assessment plan from the point of view of patients and other groups involved in HTA.

	Gagnon
	2012
	Canada
	Empirical 
	Health Technology Assessment 
	Isolation and restraint of hospitalized adults and elderly people in nursing homes
	Adult
	The aim of this research project is to use our frame- work to implement and then evaluate interventions involving patients in the assessment of alternatives to isolation and restraint for hospitalized or institutionalized adults.

	Gagnon
	2021
	Multiple Countries 
	Review 
	Health Technology Assessment 
	N/A
	Adult
	This paper aims to synthesize knowledge on how patients and the public have been involved in HTA activities over the last decade and to propose a framework to assess the impact of PPI in HTA.

	Gagnon
	2020
	Canada
	Empirical 
	Health Research
	Diabetes mellitus
	Adult
	Therefore, the present work provides a commentary, from our perspective (as patient partners), on our participation in this clinician-led, practice-based research project.

	Garnett
	2017
	Canada
	Empirical 
	Health Planning/Service Design/QI
	Primary Care
	Adult
	The Academic Family Medicine Clinic at the South Health Campus in Calgary, Alta, identified a need for patient and community advisory expertise regarding clinic initiatives and quality improvement. A council was proposed to engage patients and citizens in exploring meaningful ways to drive innovation and improve the care experience.

	Ghersi
	2002
	Australia
	Non-Empirical 
	Health Research
	N/A
	Adult
	This article discusses consumer involvement in the Cochrane review process in relation to the 10 key principles that guide the work of the Cochrane Collaboration: collaboration building on enthusiasm of individuals, avoiding duplication, minimizing bias, keeping up to date, striving for relevance, promoting access, ensuring quality, continuity and enabling wide participation

	Giebel
	2019
	United Kingdom
	Empirical 
	Health Research
	Dementia
	Senior/Older Adult
	The aim of this paper is to disseminate the lessons we have learnt so far from setting up two patient and public involvement groups with people with dementia and their carers, one small face-to-face reference group and one virtual lay reference group, and to disseminate the methods used and benefits in shaping the research design of the programme, methods of data collection, intervention, and economic modelling analysis. 

	Gillard
	2012
	United Kingdom
	Empirical 
	Health Research
	Mental Health
	Adult
	In this article we aim to (a) describe the team process of qualitative data analysis undertaken in a study of support for self-care in mental health in the United Kingdom, (b) reflect on the extent to which we coproduced knowledge through the qualitative analysis process as a research team with a high level of patient and public involvement, and (c) consider the implications of research co production for study findings.

	Gilmore
	2019
	United States of America
	Non-Empirical 
	Health Research
	Geriatric Oncology; Geriatric Assessment
	Senior/Older Adult
	Herein, we described our patient partner engagement in study optimization, shape, conduct, and the dissemination of research findings using PCORI's 6 principles as a guide: 1) reciprocal relationships; 2) co-learning; 3) partnerships; 4) transparency; 5) honesty; and 6) trust.

	Goel
	2020
	United States of America
	Empirical 
	Health Research
	Psoriatic Arthritis
	Adult
	This paper reviews the general considerations
related to PRP involvement in research endeavors.

	Gold
	2005
	Canada
	Empirical 
	Health Planning/Service Design/QI
	Cancer
	Adult
	To explore the extent and manner of patient participation in the planning of regional supportive care networks throughout the province of Ontario. We consider the disconnect between the rhetoric and reality of patient involvement in network planning and coordination.

	Gombeski
	2010
	United Kingdom
	Empirical 
	Health Planning/Service Design/QI
	N/A
	Adult
	The article provides an overview of how CAGs work, their advantages and disadvantages, tips on how to make them work better, and insights from interviews from 39 healthcare chief marketing officers on their use of CAGs

	Gordon
	2017
	United Kingdom
	empirical 
	Health Research
	prostate cancer
	adult
	To explore the inclusion of patient and public involvement (PPI) in a qualitative study on the experiences of men with prostate cancer regarding information in radiotherapy.

	Graham
	2017
	United Kingdom
	Empirical 
	Health Research
	Cerebral Palsy
	Pediatric 
	This practice analysis aims to discuss the involvement of advocates, the contribution of this involvement, and the benefits and challenges of involving advocates within research.

	Greene
	2018
	United States of America
	Empirical 
	Health Planning/Service Design/QI
	N/A
	Adult
	In our mixed-method study, we sought to identify the different ways that patient partners influence QITs and to document the extent of the impact of patient partners— from the perspective of both QIT leaders and patient partners.

	Gregory
	2018
	United Kingdom
	Empirical 
	Health Research
	Dementia
	Adult
	Our aim in this paper is to explore the impact research participant involvement has within the PREVENT and the European Prevention of Alzheimer’s Dementia (EPAD) projects.

	Grogan
	2012
	Ireland
	Empirical 
	Health Planning/Service Design/QI
	Haemophilia
	Multiple
	The purpose of this article/project is to describe the development of a patient partnership programme and its impact on quality improvements in a comprehensive haemophilia care service. 

	Groot
	2021
	Netherlands
	Empirical 
	Multiple 
	Chronic Respiratory Disease
	Adolescent 
	We, therefore, aim to explore the experiences of adolescents with a chronic respiratory disease who were involved in a newly established advisory youth council in a tertiary hospital.

	Group
	2021
	United States of America
	Empirical 
	Health Research
	Hepatitis C (HCV)
	Adult
	The purpose of this article is to share our collective experiences as patients in the United States who have engaged in clinical research alongside investigators conducting two US studies funded by the Patient Centered Outcomes Research Institute.

	Grundy
	2019
	United Kingdom
	Empirical 
	Health Research
	Mental Health
	Adult
	The aims of the paper are to provide an example of PI being deeply embedded in the development of a mental health PROM and to critically assess the contribution of expert service user involvement

	Gurung
	2020
	Multiple Countries 
	Review 
	Health Planning/Service Design/QI
	Pediatric services
	Multiple
	To examine the extent, range and nature of published research investigating the engagement of children/youth, families and the public in pediatric service improvement, to summarize key aspects of the research identified and to identify gaps to help inform future research needs

	Gustavsson
	2019
	Sweden
	Empirical 
	Multiple 
	Neonatal care, pediatric diabetes
	Adult
	In the present article, we address the challenges of patient involvement in health- care quality improvements by describing experiences from patients and healthcare professionals who collaborated in AR [action research] projects, by using EBCD [experience-based co-design] in pediatric care settings at a Swedish hospital. 

	Haarsma
	2015
	Netherlands
	Empirical 
	Multiple 
	Palliative care
	Senior/Older Adult
	First, how do patient representatives and professionals in Dutch PCNs perceive the impact of public involvement in the PCNs? Second, what are the perceived facilitators and barriers associated with public involvement in PCNs, according to patient representatives and professionals? The aim of our study was to examine in depth the cur- rent practice of public involvement in palliative care. 

	Hacker
	2018
	United States of America
	Review 
	Health Research
	N/A
	Adult
	This article addresses the differences and similarities between stages, and how researchers can effectively engage patients and stakeholders throughout all stages. It focuses on the mechanisms, challenges, benefits, and future directions of patient and stakeholder engagement while providing examples of lessons learned from the body of evidence surrounding engagement 

	Haesebaert
	2020
	Canada
	Empirical 
	Multiple 
	Primary care services
	Adult
	To assess the acceptability and feasibility of embedding advisory councils of clinicians, managers, patients and caregivers to conduct patient-oriented quality improvement projects in primary care practices

	Hamakawa
	2021
	Japan
	Empirical 
	Health Planning/Service Design/QI
	N/A
	Adult
	The objective of this study was to investigate the practice of active involvement of patients in medical research in Japan through modification of a rare disease research platform that utilizes information and communication technology.

	Hamilton
	2018
	Canada
	Empirical 
	Health Research
	N/A
	Adult
	To develop and examine the content and face validity of the patient engagement in research scale (PEIRS) for assessing the quality of patient engagement in research projects from a patient partner perspective.

	Happell
	2007
	Multiple Countries 
	Review 
	Health Research
	Mental Health
	Adult
	The purpose of this paper is to examine the literature relating to consumer involvement in mental health research with a view to articulating a model to guide this process.

	Happell
	2019
	Multiple Countries 
	Empirical 
	Health Research
	Mental health
	Adult
	the aim of this study was to explore the opinions and experiences of other mental health researchers from Australia and New Zealand regarding working collaboratively with consumers in the conduct of research, with the view to enhance understanding of how consumer involvement in research could be increased.

	Happell
	2016
	International 
	Review 
	Health Research
	Mental Health
	Adult
	Firstly, this review aims to identify the occurrence of PMHCR in studies concerned with improving physical health care and physical health. Secondly, and building on the first aim, where PMHCR has occurred, to examine the nature of physical health problems, the scope of PMHCR across the research process and the outcomes of these studies.

	Happell
	2009
	Australia
	Empirical 
	Multiple 
	Mental Health
	Adult
	The aim of this paper is to explore the development and introduction of a role for a consumer of mental health services within an academic institution, including achievements of the role and the principles contributing to successful implementation.

	Happell
	2020
	Multiple Countries 
	Empirical 
	Health Research
	Mental Health
	Adult
	The aim of this research was to better understand barriers to consumer research positions from the perspectives of non-consumer researchers who have worked collegially with consumer researchers.

	Happell 
	2018c
	Multiple Countries 
	Empirical 
	Health Research
	Mental Health
	N/A
	This qualitative study explored other mental health researchers’ perspectives on the role of power in collaborative research with consumers

	Happell 
	2018a
	Multiple Countries 
	Empirical 
	Health Research
	Mental Health
	N/A
	The aim of this study was to enhance knowledge and understanding of the benefits that other mental health researchers have identified from collaborating with consumers in research activities in Australia and New Zealand.

	Happell 
	2018b
	Multiple Countries 
	Empirical 
	Health Research
	Mental Health
	Adult
	To enhance understanding of the perspectives and experiences of non-consumer researchers in working collaboratively with consumers as researchers. 

	Harris
	2019
	Multiple Countries 
	Review 
	Health Research
	Diabetes
	Adult
	We conducted a review to identify how different approaches to involvement are being used to design and adapt diabetes interventions, and whether involvement contributes to reduction of diabetes risk and improved self‐management.

