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How: Tools for Engaged
Research

Many organisations have developed principles to inform engaged research partnerships.

They are not the same, but they often overlap. Key shared themes include: Establishing and
nurturing trust; open two-way communication; facilitating power-sharing; flexibility; ethical and
inclusive practice; learning and accountability.

NIHR Guiding Principles For Community Engagement and Involvement

UKRI Key Principles of Co-production

UK Standards for Public Involvement

NCCPE/UKCPN Principles of Practice for Community-University Partnership Working
Integrated Knowledge Translation (IKT) Guiding Principles

Patient-Centred Outcomes Research Institute (PCORI) Foundational Expectations for
Partnerships in Research

Engagement Throughout the Research Process

For this guide, we have segmented the research process into four stages: 1. Conception,
Planning, and Design; 2. Data Collection and Analysis; 3. Dissemination and Impact; 4.
Evaluation and Sustainability.

There is a growing amount of guidance about how to engage stakeholder or research partners
throughout the whole research process. We begin with this, and in later sections you can find
guidance specific to each stage in the process.

NIHR Learning for Involvement, the National Coordinating Centre for Public Engagement
(NCCPE), Co-Productive Collective, and Mesh Community Engagement Network are rich
repositories of engagement resources. In the sections below we have included key resources
found during our search in September 2024. Each platform is constantly being updated and
we recommend regular visits to keep up to date with what is available.



about:blank
about:blank
https://ikt.ok.ubc.ca/
https://www.pcori.org/engagement-research/engagement-resources
https://www.pcori.org/engagement-research/engagement-resources
https://www.learningforinvolvement.org.uk/
https://www.publicengagement.ac.uk/
https://www.coproductioncollective.co.uk/
https://mesh.tghn.org/
Sarah Golding
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Engaging Throughout the Research Process

Resource

Q Description

Guidance: Co-producing a
research project

National Institute for Health
and Care Research (NIHR)

A guide to how NIHR understands co-
production in research, including key
principles, approaches, and challenges.

Guidance: Community
engagement and involvement
in global health research

NIHR

Principles and guidance for integrating
meaningful community engagement
and involvement in global health
research.

Guidance: The Value of Co-
Production

Co-Productive Collective

A comprehensive resource designed to
help you understand and communicate
the value of co-production in your work.

Guidance: Co-production in
research

UK Research and
Innovation (UKRI)

A guide to how UKRI understands
co-production in research, including
key principles, and examples of good
practice.

Guidance: Equity in Public
Engagement: A Guide for
Practitioners

Morris J. Wosk Centre for
Dialogue, Simon Fraser
University

This guide proposes eight principles to
support the meaningful and equitable
inclusion of diverse voices in public
engagement across sectors.

Guidance: Community-Based
Participatory Research: A
guide to ethical principles and
practice

Centre for Social Justice
and Community Action,
Durham University/NCCPE

This guide outlines the central
position of ethics in community-
based participatory research (CBPR),
identifying the underlying ethical
principles and offering guidance for
putting them into practice.

Podcast: Spotlight on
community engagement and
involvement

NIHR

This podcast series from 2022 brings
together guest speakers to discuss the
importance of engagement and share
tips for good practice.

Toolkit: High Quality
Engagement 101

National Coordinating
Centre for Public

A set of resources to support high
quality public engagement, based

Partnership Working

Engagement (NCCPE) on four principles: purpose, people,
process, and evaluation.
Toolkit: The Principles of NCCPE Practical tools and content to help you

develop your partnership approach and
put it into practice.

Toolkit: A How-To Guide
for Patient Engagement in
Research

Canadian Institutes of
Health Research (CIHR)

A comprehensive set of resources to
support patient engagement in research
developed by the CIHR Institute of
Musculoskeletal Health and Arthritis.

Toolkit: Experience-Based Co-

Design Toolkit

Point of Care Foundation

A step-by-step guide to improving
patients’ experience of healthcare using
experience-based co-design (EBCD).



https://www.learningforinvolvement.org.uk/content/resource/nihr-guidance-on-co-producing-a-research-project/
https://www.learningforinvolvement.org.uk/content/resource/nihr-guidance-on-co-producing-a-research-project/
https://www.nihr.ac.uk/researchers/i-need-help-funding-my-research/tips-for-making-your-application/community-engagement-and-involvement#eight
https://www.nihr.ac.uk/researchers/i-need-help-funding-my-research/tips-for-making-your-application/community-engagement-and-involvement#eight
https://www.nihr.ac.uk/researchers/i-need-help-funding-my-research/tips-for-making-your-application/community-engagement-and-involvement#eight
https://cdn.prod.website-files.com/5ffee76a01a63b6b7213780c/63925edd5a30c19953d90fed_ValueCoPro_InteractiveSummaryFinal.pdf
https://cdn.prod.website-files.com/5ffee76a01a63b6b7213780c/63925edd5a30c19953d90fed_ValueCoPro_InteractiveSummaryFinal.pdf
https://www.ukri.org/manage-your-award/good-research-resource-hub/research-co-production/
https://www.ukri.org/manage-your-award/good-research-resource-hub/research-co-production/
https://www.sfu.ca/dialogue/what-we-do/knowledge-practice/beyond-inclusion.html
https://www.sfu.ca/dialogue/what-we-do/knowledge-practice/beyond-inclusion.html
https://www.sfu.ca/dialogue/what-we-do/knowledge-practice/beyond-inclusion.html
https://www.durham.ac.uk/media/durham-university/departments-/sociology/Community-Based-Participatory-Research-A-Guide-to-Ethical-Principles,-2nd-edition-(2022)-.pdf
https://www.durham.ac.uk/media/durham-university/departments-/sociology/Community-Based-Participatory-Research-A-Guide-to-Ethical-Principles,-2nd-edition-(2022)-.pdf
https://www.durham.ac.uk/media/durham-university/departments-/sociology/Community-Based-