	Harris
	2015
	International 
	Review 
	Health Research
	Diabetes
	Adult
	The objectives of this review are to map the existing literature on patient involvement in diabetes research and to develop a preliminary theory of the contexts that enable involvement in diabetes research by people with diabetes, carers and the wider

	Harrison
	2019a
	International 
	Review 
	Health Research
	Multiple
	Adult
	The aims of this narrative review are to identify, quantify and summarize (a) the conceptual foundational principles of patient stakeholder engagement in re‐ search and (b) best practice activities to support these efforts.

	Harrison
	2015
	United Kingdom
	Empirical 
	Health Research
	Stroke
	Adult
	To explore the experiences of patients and carers involved in patient and public involvement (PPI) activities for stroke research. 

	Harrison
	2019b
	United States of America
	Empirical 
	Health Research
	Multiple
	Adult
	To describe strategies to recruit and support members from hard-to-reach groups on research-focused Patient and Family Advisory Councils (PFACs)

	Harrison
	2018
	United States of America
	Empirical 
	Health Research
	Multiple
	Adult
	The aim was to describe barriers to patient and family advisory council (PFAC) member engagement in research and strategies to support engagement in this context.

	Harrison
	2020
	United States of America
	Empirical 
	Multiple 
	N/A
	Adult
	To systematically engage stakeholders to
identify important questions of adult hospitalized patients
and to create a prioritized research agenda for improving
the care of adult hospitalized patients.

	Haycock
	2013
	United States of America
	Empirical 
	Health Planning/Service Design/QI
	N/A
	Adult
	This article examines how this large health care system (80 hospitals) in 19 states mobilized the patient perspective into health care operations and patient-safety initiatives through a formalized process of PFACs.

	Hayes
	2018
	United Kingdom
	Empirical 
	Health Research
	Dementia
	Senior/Older Adult
	This paper describes the mechanisms for embedding public and participant involvement in establishing and managing the project, outlines PPI related outcomes and reflects on the success of PPI activity in terms of future directions for BDR and for best pra

	Healey
	2020
	Canada
	Empirical 
	Health Planning/Service Design/QI
	Deceased Organ Donations
	Adult
	This paper describes the process used to
create fulsome patient partner engagement resulting in
mutually beneficial policy development in this complex
area.

	Henderson
	2018
	Canada
	Non-Empirical 
	Multiple 
	Mental Health
	Adolescent 
	Our team is addressing these challenges by implementing and rigorously evaluating an integrated community- based collaborative care team (ICCT) model in Toronto, providing rapid access to youth-friendly, evidence-based services in a stepped-care manner

	Hillier
	2020
	Canada
	Empirical 
	Health Research
	Chronic Kidney Disease
	Adult
	To establish a more integrated and patient-centered approach, one of Canada’s largest kidney research networks (Can-SOLVE CKD) has created a Research Operations Committee (ROC) that includes patients as key members 

	Hirst
	2016
	United Kingdom
	Non-Empirical 
	Health Research
	Emergency Care
	Adult
	In this article, we describe what public involvement is and how it can help emergency care research. We use the development of a pioneering public involvement group in emergency care, the Sheffield Emergency Care Forum, to provide insight into the potential and challenges of public involvement in emergency care research.

	Hoeg
	2019
	Denmark
	Empirical 
	Health Research
	Breast Cancer
	Adult
	We examined how involving patients with lower education levels affected PPI in the development of the MyHealth randomized clinical trial of breast cancer follow-up from the perspectives of the patients and professionals.

	Hoekstra
	2018
	Canada
	Empirical 
	Health Research
	Physical Disabilities
	Adult
	The aim of this study is to evaluate and explain the out- comes and impacts of the CDPP at the broader network level, as well as at the level of individual projects, using the RE-AIM framework. 

	Horsfall
	2007
	International 
	Non-Empirical 
	Health Research
	Mental Health
	Adult
	In this paper, known and likely barriers to more active research involvement and reasons for consumers and carers to participate in research are discussed. Structural barriers and perceived and actual disadvantages of consumer and carer involvement in research are also outlined. Finally, practical considerations for research collaboration and factors that may contribute to successful collaborative mental health research are highlighted.

	Hovey
	2010
	Canada
	Empirical 
	Other 
	Patient Safety
	Adult
	Through the use of an interpretative phenomenological research approach, an inquiry into what patients believe is
their role in safety was addressed.

	Hruslinski
	2021
	Multiple Countries 
	Empirical 
	Health Research
	Hip fracture
	Adult
	In this paper, we report our experiences of developing and implementing a patient engagement approach for an ongoing multicenter randomised trial comparing two standard-care approaches to anesthesia for major orthopedic surgery in older adults

	Huang
	2017
	United States of America
	Empirical 
	Multiple 
	Multiple (multiple chronic conditions, diabetes,
and impairment
	Adult
	To describe the context and design
of PATIENTS (Patient-centered Involvement in Evaluating the Effectiveness of Treatments) including: methods and activities to build a skilled PCOR community; reflect on experiences implementing
this innovative capacity building project, and present preliminary evidence of success. 

	Hubbard
	2007
	Multiple Countries 
	Review 
	Multiple 
	Cancer
	Multiple
	This paper presents a summary of the main findings of a review of literature about involving people affected by cancer in research, policy and planning and practice, and highlights the gaps in this area, for example, the absence of involvement by key groups including, older people, people living in deprived and rural communities, and men. Specifically, the review aimed to answer: 1. Why are people affected by cancer involved in research, policy and planning, and practice? 2. How are people involved? 3. What influence does their involvement have?

	Hughes
	2017
	Canada
	Non-Empirical 
	Health Planning/Service Design/QI
	Multiple 
	Adult
	This paper provides comments on behalf of Patients for Patient Safety Canada(PFPSC) related to the paper "Five years of experience using front-line ownership to improve health care safety and quality (Gardam et al., 2017)

	Hull 
	2012
	United Kingdom
	Non-Empirical 
	Multiple 
	Liver disease
	Multiple
	This paper reports the authors’ experience of setting up a patient and public involvement (PPI) panel to support research in liver disease at a large NHS foundation trust. The authors discuss how such a panel can influence clinical trials led by academic investigators and why PPI is essential for the implementation of such trials. How the PPI panel supports the vision of the National Institute for Health Research Birmingham Liver Biomedical Research Unit (NIHR BRU) and promotes public engagement and education is also discussed.

	Humphries
	2020
	Sweden
	Empirical 
	Health Planning/Service Design/QI
	Myocardial Infarction with Nonobstructive Coronary Arteries (MINOCA) 
	Adult
	This paper aims to describe the development of a therapist-guided, internet-delivered psychological intervention designed specifically for patients with MINOCA.

	Hutchinson
	2007
	United Kingdom
	Empirical 
	Multiple 
	Lung, breast or bowel cancer
	N/A
	The aim of this paper is (i) to describe and discuss the process of developing the audiovisual patient information (video, DVD and CD-ROM, which is specific to the randomized cancer trial setting) and (ii) to highlight the challenges and opportunities, thereby identifying implications for practice.

	Hutchinson
	2013
	United Kingdom
	Empirical 
	Multiple 
	Mental health issues
	Multiple
	This paper describes the process by which a group of service users with experience of mental health issues and the statutory care system transformed their lives through involvement within each stage of a research project

	Hwang
	2019
	Multiple Countries 
	Empirical 
	Multiple 
	N/A
	Senior/Older Adult
	How and when consumer engagement is occurring in the clinical settings where AGS members provide care, and to identify opportunities to improve engagement

	Iliffe
	2011
	United Kingdom
	Empirical 
	Multiple 
	Dementias, Parkinson’s disease and other neurodegenerative diseases
	Adult
	What benefits (if any) does PPI in research bring to the research process? In attempting to answer this question, we report here three examples of how the DeNDRoN Coordinating Centre has helped with PPI in 3 individual studies, when asked to do so.

	Iwata
	2019
	United States of America
	Empirical 
	Multiple 
	Head/neck cancer
	Multiple
	The purpose of this article is to describe the major benefits of patient-driven research in the field of head & neck oncology, to review lessons learned from establishing and sustaining partnerships with patients and caregivers, and to serve as a model for further patient-driven research endeavors.

	Iyer
	2015
	United States of America
	Empirical 
	Health Planning/Service Design/QI
	Mental health issues
	N/A
	this project used a community-partnered participatory research framework to create a stakeholder-based general medical and wellness intervention in a large CMH organization, with consumers involved in all decision-making processes.

	Jackson
	2020
	United Kingdom
	Empirical 
	Multiple 
	Asthma
	Adult
	As an exemplar, we reflect on how, in the Asthma UK Centre for Applied Research (AUKCAR), we setout to create a supportive, organised environment with the overarching value of ‘keeping patients at the heart of everything we do

	James
	2000
	United Kingdom
	Non-Empirical 
	Health Policy/Governance 
	N/A
	Multiple
	Author comments on a survey of lay members on primary care groups and local health groups in England and Wales.

	Janamian
	2016
	Australia
	Non-Empirical 
	Multiple 
	N/A
	N/A
	[Author comments on] the role of consumers extending beyond being passive health care recipients and even active participants in their own care to involvement
in innovation and value co-creation in health care. She advocates: for active dialogue to occur in co-creation, consumers must become equal partners with health care organisations and providers, with the focus on areas of interest to all parties. 

	Janney
	2017
	United States of America
	Empirical 
	Multiple 
	N/A
	Adult
	This report summarizes mental health service users' current physical activity practices, beliefs and barriers; their experiences with physical activity counseling by mental health clinicians; and their preferences for physical activity-related services with the goal of informing the development of  physical activity services for mental health service users at a mental health clinic.

	Janvier
	2019
	Canada
	Non-Empirical 
	Health Research
	N/A
	Pediatric 
	This article provides an overview of activities that can be performed by resource parents in neonatal research and illustrates with examples how the involvement of parents and families is essential for the future of neonatal research.

	Jennings
	2018
	United Kingdom
	Review 
	Health Research
	Mental health issues
	Adult
	The aims of this study were (1) to develop a methodology for involving PPI co-researchers in analysis of qualitative data; (2) to pilot and refine this methodology; and (3) to create a best practice framework for future PPI in data analysis.

	Jewell
	2019
	United Kingdom
	Empirical 
	Multiple 
	Mental illness
	Adult
	The aim of this study is to describe the creation and formative evaluation of a service user and carer advisory group, set-up for the purpose of providing PPI for mental health data linkage projects being conducted within the Maudsley biomedical research centre

	Jha
	2009
	Multiple Countries 
	Review 
	Multiple 
	N/A
	N/A
	The aim of this review is to provide updated integrated evidence on the role of the involvement of patients in medical education

	Johnson
	2016c
	Multiple Countries 
	Review 
	Health Planning/Service Design/QI
	N/A
	Multiple
	This paper describes emergent mechanisms and processes that ambulatory care practices use to partner with patients and families in QI including outcomes, facilitators, and challenges.

	Johnson
	2016b
	United States of America
	Non-Empirical 
	Health Research
	breast cancer
	Adult
	Our work aims to produce relevant results to all end-users within the breast imaging community. In this commentary, we discuss the evolution of our roles and the patient partners’ impact on a breast cancer study's research activities to fill the knowledge gap in patients’ perspective to equitable engagement in research.

	Johnson 
	2016a
	United States of America
	Non-Empirical 
	Health Planning/Service Design/QI
	N/A
	Adult
	This article is intended to review the purpose and role of PFACs in the context of improving health care delivery and highlight specific examples of the successful utilization of patient advisors to improve patient experience in the department
of radiology.

	Johnstone
	2009
	Multiple Countries 
	Review 
	Health Planning/Service Design/QI
	N/A
	N/A
	The importance of recognising and responding to the critical relationship between culture, language and patient safety outcomes, and the possible benefits and risks of engaging patients of minority ethnic backgrounds in safety partnership programs are explored.

	Jones
	2019
	United States of America
	Empirical 
	Health Planning/Service Design/QI
	N/A
	Adult
	The purpose of this article is to describe the creation of a toolkit aimed at strengthening health-care organizations’ abilities to advance health equity through PFACs. This resource, cocreated with representatives from diverse PFACs, identifies and promotes strategies to recruit and retain diverse representation in advisory councils.

	Jones
	2017
	Finland
	Non-Empirical 
	Multiple 
	N/A
	Multiple
	The questions we pose in this study are (1) what categories do policies construct for patients and the public in relation to involvement and (2) how do these different categorisations orientate involvement activities?

	Jones
	2007
	United Kingdom
	Non-Empirical 
	Multiple 
	Mental health 
	Adult
	Em Jones (service user) and Sue Hahn (researcher) describe how they have been working together, delivering training on sexuality and mental health, and self-harm.

	Joss
	2016
	Multiple Countries 
	Review 
	Multiple 
	People with disabilities 
	Adult
	To conduct a scoping review on end user involvement in disability research, service and policy development.  This review was conducted to improve discussion between members of a stakeholder advisory group about involvement of end users in the implementation a neuro- trauma research strategy (NRS).

	Kaiser
	2017
	United States of America
	empirical 
	Health Research
	N/A
	Adult
	This article describes the Community Advisors on Research Design and Strategies (CARDS) model, a partnership developed between the University of Wisconsin-Madison School of Nursing and two community centers to deliberately engage hard-to-reach people in two lay advisory groups

	Kang
	2020
	Multiple Countries 
	Review 
	Education (Health Professions)
	Mental health
	Adult
	This integrative review analyzed the research on consumer involvement in mental health nursing education in the last decade. Research questions: What were the attributes of consumer involvement in mental health nursing education in the last 10 years? What were the outcomes of consumer involvement in mental health nursing education for nursing students in the last 10 years?

	Karazivan
	2015
	Canada
	Non-Empirical 
	Multiple 
	N/A
	Adult
	Authors describe this innovative approach to patient care, including the conceptual framework used in its development and the main achievements of patient partners in education, health care, and research.

	Katz
	2012
	United States of America
	Empirical 
	Multiple 
	Cancer/Leukemia
	Multiple
	We sought to evaluate the role and value of patient advocates in the cancer clinical trials process from the perspective of CALGB patient advocates and cooperative group investigators (committee chairs, co-chairs, study chairs, and protocol coordinators

	Kelly
	2017
	United States of America
	Empirical 
	Multiple 
	breast cancer
	Adult
	Authors conducted a process evaluation of ongoing activities of a Patient Advisory Committee (PAC) formed around the development of an individualized decision aid for older women with early stage breast cancer.

	Kemper
	2013
	United States of America
	Non-Empirical 
	Multiple 
	N/A
	Adult
	Roles to support the development of a family engagement program, methods to evaluate the level of family engagement, and strategies to enhance and sustain family engagement in patient safety initiatives are described.

	Khodyakov
	2020
	United States of America
	Empirical 
	Health Policy/Governance 
	Duchenne muscular dystrophy (DMD)
	Adult
	This paper illustrates how an online modified-Delphi approach could be used to engage patients, caregivers, and other stakeholder in CPG development

	Kidd
	2007
	Australia
	Empirical 
	Multiple 
	Mental health issues
	Adult
	The aims of this study, in rural Victoria, were to explore the perceptions of consumer advocates and clinicians about the concept of consumer participation in two mental health services and to examine how broad consumer participation policy initiatives are being enacted at a service delivery level.

	Kimminau
	2018
	United States of America
	Empirical 
	Health Research
	N/A
	Adult
	To examine how various perspectives and diverse training lead investigators and patients to conflicting positions on how best to advance patient engagement.

	Kirwan
	2005
	Multiple Countries 
	Empirical 
	Health Research
	rheumatoid arthritis
	Adult
	Through a series of meetings and discussion sessions a research agenda emerged and this report outlines progress made on this agenda.

	Kirwan
	2017
	Multiple Countries 
	Empirical 
	Health Research
	rheumatoid arthritis
	Adult
	we describe and discuss different experiences of integrating patients as full patient research partners (PRPs) in out-comes research from multiple perspectives (e.g., researcher, patient, and funder), drawing from three real-world examples

	Klein
	2016
	Canada
	Empirical 
	Health Research
	N/A
	Adult
	In this report, the author comments on how to incorporate patient input into benefit-risk assessment and regulatory decision making throughout the life cycle of therapeutic products in Canada

	Knaapen
	2016
	Canada
	Empirical 
	Health Planning/Service Design/QI
	N/A
	Adult
	introduce key literature that clarifies the analytical lens through which we view the relation between abstract conceptual models and complex empirical practices; we describe the literature and fieldwork from which we identified and circumscribed three key conceptual models to support a structured, critical analysis of PPI in clinical guidelines;  models are fleshed out and their rationale comparatively analysed: they draw, respectively, on lay participation in clinical care (Consumer Choice), health policy development (Democratic Voice) and medical knowledge production (Lay Expertise); by introducing a distinction between being and acting like a representative, we make these contradictions more explicit;  discuss whether PPI models can—and should—work as gold standards to be followed in practice.

	Komporozos-Athanasiou
	2018
	United Kingdom
	Empirical 
	Health Research
	Multiple (stroke, cancer and pre-term birth)
	Multiple
	Drawing on ethnographic data of PPI in three clinical areas we investigate citizen participation in health research as political ritual. We identify tensions between policy driven and ground-level performance of citizenship, and use ritual theory to show how such tensions are accommodated in participatory structures. We draw wider sociological implications for citizen participation beyond the health arena.

	Koniotou
	2015
	United Kingdom
	Empirical 
	Health Research
	N/A
	Senior/Older Adult
	We implemented a model to involve service users in a multi-centre randomised controlled trial in pre-hospital emergency care.

	Kovacs Burns
	2008
	Canada
	Non-Empirical 
	Health Policy/Governance 
	multiple 
	Multiple
	This articles provides an overview of patient safety champions' experiences with patient safety practices in different healthcare settings and their activities in helping to improve patient safety

	Kreindler
	2009
	Canada
	Non-Empirical 
	Multiple 
	N/A
	N/A
	This article outlines the implications of the ‘‘politics of methodology’’ for decisions about how best to involve patients in the design and evaluation of health services.

	Kuehn
	2017
	United States of America
	Empirical 
	Health Policy/Governance 
	N/A
	N/A
	This study examined the policy process in which patient experience data are collected by patient advocates and
provided to FDA for regulatory decision making

	Kushner
	2014
	Canada
	Review 
	Multiple 
	N/A
	N/A
	Brief review of: history/context for patient and family member involvementin health care safety improvements; tools/mechanisms for patient engagement; specific examples of engagement from Canadian Patient Safety Institute; barriers/facilitators to patient engagement.

	Kwon
	2017
	United States of America
	Non-Empirical 
	Health Research
	N/A
	N/A
	This article seeks to provide understanding and examples of how to apply core principles of community-based participatory research (CBPR) in developing patient-centered outcomes research (PCOR) that can impact clinical and public health practice. Authors review CBPR principles and demonstrate how to translate them into effective PCOR strategies

	LaBoube
	2012
	United States of America
	Empirical 
	Multiple 
	Mental health illness
	N/A
	This article focuses on how involvement in program evaluation promotes recovery  Based on a review of the literature and the experiences at a psychosocial resource center for veterans, the process of involving people in recovery in program evaluation is illustrated with respect to several key recovery components. Challenges/lessons learned involving people in recovery in the program evaluation process and promoting this process to other staff members are described. 

	Lammers
	2004a
	Australia
	Empirical 
	Health Research
	Psychiatric disability
	Adult
	This paper describes the establishment and function of a reference group, established to guide and assist with the conduct of a research project examining the experiences of consumers and carers with psychiatric disability support services. The formation and operation of, and the valuable contribution made by, the reference group is discussed.

	Lammers
	2004b
	Australia
	Empirical 
	Health Research
	Psychiatric disability
	Adult
	This article presents findings from a qualitative research study investigating the perceptions of consumers and carers regarding the degree to which the contemporary service system allows for their increased participation

	Larsen
	2016
	Norway
	Empirical 
	Health Planning/Service Design/QI
	Mental health substance abuse
	Adult
	The aim was to explore what may hinder patients’ voices being heard when collaborating with staff and leaders to improve services.

	Lauckner
	2012
	Canada
	Empirical 
	Multiple 
	Health education focus (participants have multiple conditions (diabetes, chronic pain, multiple sclerosis, cancer, stroke and rare conditions))
	Multiple
	The purpose of this study was to explore the experiences of health mentors in the Dalhousie Health Mentors Programme and to better understand the impact of participation in this programme on their lives.

	Laurance
	2014
	Multiple Countries 
	Non-Empirical 
	Health Planning/Service Design/QI
	Multiple (mental health; genetic disease; maternal/child health; patient safety)
	Multiple
	This article presents four case studies from around the world that highlight the proven and potential abilities of increased patient engagement to improve health outcomes and reduce costs, while extending the reach of treatment and diagnostic programs into the community

	Lavallee
	2019
	United States of America
	Empirical 
	Health Planning/Service Design/QI
	Advanced heart failure
	Adult
	This short report describes the development of a Community and Patient Advisory Team (CPAT) formed to support patient involvement in interprofessional collaborative practice.

	Lavallee
	2020
	United States of America
	Empirical 
	Multiple 
	Advanced heart failure
	Adult
	This short report describes the development of a Community and
Patient Advisory Team (CPAT) formed to support patient involvement in interprofessional collaborative
practice.

	Lavoie-Tremblay
	2016
	Canada
	Empirical 
	Multiple 
	N/A
	Adult
	This article presents the experiences of patients engaged in co-designing care under a program entitled, ‘‘Transforming Care at the Bedside,’’

	Leese
	2018
	Canada
	Empirical 
	Health Research
	Arthritis
	Multiple
	To better understand, based on patient partners’ experiences, benefits and risks in patient partner–researcher relationships in a health research setting.

	Lefebvre
	2018
	Canada
	Empirical 
	Health Planning/Service Design/QI
	Cancer
	Adult
	This article presents the main results produced in the evaluation phase of the a research project that brought together patient partners, nurse leaders from six clinical settings in Quebec and researchers to develop and
test a web technology, the Forum for Knowledge Exchange (FKE), in order to improve discharge planning practices and oncological care transitions

	Leff
	2021
	United States of America
	Empirical 
	Health Research
	Homebound older adults
	Senior/Older Adult
	Our aim was to engage homebound older adults and their caregivers to develop a patient- and caregiver-centered research agenda relevant to their needs and perspectives.

	Légaré
	2009
	Canada
	Review 
	Multiple 
	Multiple 
	Adult
	This study aims at identifying what it is about patients and public involvement programs that works, in which contexts are patients and public involvement programs most likely to be effective, and how are patients and public involvement programs assumed to lead to better clinical practice guidelines development and implementation.

	LeMaster
	2020
	Multiple Countries 
	Non-Empirical 
	Multiple 
	Multiple conditions
	Multiple
	In this issue, a number of studies illustrate the benefits of PPIE at various stages throughout intervention studies.

	L'Esperance
	2021
	Canada
	Empirical 
	Health Research
	Multiple (primary care, diabetes, chronic pain, mental health, developmental disability, chronic disease and kidney diseases)
	Adult
	This project aims to build a national adaptable framework for the evaluation of PPE in research by: 1) building consensus on common evaluation criteria and indicators for PPE in research; 2) defining recommendations to implement and adapt the framework to specific populations

	Lessard
	2020
	Canada
	Empirical 
	Health Research
	HIV
	Adult
	This article explores how stakeholders applied the guiding principles of a PE project ("co-build", "support and mutual respect", and "inclusiveness") for an HIV clinical research program initiated in January 2016.

	Lindblom
	2021
	Sweden
	Empirical 
	Health Planning/Service Design/QI
	N/A
	Adult
	The aim of this study was to describe how user participation manifests itself within a co-design process involving patients, significant others and health-care professionals, including potential enablers or barriers.

	Linhorst
	2001
	United States of America
	Empirical 
	Health Planning/Service Design/QI
	Mental health
	Adult
	To add to the body of literature pertaining to consumer involvement in public psychiatric hospitals by describing the consumer council established among clients residing at St. Louis Psychiatric Rehabilitation Centre

	Livingston
	2013
	Canada
	Empirical 
	Multiple 
	Mental health
	Adult
	To support patients' recovery and improve their experiences of care in a Canadian forensic mental health hospital, an intervention was launched to increase patient engagement by establishing a peer support program, strengthening a patient advisory committee, and creating a patient-led research team. The goals of the intervention were to (a) implement a range of patient engagement strategies in a forensic hospital, (b) assess whether the strategies improved patients’ experi- ences of care, and (c) evaluate whether such strategies produced positive outcomes for patients and the broader service system. 

	Lock
	2011
	Australia
	Empirical 
	Health Policy/Governance 
	Indigenous health policy
	Adult
	To determine and describe the features of Indigenous participation in an informal national Indigenous health policy network in Australia

	Lopatina
	2019
	Canada
	Empirical 
	Health Planning/Service Design/QI
	Rheumatoid arthritis
	Adult
	To describe a case study of patient involvement in redesigning a centralized system for intake of referrals from primary care to rheumatologists for patients with suspected rheumatoid arthritis

	Lopes
	2015
	Australia
	Empirical 
	Health Technology Assessment 
	N/A
	Adult
	To report on findings of a research project that explored the views of patient organization representatives and members of Advisory Committees providing advice to the Australian Deparrment of Health (DoH) on decisions related to public funding for new health technologies

	Loud
	2013
	United Kingdom
	Empirical 
	Health Planning/Service Design/QI
	Chronic kidney disease
	Adult
	To describe and evaluate the role of the patient advisory group in a quality improvement project that aimed to improve the variation in primary care for people with chronic kidney disease stages 3-4

	Ludwig
	2020
	Multiple Countries 
	Review 
	Health Research
	Frail and/or seriously ill
	Adult
	The aim was to synthesize the evidence on the engagement of frail and/or seriously ill patients as research partners across the research cycle. 

	Macarthur
	2021
	Canada
	Empirical 
	Health Research
	Child health
	Multiple
	The purpose of this paper is to describe the development of a curriculum to support capacity development in patient-oriented research in child health.

	MacSweeney
	2019
	United States of America
	Non-Empirical 
	Health Research
	Youth mental health
	Adolescent 
	To describe emerging practices of youth involvement in pediatric research and outline how such practices can be extended to the domain of youth mental health

	Mader
	2018
	United Kingdom
	Non-Empirical 
	Health Research
	Various, including polycystic kidney disease, rare diseases, mental health
	Adult
	To report the establishment, experiences, and progress of the Patient Led Research Hub

	Majid
	2019
	Multiple Countries 
	Non-Empirical 
	Health Planning/Service Design/QI
	N/A
	Adult
	To investigate how studies have conceptualized and differentiated between degrees of engagement in planning and designing of health services

	Malfait
	2018
	Belgium
	Empirical 
	Health Planning/Service Design/QI
	N/A
	Adult
	To identify conditions that contribute to the actual involvement of patients and the public in the decision-making processes of hospital policy through a stakeholder committee

	Malterud
	2020
	Multiple Countries 
	Review 
	Health Research
	Multiple conditions
	Adult
	We aimed to map out the scope and type of health research studies with patients involved as co-researchers throughout the research process and to explore the outcomes and experiences of such research. 

	Mamzer
	2017
	France
	Empirical 
	Health Research
	Cancer
	Adult
	To develop an empirical ethical research action that aims to improve patient representatives' involvement in the development of a translational research program together with health professionals. The aim is to promote common understanding and knowledge sharing between all parties, and to establish a long-term partnership integrating patients' expectations.

	Manafo
	2018
	Multiple Countries 
	Non-Empirical 
	Health Research
	N/A
	Adult
	To conduct a scoping review to identify methods for and outcomes of patient engagement in health research

	Mandel
	2005
	United States of America
	Empirical 
	Health Planning/Service Design/QI
	N/A
	Adolescent 
	To describe a 34-week pilot project aimed at improving health care service delivery for adolescents by offering youth a distinct role as advisory board members who help shape policy, provide feedback, guidance, and direction to a school-based health centre program in Boston

	Markle-Reid
	2021
	Canada
	Empirical 
	Health Research
	Aging
	Senior/Older Adult
	This paper describes the lessons learned from a patient-oriented research program, the Aging, Community and Health Research Unit (ACHRU) on how to engage older adults with multimorbidity as research partners. Over the past 7-years, over 40 older adults from across Canada have been involved in 17 ACHRU projects as patient research partners.

	Martini
	2019
	Mali
	Empirical 
	Health Policy/Governance 
	Diabetes and HIV/AIDS
	Adult
	To explore the factors that influence the engagement of patient associations at the policy level, with a focus on the openness of the institutionalized political system and the role that public authorities, caregivers, and donors give to diabetes and HIV/AIDS patients

	Mathie
	2018
	United Kingdom
	Empirical 
	Health Research
	Multiple
	Adult
	To explore the variation, types, importance of, and satisfaction with feedback given by researchers to PPI contributors in six PPI groups

	McCarron
	2021
	Canada
	Non-Empirical 
	Health Research
	N/A
	Adult
	The objective of this commentary is to describe the involvement of four patient partners who worked with researchers during a scoping review.

	McClean
	2017
	Australia
	Non-Empirical 
	Health Planning/Service Design/QI
	Primary care
	Adult
	To outline the process used by the Gold Coast Primary Health Network to design, implement, and operate a Community Advisory Committee

	McDaid
	2009
	Ireland
	Empirical 
	Health Planning/Service Design/QI
	Mental health
	Adult
	To present evidence from participatory action research with Irish mental health service users that explored how they could more equally participate in advisory committees

	McGrady
	2018
	United States of America
	Empirical 
	Health Planning/Service Design/QI
	Cancer
	Multiple
	To describe the creation and implementation of a novel, developmentally appropriate, and efficient Young Adult Advisory Program for cancer

	McMillan
	2009
	Ireland
	Empirical 
	Health Planning/Service Design/QI
	Mental health
	Adult
	To highlight the work of a group of mental health service users, bereaved families, and carers in north and west Belfast, with a focus on their "card before you leave" appointment system for mental health patients, which has been adopted by the Northern Ireland Department of Health, Social Services, and Public Safety

	Melchior
	2020
	Netherlands
	Empirical 
	Health Research
	Palliative care
	Adult
	To understand different PPI cultures among research teams and the impacts of PPI associated with each culture type.

	Mercer
	2020
	Canada
	Empirical 
	Health Technology Assessment 
	Multiple conditions
	Adult
	This article explores experiences and perceptions among patient groups participating in the Canadian Agency for Drugs and Technologies in Health (CADTH)’s pan-Canadian Oncology Drug Review (pCODR) process.

	Merkel
	2016
	United States of America
	Empirical 
	Health Research
	Rare diseases
	Adult
	To outline the roles that patients and patient advocacy groups play in the rare diseases clinical research network, and to report on the patient advisory group's impact on the network's success

	Mescouto
	2020
	Australia
	Non-Empirical 
	Health Planning/Service Design/QI
	Musculoskeletal pain conditions
	Adult
	In this editorial, we provide one example of how we are partnering with patients (and clinicians) in our current research. We aim to encourage research-ers to foster patient partnership in musculoskeletal research and share with potential patient partners how patients were engaged in our research. 

	Miller
	2020
	Multiple Countries 
	Review 
	Education (Health Professions)
	Mental health/psychiatry
	Adult
	To review published literature and inform a critical discussion evaluating the role of patients and carers in
psychiatric education.

	Mjøsund
	2017
	Multiple Countries 
	Empirical 
	Health Research
	Mental health
	Adult
	To examine how service user involvement can contribute to the development of interpretive phenomenological analysis methodology and enhance research quality

	Morris
	2021
	United Kingdom
	Empirical 
	Health Planning/Service Design/QI
	Patient Safety
	Adult
	The aim of this study was to develop the Patient Safety Guide for Primary Care (PSG-PC) to support patients and carers to identify key patient safety issues and identify key points where they can make their care safer in primary care, co-designed by patients and carers and health-care professionals to support their involvement in primary care patient
safety and to ensure the content of the PSG-PC is acceptable and accessible.

	Moser
	2021
	Netherlands
	Empirical 
	Health Planning/Service Design/QI
	Cancer
	Senior/Older Adult
	The aim of this study was twofold: first, to improve the cancer care pathway experience of older cancer patients and, second, to explore lessons learned regarding how to involve this vulnerable group.

	Moulon
	2010
	Multiple Countries 
	Non-Empirical 
	Health Policy/Governance 
	Various
	Adult
	To describe how the Patients' and Consumers' Working Party of the European Medicines Agency operates, and to give a detailed overview of the interaction between the agency and patients' and consumers' organizations focusing on the main achievements to date

	Mwinga
	2015
	South Africa
	Empirical 
	Health research
	N/A
	Adult
	This paper draws on the perspectives of both research team members and community advisory board (CAB) members from research groups who used CABs in Lusaka.

	Nambisan
	2009
	International 
	Non-Empirical 
	Health Planning/Service Design/QI
	Various
	Adult
	To identify four alternate models of consumer value cocreation in health care and discuss their implications for health care organizations

	Nancarrow
	2004
	United Kingdom
	Empirical 
	Health Planning/Service Design/QI
	Podiatry conditions
	Adult
	To systematically capture the learning from its Podiatry Patient Panel experiences, reflect on the benefits and pitfalls of the approach, and be able to provide this information to support other services interested in implementing a similar model

	Naqshbandi
	2016
	Canada
	Empirical 
	Health Planning/Service Design/QI
	Chronic disease (type 2 diabetes)
	Adult
	To detail the methods, tools, and activities of the FORGE AHEAD Program, which is a 5-year research program that incorporates activities designed to foster community-driven initiatives with type 2 diabetes mellitus

	Nathan
	2014
	Australia
	Empirical 
	Health Planning/Service Design/QI
	N/A
	Adult
	To examine the underlying assumption that legitimacy is the major pathway to influence for community representatives

	Needham
	2021
	Canada
	Empirical 
	Health Research
	Cancer
	Adult
	This document describes the method taken by the Canadian Cancer Trials Group to implement meaningful patient centricity and engagement and the benefits realized.

	Nelson
	2016
	Canada
	Empirical 
	Health Planning/Service Design/QI
	Mental health
	Adult
	To identify opportunities, challenges, and strategies that promoted or hindered collaboration among different stakeholders at 5 project sites across Canada in the planning of At Home/Chez Soi, a Housing First initiative for homeless people with mental health problems

	Nguyen
	2018
	United States of America
	Empirical 
	Health Research
	N/A
	Adult
	In this article, we describe the pedagogical approach to design, implementation and evaluation on the use of the I-COREE curriculum as an education and training method (i.e. perspectives and experiences of community partners and academic researchers).

	Nierse
	2012
	Netherlands
	Empirical 
	Health Research
	Chronic Kidney Disease
	Adult
	To examine the dynamics and dialogues in a collaboration between patient research partners and professional researchers

	Nikiphorou
	2017
	Multiple Countries 
	Non-Empirical 
	Health Planning/Service Design/QI
	Rheumatic diseases
	Multiple
	To discuss the recent evolution of the physician-patient relationship over time in Europe, reflecting on the 'journey' from behind the clinic walls through to clinical and research collaborations at national and international levels and the birth of healthcare professional and 'rheumatic' patient organizations

	Norburn
	2020
	United Kingdom
	Non-Empirical 
	Health Technology Assessment 
	Multiple conditions
	Adult
	In this commentary, we chart the evolution of patient involvement in HTAs at NICE over the past 20 years. We discuss how the role of patient evidence and lay membership of the committees who develop NICE guidance has evolved, and the value and impact that has had. 

	Nyirenda
	2018
	Malawi
	Empirical 
	Health Research
	Various
	Adult
	To report findings from an ethnographic study in Malawi that seeks to understand the purpose, relevance, and benefits of community engagement as seen by different stakeholders in research

	Ochocka
	2002
	Canada
	Empirical 
	Health Research
	Mental health
	Adult
	To present value-driven strategies that were successful in reducing power differences between professional and consumer/survivor researchers in a research study

	O'Donnell
	2019
	Ireland
	Empirical 
	Health Planning/Service Design/QI
	Acute frailty in older patients
	Multiple
	To present a systematic approach to involving public and patient representatives in the co-design of care pathways for acute frail older patients

	Okun
	2017
	United States of America
	Empirical 
	Multiple 
	Various
	Multiple
	To describe the development of the Patient and Caregiver Journey Framework and related patient-informed principles for design and measurement created by PatientsLikeMe in partnership with patients and caregivers using qualitative research methods, immersive observation, and directed one-on-one conversations

	Oldfield
	2019
	Multiple Countries 
	Review 
	Multiple 
	Various
	Multiple
	To conduct a systematic review to characterize the impact of patient and family advisory councils (PFACs) on health systems

	Oliver
	2009
	United Kingdom
	Empirical 
	Health Technology Assessment 
	Various
	Adult
	To describe the input and influence of public involvement in setting the agenda for a national research program

	Opava
	2012
	Sweden
	Empirical 
	Multiple 
	Rheumatic conditions
	Adult
	To describe the role of patient organizations in musculoskeletal care

	Oxland
	2020
	Canada
	Empirical 
	Health Research
	Multiple conditions
	Adult
	To understand the experiences of critically ill patients and their families. To identify opportunities to improve the quality of ICU care for patients and families

	Pagura
	2018
	Canada
	Empirical 
	Health Planning/Service Design/QI
	Child and youth rehabilitation
	Multiple
	To describe an innovative partnership that builds capacity among clients and families and provides a foundation for other organizations to model in their approach to improve, transform and provide quality and safe care

	Parry
	2020
	Canada
	Empirical 
	Health Research
	N/A
	Adult
	The overall goal of this project was to disseminate sex/gender knowledge and build capacity for patient engagement in clinical trials. Specific objectives were to 1) create capacity and opportunities for patient engagement and sex/gender knowledge/uptake in clinical trials and sponsor or investigator led activities and 2)  enhance new/early investigator sex/gender knowledge and skills related to POR.

	Patterson
	2014
	United Kingdom
	Empirical 
	Health Research
	Mental health
	Multiple
	To describe activities, roles and experiences of service users involved in mental health research

	Paxton
	2007
	Multiple Countries 
	Empirical 
	Health Planning/Service Design/QI
	HIV/AIDS
	Adult
	To examine challenges to GIPA, i.e. HIV-positive people's involvement in AIDS policy making and project design and implementation, in Cambodia, India, and Indonesia

	Peikes
	2016
	United States of America
	Empirical 
	Health Planning/Service Design/QI
	Primary care
	Adult
	To identify important considerations for primary care practices and other providers considering establishing PFACs, as well as ways to improve established PFACs and areas for future research

	Pelletier
	2015
	Canada
	Empirical 
	Health Research
	Mental health
	Adult
	To explore the feasibility and acceptability of patient partnership for developing an interactive guide to improve access to primary care providers for chronic diseases management and health promotion among patients with severe mental illness

	Perfetto 
	2015
	United States of America
	Review 
	Other 
	Drug development
	Adult
	To provide a summary on what is known to date about the Food and Drug Administration's (FDA's) Patient-Focused Drug Development (PFDD) initiative and describe implications for patients, researchers, payers, and the biopharmaceutical industry

	Perlmutter
	2015
	United States of America
	Review 
	Health Research
	Cancer
	Adult
	The goal of this article is to define the term advocate, review the role of advocates in cancer research and to describe strategies to effectively engage advocates in cancer research

	Petit-Zeman
	2010
	United Kingdom
	Empirical 
	Health Research
	Multiple conditions
	Adult
	This article identifies 5 areas where medical research charities involve patients and discusses some of the methods used. 

	Pflugeisen
	2019
	United States of America
	Empirical 
	Health Planning/Service Design/QI
	Adolescent and Young Adult Cancer
	Multiple
	This article describes the formation and first meeting of a community adolescent and young adult oncology council (AYAOC), which was created to promote patient and stakeholder involvement in research and programmatic initiatives within community-based cancer centres.

	Phelps
	2017
	United Kingdom
	Non-Empirical 
	Health Policy/Governance 
	N/A
	Adolescent 
	This article presents examples from England of the participation of children with caring responsibilities (young carers) in policy and practice at both local and national levels.

	Phoenix
	2018
	Canada
	Non-Empirical 
	Health Research
	N/A
	N/A 
	We draw on qualitative research perspectives to reflect on these three areas of concern and propose insights into the theory and methods that we believe are useful for engaging patients in research

	Pickles
	2007
	United Kingdom
	Empirical 
	Health Planning/Service Design/QI
	Head & Neck Cancer 
	Adult
	The purpose of this paper is to describe a study which aims to provide an alternative approach to clinical governance. This involves patients in redesigning services based on their actual experiences of health services. This will be of interest to front line health staff and public and patient involvement leads

	Pii
	2018
	Multiple Countries 
	Review 
	Health Research
	Cancer
	Adult
	The aim of this review is to describe the current state of PPI in cancer research. Three central research questions will be explored; a) At which stages of research does PPI take place and which methods are applied? B) What are the stated purposes and outcomes of PPI? and c) What are the stated challenges and recommendations of the PPI process? The findings from this review are discussed in terms of the democratic and research-oriented values of PPi in cancer research

	Poleshuck
	2015
	United States of America
	Empirical 
	Health Planning/Service Design/QI
	Depression (in Women) 
	Adult
	We aimed to use stakeholder input to develop innovative methods for a comparative effectiveness trial to address the needs of socioeconomically disadvantaged women with depression in women's health practices.

	Pollard
	2014
	United Kingdom
	Empirical 
	Health Research
	N/A
	Adult
	The purpose of this paper is to report learning experiences from involving service users as research partners in two projects that developed and evaluate guidelines for good practice in this regard. The main objective was to evaluate these guidelines

	Pomey
	2016
	Canada
	Non-Empirical 
	Health Policy/Governance 
	Chronic illness
	Adult
	The authors share some of the avenues that have been taken in Quebec to structure patient engagement in a comprehensive way within and across stakeholder and patient populations.

	Pomey
	2018
	Canada
	Non-Empirical 
	Health Policy/Governance 
	N/A
	N/A 
	In this article, using examples from patient partnership movements emerging in Quebec, we present best practices to prepare teams to better engage with patient partners and families and show how teams appreciate patients and families engagement.

	Pomey
	2020
	Canada
	Empirical 
	Health Technology Assessment 
	Lyme disease
	Adult
	The objectives of this study were to describe i) the process of trialing different modalities of patient engagement to integrate a diversity of patient perspectives and ii) the learning process of the Lyme project team regarding the integration of patient perspectives

	Portalupi
	2017
	United States of America
	Empirical 
	Health Research
	Multiple conditions
	N/A 
	We describe the process of developing a standing patient and family advisory panel to incorporate this population's voice into research in the USA. 

	Potter
	2010
	United States of America
	Empirical 
	Health Policy/Governance 
	Children's Mental Health
	Adult
	This paper examines the experiences of three U.S communities in implementing a service delivery framework for children's mental health, known as community collaboratives.

	Preston
	2019
	United Kingdom
	Non-Empirical 
	Health Research
	Diabetes
	Adult
	This paper describes just some of the ways our Diabetes Research Group has been developing a PPIE strategy over the last decade.

	Price
	2017
	Multiple Countries 
	Review 
	Health Research
	N/A
	Adult
	This systematic overview of systematic reviews was undertaken to gather research into a single document to identify available evidence and best practice for PPI in the design of clinical trials

	Quennell
	2001
	United Kingdom
	Empirical 
	Health Policy/Governance 
	N/A
	Adult
	The paper focuses on formal and informal involvement of patient groups in NICE structures and appraisals process

	Quennell
	2003
	United Kingdom
	Empirical 
	Health Policy/Governance 
	N/A
	Adult
	This paper examines patient organisations participation in the technology appraisals process of the National Institute for Clinical Excellence (NICE).

	Rabehariosa
	2003
	France
	Empirical 
	Multiple 
	Muscular Dystrophy/Neuromuscular Diseases
	Pediatric 
	The aim of this article is to report on analyses and reflection stemming from this research. It starts with a brief presentation of the two classic models of patient organization's engagement in research, proceeds to a case study of the AFM and concludes with a discussion of the partnership model.

	Rae
	2017
	United Kingdom
	Non-Empirical 
	Multiple 
	Mental health
	Adult
	In this commentary, the author comments on PROMISE (Proactive Management of Integrated Services and Environments) and Patient Advisory Groups (PAG) and how individual experiences can influence a patient to lead change.

	Ramazani
	2020
	United States of America
	Empirical 
	Health Planning/Service Design/QI
	pediatric impatient care
	Adult
	The aim of this study was to assess the perceived impact of including a family advisor as a co-lead on a QI initiative to improve the family-centered timing of routine morning lab work performed on pediatric inpatients through a qualitative theme analysis

	Rashid
	2017
	United Kingdom
	Review 
	Health Policy/Governance 
	N/A
	Adult
	This review seeks to summarise the current practice of PPI in healthcare guidance development and highlight future challenges. 

	Reeve
	2002
	Canada
	Empirical 
	Health research
	Mental Health
	Adult
	The overall purpose of this research was to understand changes in three local community mental health organizations in Waterloo Region, Ontario as they strive to implement an emerging paradigm emphasizing stakeholder participation and empowerment, community support and integration and access to valued resources.

	Renedo
	2011
	United Kingdom
	Empirical 
	Health Planning/Service Design/QI
	N/A
	Adult
	In this paper, we examine discourses about PPI among healthcare professionals in London, and explore how involvees negotiate these discourses when making sense of themselves as public participants.

	Renedo
	2015b
	United Kingdom
	Empirical 
	Health Planning/Service Design/QI
	N/A
	Adult
	In this paper, we examine what "quality" improvement" means to patients who participate in shaping health care services, and how they use these understandings when attempting to improve quality of care. 

	Renedo
	2015a
	United Kingdom
	Empirical 
	Health Planning/Service Design/QI
	N/A
	Adult
	In this article, we examine the ways patients use specific elements of the organizational culture of PPI as resources for their involvement in quality improvement work (i.e., initiatives that use systematic approaches to make changes in service provision to improve patient outcomes and experience)

	Repper
	2006
	United Kingdom
	Non-Empirical 
	Multiple 
	Mental health
	Adult
	Description of a user-focused monitoring approach to involve self-identified survivors or service users in research for mental health services. 

	Rhodes
	2001
	United Kingdom
	Empirical 
	Health Research
	Diabetes
	Adult
	This paper will explore some of the issues raised by patient involvement, focusing specifically on a service users' advisory group established as part of a diabetes service evaluation

	Robbins
	2016
	United States of America
	Non-Empirical 
	Health Research
	N/A
	Adult
	This commentary, based on our experiences aims to help other research teams to 1) understand how effectively collaborate with stakeholder teams such as patients; 2) anticipate possible challenges; and 3) offer tools for the orientation, training, and integration of patients into a scientific team

	Rose
	2016
	United Kingdom
	Empirical 
	Health Policy/Governance 
	Mental health
	Adult
	To explore mental health service user-led organizations (ULO) in England as they interact with decision makers to bring about change desired by them with a focus on institutional norms behaviours and specialized knowledge impacting service users' relationships with services.

	Roth
	2011
	United States of America
	Non-Empirical 
	Multiple 
	N/A
	Adult
	In this reflection, the author comments on her perspectives working as a patient representative on a few organizations including the California Institute for Regenerative Medicine

	Roy
	2001
	Canada
	Empirical 
	Multiple 
	AIDS
	Adult
	The research had four basic objectives: to describe the current level of participation of PWA within the community-based AIDS movement in Canada; to determine the nature of their involvement; to identify successful strategies used to promote greater and more meaningful involvement of PWA; and to identify barriers PWA were experiencing and to develop strategies on how to bring down these barriers. 

	Sage
	2020
	United States of America
	Empirical 
	Health Research
	vascular Ehlers-Danlos Syndrome
	Adult
	The aim of this paper was to describe the steps and strategies employed by the vEDS Research Collaborative to develop infrastructure and research priorities with engagement from vEDS stakeholders.

	Sandvin Olsson
	2020
	Multiple Countries 
	Review 
	Health Planning/Service Design/QI
	Multiple 
	Adult
	The objective of the current scoping review is therefore to investigate how impact of adult patient participation in health service development is described in the literature.

	Sangill
	2019
	Multiple Countries 
	Review 
	Health Research
	Mental health
	Adult
	The aim of this study was to identify the range and scope of empirical research of how mental health service users are involved in collaborative research processes and to summarize this research in dialogue with mental health user-researchers.

	Saunders
	2011
	Australia
	Empirical 
	Health Research
	Multiple conditions
	Adult
	The goal of this exploratory study was to identify and describe notable cases of consumer involvement in Australia health research to generate insights and concepts, and assist others to develop and build capacity in this area.

	Sbaih
	2002
	United Kingdom
	Empirical 
	Health Planning/Service Design/QI
	Emergency Department
	Adult
	In this report, the author comments on a method for developing a group of service users to create a partnership approach which would promote collaborative, informed action aimed at delivering, evaluating and developing the emergency service.

	Schlaudecker
	2021
	United States of America
	Non-Empirical 
	Health Planning/Service Design/QI
	N/A
	Adult
	To describe the transition and success of moving a PFAC to a virtual setting in the light of COVID-19

	Schloz 
	2017b
	Australia
	Empirical 
	Health Policy/Governance 
	Mental health
	Adult
	Contemporary mental health policies call for consumers to be involved in decision-making processes within mental health organizations. Some organizations have embraced leadership roles for consumers but research suggests consumers remain disempowered within mental health services. Drawing on service-dominant logic, which emphasizes the co-creation of value of services, the present study provides an overview of consumer leadership within mental health organizations in the Australian Capital Territory.

	Schloz 
	2017a
	Australia
	Review 
	Health Policy/Governance 
	Mental health
	Adult
	The aim of this systematic review is to synthesize current academic knowledge about mental health service consumers in mental health service leadership. Specifically, this review aims to include all empirical and review articles published in English in peer reviewed journals that explicitly analyse or discuss mental health service consumer leadership of and within mental health organizations.

	Schloz 
	2019
	Australia
	Review 
	Multiple 
	Mental health
	Adult
	This review seeks to suggest further research directions In regards to consumer and ally relationships within the mental health sector.

	Schloz 
	2018a
	Australia
	Empirical 
	Health Planning/Service Design/QI
	N/A
	Adult
	The aim of this study was to explore power relations between consumers and health professionals engaged in systemic partnerships. 

	Schloz 
	2018b
	Australia
	Empirical 
	Multiple 
	Mental health
	Adult
	The aim of the current study is to better understand how consumers can bring value to partnerships with mental health organizations.

	Scholz
	2020
	Australia
	Empirical 
	Health Planning/Service Design/QI
	Mental Health
	Adult
	The aim of the current study is to develop a clearer understanding about perceptions of consumer representatives and their ability to influence the systems in which they engage

	Selig
	2019
	United States of America
	Empirical 
	Health Research
	Cancer
	Adult
	This paper summarizes the PAAC initiative and key learnings as the PAAC model is integrated across the company's oncology pipeline and its leaders share best practices.

	Sharma
	2018
	United States of America
	Empirical 
	Health Policy/Governance 
	Multiple conditions
	Adult
	The aim of this study is to define the roles of patients who participate in governing boards and PACs, comparing and contrasting them as vehicles for patients to engage in practice improvement and clinic leadership.

	Sharma
	2015
	United States of America
	Non-Empirical 
	Health Planning/Service Design/QI
	N/A
	Adult
	This article draws on our experiences working with patient advisory councils at several different sites. The purpose is to provide guidance on the formation and execution of patient advisory councils in clinical settings. 

	Sharma
	2017
	Multiple Countries 
	Review 
	Health Planning/Service Design/QI
	N/A
	Adult
	Our primary aim is to investigate the impact of interventions involving patient advisory councils on clinical care outcomes, patient safety, and patient satisfaction compared to care that doesn't involve patient advisors, for participants at all healthcare settings.

	Sharma Mahendra
	2020
	United Kingdom
	Non-Empirical 
	Health Research
	HIV; Oral Health
	Adult
	This panel of the 8th World Workshop on Oral Health and Diseases in AIDS considered the role of people living with HIV (PLHIV) to contribute to oral health and HIV research and policy through a process of involvement and empowerment. The panel introduced the concepts of PPI, described the purpose of PPI, reflected upon the logistic and ethical considerations thereof and considered how PPI had been utilised effectively in HIV research and policy change

	Shea
	2005
	Canada
	Non-Empirical 
	Health Research
	Musculoskeletal and Arthritic Diseases
	Adult
	In this paper, the authors discuss how they have built a partnership with patients to involve them into research activities

	Sheikhan
	2021
	Canada
	Empirical 
	Multiple 
	Mental Health
	Multiple
	This study explores the team's experience of youth and family engagement in the design and development of the YouthCan IMPACT randomized controlled trial and clinical service pathway.

	Shen
	2016
	Multiple Countries 
	Review 
	Health Research
	Multiple conditions
	Adult
	The objectives of this scoping review were to i) synthesize current evidence on engaging parents as co-researchers in health research; ii) identify the potential benefits and challenges of engaging parent co-researchers; and iii) identify gaps in the literature

	Shklarov
	2017
	Canada
	Empirical 
	Health Research
	Chronic Conditions 
	Adult
	Implement and test a new research method and training curriculum to build patient capacity for engagement in health through peer-to-peer research.

	Skovlund
	2020
	Denmark
	Empirical 
	Health Research
	Cancer
	Adult
	This is an explorative single case study of a Danish, clinical, controlled intervention trial that included patient representatives and a nested intervention fidelity study included herein.

	Smith
	2009
	United Kingdom
	Empirical 
	Health Research
	Multiple conditions
	Adult
	This paper aims to support the critical development of user involvement in systematic reviews by explaining some of the theoretical, ethical, and practical issues entailed in 'getting ready' for user involvement.

	Smith
	2000
	United States of America
	Non-Empirical 
	Health Policy/Governance 
	Mental health
	Adult
	In this commentary, the author defines the arenas and the types of possible consumer involvement and then comments on the situation in Oregon.

	Smith
	2014
	United Kingdom
	Empirical 
	Health Research
	N/A
	Adult
	The aim of this study was to explore the views of stakeholders involved in piloting the PIM: the service user  and Carer, key personnel in the hosting voluntary sector organisation, relevant members of the KTP  team. The emphasis was placed on the experiences of the SUs and Cs of being involved in a context of partnership and working closely with NHS managers and academics.  

	Smith
	2017
	United States of America
	Non-Empirical 
	Health Research
	Multiple sclerosis
	Adult
	In this commentary, the author comments on patients involved as active collaborators in clinical trials and throughout the research and development process.

	Smith 
	2020
	United Kingdom
	Empirical 
	Multiple 
	Mental Health 
	Senior/Older Adult
	The authors conducted a reflective review of their experiences of running ‘‘ResearchNet’’, a group aimed at putting service users’ perspectives at the heart of service improvement projects, which benefits from and develops its members’ related skills. The authors explore overcoming barriers to service user involvement in research.

	Solomon
	2017
	United States of America
	Empirical 
	Health research
	Cancer
	Adult
	We describe the process and outcomes of involving patient and physician stakeholders in the design and development of a trial, funded by the Patient-Centered Outcomes Research Institute (PCORI) to enhance oncologists communication skills and their propensity to facilitate productive, meaningful GoC discussions with patients with advanced cancer

	Souliotis
	2018b
	United Kingdom
	Empirical 
	Health Policy/Governance 
	Cancer
	Adult
	To examine the degree and impact of cancer patient organization (CPO) participation in healthy policy decision making in EU-28 and to identify their correlates.

	Souliotis
	2018a
	United Kingdom
	Empirical 
	Health Research
	Cancer
	Adult
	In response to this research call, the present study aimed to provide a snapshot of cancer patients' organization (CPO) participation in health policy processes in European Union (EU) -28 countries.

	South
	2016
	United Kingdom
	Empirical 
	Health Research
	N/A
	Adult
	This paper developed a series of cases studies of PPI to document and share good practice.

	Speers
	2015
	United Kingdom
	Empirical 
	Health Planning/Service Design/QI
	N/A
	Adult
	This study involved stakeholders (mentors, service users and a lecturer) working together to design, evaluate, and refine a system enabling students to seek feedback from service users. The feedback concerned mental health student interpersonal skills and occurred whilst on practice placement. This research aimed to explore the experiences of those concerned when nine students attempted to learn from rather than about service users.

	Squire
	2006b
	United Kingdom
	Empirical 
	Health Planning/Service Design/QI
	Rheumatology
	Adult
	To provide an overview of the learning  from four practical programmes that explore different aspects of patient participation in healthcare provision.

	Squire
	2006a
	United Kingdom
	Non-Empirical 
	Health Planning/Service Design/QI
	N/A
	Adult
	To describe the purpose, establishment, work and achievements of Expert Patients Programme (EPP) of the NHS Modernisation Agency Clinical Governance Development Programme.

	Staniszewska
	2011
	United Kingdom
	Non-Empirical 
	Health Research
	N/A
	Adult
	In this paper, we argue that a paradigm change toward robust measurement of impact of involvement in research is needed to complete qualitative explorations. We argue that the service users should be collaboratively involved in the conceptualization, theorization and development of instruments to measure PPI impact.

	Stergiopoulos
	2019
	United States of America
	Empirical 
	Health Research
	N/A
	Adult
	To quantify and define patient-centric initiatives (PCIs) used in clinical research and development; to define evidence-based metrics and performance indicators that determine and measure the impact of return on engagement (ROE) of specific PCIs via biopharmaceutical case studies and real examples of PCI use

	Stevens
	2003
	United Kingdom
	Non-Empirical 
	Health Research
	Cancer
	N/A
	To identify opportunities for consumers to influence the research process at each stage of the research process; to examine the different types of consumer involvement; to discuss novel ways of identifying and recruiting consumers by one cancer network

	Stevenson
	2019
	Ireland
	Empirical 
	Health Research
	Dementia
	Multiple
	To describe how a group of individuals with dementia were involved as co-researchers in analysis of extracts from interview data forming part of a multistage study on risk communication in dementia care

	Stewart
	2015
	United States of America
	Empirical 
	Health Research
	N/A
	Adult
	To describe an enhanced model of community engagement in which a community-linked research infrastructure was developed to involve minorities in research both as participants and as partners engaged in issue selection, study design, and implementation

	Stewart
	2012
	United Kingdom
	Non-Empirical 
	Health Research
	Various
	N/A
	To argue that research quality and relevance are optimized when patient expertise is integrated with researchers' and policymakers' expertise, and each role acknowledged and valued. This alternative model to the hierarchy places research at the centre and acknowledges different areas of expertise that contribute to and improve research relevance and quality.

	Stickley
	2009
	United Kingdom
	Empirical 
	Education (Health Professions)
	Mental Health
	Adult
	To describe a model of service user participation in the development of mental health nurse curricula in a UK university

	Straiton
	2020
	Australia
	Non-Empirical 
	Health Research
	COVID-19
	N/A
	The purpose of this article is not to reiterate the case for involving consumers in research in general but rather to explore some of the ethical issues COVID-19 has presented to research and how involving consumers may help address these concerns. It also explores opportunities to further support and foster consumer involvement both in future research and in the research process across Australia. 

	Strassle
	2020
	United States of America
	Non-Empirical 
	Multiple 
	Multiple conditions
	Adult
	This article presents a new framework for patient engagement by first describing the goals of patient engagement at each stage of the research enterprise and then establishing how to prioritize the types of patient expertise that are needed to achieve these goals.

	Stuhlfauth
	2019
	Norway
	Empirical 
	Health Research
	Rehabilitation
	Adult
	By bringing together researchers and patient representatives, this study explores and describes both parties' experiences with user involvement in research as they appear through interactions in a focus group

	Susanti
	2020
	Indonesia
	Empirical 
	Multiple 
	Psychosis
	Adult
	To understand service users' and carers' views on the current use and potential applicability of PPI within Indonesian mental health services

	Switzer
	2019
	Canada
	Empirical 
	Health Research
	HIV
	Adult
	To reflect on ethical, methodological, and pedagogical considerations for designing and facilitating community advisory committees for people living with HIV who use drugs, using Research Rec as a case study

	Synnot
	2018
	Australia
	Empirical 
	Health Research
	Multiple Sclerosis
	Adult
	Aimed to describe the people, activities and methods of consumer engagement in a complex Australian health research project, and to reflect on the influence this had on the research and people involved, and the enablers and challenges of engagement.

	Tanner
	2012
	United Kingdom
	Empirical 
	Health Research
	Dementia
	Senior/Older Adult
	The paper discusses the implications for people with dementia of involvement in research as co-researchers

	Taylor
	2018
	United Kingdom
	Empirical 
	Health Research
	Mental health 
	Adult
	To share our jointly developed techniques to ensure the meaningful engagement and contribution of people with lived experience of the criminal justice system (PWLECJS) in research, trial science, intervention theory development and dissemination

	Taylor
	2006
	United Kingdom
	Empirical 
	Health Research
	N/A
	Senior/Older Adult
	The primary aim of the study reported was to identify any research training, support and information needs of ten UK Older People’s Forums and, following this, to explore how these might be met.

	Taylor
	2021
	Norway
	Empirical 
	Health Research
	Osteo Arthritis 
	Adult
	The article describes this journey looking at formal processes of patient involvement - organizational structure, budget, meetings – and more informal processes such as building relationships and changing researcher perceptions. 

	Telford
	2004a
	United Kingdom
	Empirical 
	Health Research
	N/A
	Adult
	To obtain consensus on the principles and indicators of successful consumer involvement in NHS research

	Telford
	2004b
	United Kingdom
	Review 
	Health Research
	Mental health 
	Adult
	The aims of this paper were to investigate: how far service user involvement in mental health research appears to have been understood, how far it is happening, reasons why service users get involved in research, and barriers to closer involvement from both service user and researcher perspectives

	Tempfer
	2011
	Multiple Countries 
	Review 
	Multiple 
	Multiple conditions
	Adult
	To provide an overview of published data on user participation in Health Care

	Thompson
	2014
	United Kingdom
	Empirical 
	Health Research
	Cancer
	Adult
	it seems particularly important to understand what motivates some individuals to get (and remain) involved in PPI work whereas others do not, and to understand the potential impacts of PPI on those involved. Furthermore, understanding why people get involved in research and what they stand to gain (or lose) might assist us in maintaining sustainability of approaches and broadening the reach of PPI initiatives to include individuals from seldom-heard groups. In this article we seek to address this gap in the knowledge by providing findings from interviews with patients and carers involved in cancer research settings as PPI participants.

	Thompson
	2020
	Canada
	Empirical 
	Health Research
	Pediatric functional constipation
	Pediatric 
	This study aims to use patient-engagement methods to establish a research collaboration with parents to cocreate a digital knowledge translation tool for parents caring for a child with functional constipation and formally evaluate th e patient engagement processes within this project to build the science of patient engagement in research.

	Thornton
	2006
	United Kingdom
	Non-Empirical 
	Health research
	Breast cancer
	Adult
	commentary on author's experience with patient advocacy and involvement in breast cancer clinical trials

	Thornton
	2003
	United Kingdom
	Non-Empirical 
	Multiple 
	N/A
	Adult
	This paper offers ‘consumer-led’ reflections by steering group members of a patient-centred research study involving consumer advocates, patients’ associations and patients, throughout the whole study, from pre- to post-study phases.

	Thornton
	2002
	United Kingdom
	Non-Empirical 
	Health Research
	cancer
	Adult
	This paper offers a brief outline of recent consumer involvement in research and practical suggestions.

	Tierney
	2016
	International 
	Review 
	Multiple 
	N/A
	Adult
	The aim of this review was to critically integrate the conditions for the implementation of SUI in both primary care research and health service development projects to make recommendations that will enhance chances of its normalization

	Tremblay
	2020
	Canada
	Empirical 
	Health Research
	Diabetes
	Adult
	This article reports on the findings of an evaluation conducted at the end of the project to garner lessons and identify strategies for engaging Indigenous patient partners in patient oriented research.

	Trivedi
	2002
	United Kingdom
	Empirical 
	Health Research
	Mental Health
	Adult
	This review describes our experience of working together for the first time with user-researchers on a study investigating the effects of group medication education sessions on in-patients in our local psychiatric intensive care unit (PICU)

	Troya
	2019
	United Kingdom
	Empirical 
	Health Research
	Self-harm in older adults
	Senior/Older Adult
	The aim of this paper was to critically reflect on the process, potential impact and identify challenges/opportunities in involving robust PPIE in a doctoral research, including a SR and qualitative study.

	Truman
	2002
	United Kingdom
	Empirical 
	Health Planning/Service Design/QI
	Mental health
	Adult
	The authors explore ways in which the reality of user involvement is subject to a range of configurations within health services. The paper describes a
piece of qualitative research that was undertaken within a participatory framework to explore the nature of user involvement within the facility. 

	Tullo
	2015
	United Kingdom
	Empirical 
	Health Research
	Ageing
	Senior/Older Adult
	To survey current levels of PPI in biomedical and clinical research relating to ageing at one institution. To compare and contrast the views of academics and the public about PPI relating to research about ageing.

	Tuttle
	2021
	United States of America
	Empirical 
	Health Research
	Chronic Kidney Disease
	Adult
	The purpose of this report is to describe patient and community engagement and the value they bring to the Kidney Precision Medicine Project (KPMP).

	Vale
	2018
	United Kingdom
	Empirical 
	Health Research
	N/A
	Adult
	We aimed to highlight inconsistencies between existing guidance on participant involvement in PPI strategies for clinical trials, to provide guidance and influence researchers to give due consideration to this potentially novel aspect of PPI for future trials.

	Vale
	2012
	United Kingdom
	Empirical 
	Health Research
	cervical cancer
	Adult
	This paper describes the involvement of women who had experienced treatment for cervical cancer in the systematic review, to inform the discussion about the treatments involved and, in particular, how side effects might impact on women’s day to-day lives post treatment. In addition to involving patients in the systematic review process, we also aimed to evaluate involvement with the aim of informing the practice of patient involvement in future systematic reviews conducted by our group and others. 

	van der Ham
	2016
	Netherlands
	Empirical 
	Other 
	Mental health
	Adult
	The aim of this study was to gain better insight into the quality of patient participation in the development of clinical practice guidelines and to contribute to approaches for the monitoring and evaluation of such initiatives. In addition, we explore the potential of a dialogue-based approach for reconciliation of preferences of patients and professionals in the guideline development processes.

	van Draanen
	2013
	Canada
	Empirical 
	Health Research
	Mental health
	Multiple
	The specific objectives of this study included: (a) to describe the implementation of the People with Lived Experience Caucus and barriers and facilitators to implementation; and (b) to investigate the factors that facilitated meaningful inclusion of Caucus representatives in research and service planning––from the perspectives of both Caucus members and project stakeholders.

	van Staa
	2010
	Netherlands
	Empirical 
	Health Research
	Chronic conditions (dermatologic disorders, blood disorders, neuromuscular diseases, renal failure and diabetes mellitus)
	Adolescent 
	To evaluate the feasibility, benefits and limitations of a participatory research (PR) project involving chronically ill adolescents as co-researchers

	van Wersch
	2001
	United Kingdom
	Empirical 
	Other 
	Multiple (asthma, angina, myocardial infarction)
	Adult
	This paper describes and discusses our experiences with different methods of involving consumers to inform guideline development as a series of case studies and, from this basis, suggests how these methods could be developed.

	Vat
	2017
	Multiple Countries 
	Empirical 
	Health Research
	N/A
	Adult
	The goal of this study was to describe ways that patient partners have been recruited by researchers and patient engagement leads

	Vat
	2021
	Multiple Countries 
	Empirical 
	Health Research
	N/A
	Adult
	The objective of this project was to co-design a monitoring and evaluation framework for patient engagement in medicine development, with metrics, to demonstrate impact and enhance learning.

	Vat
	2020
	Canada
	Empirical 
	Health Research
	N/A
	Adult
	In this pilot evaluation study, we aimed to 1) evaluate patient engagement in health
research projects in Newfoundland and Labrador, Canada, and 2) learn more about how to best monitor and evaluate patient engagement.

	Vogsen 
	2020
	Denmark
	Empirical 
	Health Research
	Breast Cancer
	Adult
	Our aim was to evaluate the impact on patient recruitment and retention of having patients as research partners in a clinical study of breast cancer. We also report our experience regarding researchers’ attitudes towards involving patients as partners in the research process.

	Wale
	2020
	Multiple Countries 
	Empirical 
	Health Technology Assessment 
	Crohn's Disease; Cancer
	Adult
	We explored how written and oral patient involvement in two HTAs was reported on in publicly available final recommendations and discussion summaries of appraisal committees from three HTA bodies. We aimed to gain insights into how patient input was utilized by appraisal committees to better understand the goals of
patient involvement and how these are being achieved.

	Walker 
	2018
	United Kingdom
	Empirical 
	Health Research
	Mental Health
	Adult
	This report outlines the process of exploring a proposed research project with a group of service users.

	Wall
	2004
	United Kingdom
	Empirical 
	Health Planning/Service Design/QI
	N/A
	Adult
	This paper examines how patients and carers are involved in the work of the CGST, specifically as patient consultants in the CGST's Performance Development Team (PDT).

	Warren
	2018
	United States of America
	Non-Empirical 
	Health Research
	N/A
	N/A 
	We describe and reflect on our patient stakeholder groups, engagement framework, experiences, and lessons learned in engaging patients in research, from generating proposal ideas to disseminating findings.

	Warren
	2020
	Canada
	Empirical 
	Health Research
	N/A
	Adult
	In this paper, we describe 2 PACs from Western and Eastern Canada, explaining their governance structure, primary
functions, creation and composition, and specific activities undertaken by members (e.g., review research funding applications and serve as project co-investigators).

	Weeks
	2017
	Multiple Countries 
	Empirical 
	Health Technology Assessment 
	N/A
	N/A 
	We conducted a survey of international HTA agencies to address the need to better understand whether and how HTA programs are evaluating their PPI strategies and with what results, as well as perceived facilitators and barriers to evaluation.

	Wennerstrom
	2018
	United States of America
	Empirical 
	Other 
	N/A
	Adult
	In this article, we highlight three current examples of P2P-funded
projects – their origins, development, and prospects. We identify how these three projects use CPPR and have collaborated with and contributed to a two-way learning and knowledge exchange among community and academic partners of the CPPRN.

	Westfall
	2006
	United States of America
	Empirical 
	Health Research
	N/A
	Adult
	The purpose of this article is to describe the use of community-based participatory research methods among practice-based research networks (PBRNs) in the United States.

	Wheeler
	2020
	Canada
	Empirical 
	Health Planning/Service Design/QI
	Cancer
	Adult
	To understand the barriers and facilitators PFAs experience when they are engaged in health-care system planning and provide recommendations for future engagement.

	Wilson
	2018
	United States of America
	Non-Empirical 
	Health Planning/Service Design/QI
	N/A
	N/A 
	The purpose of this paper is to propose a framework for engaging patients and patient partners in the critical step of selecting and/or designing clinical outcome assessments (COAs) for use as endpoints to evaluate the benefit of medical products.

	Wilson
	2010
	United Kingdom
	Empirical 
	Health Research
	Mental Health
	Adult
	This paper reports on the rationale, purpose and benefits of having a service user and carer-led research group and draws on relevant evidence to support this initiative in Wales.

	Young
	2020
	United States of America
	Empirical 
	Health Research
	Diabetes
	Adult
	The purpose of this paper is to discuss engagement activities,
roles and responsibilities, and value and contributions of a
Patient Advisory Board (PAB), as well as lessons learned.

	Zibrowski
	2020
	Canada
	Review 
	Health Research
	N/A
	Adult
	This protocol will guide the development of a rapid realist review, to locate existing patient-oriented research studies that have been published in scientific journals or have been communicated by government sponsored initiatives in Canada and internationally.
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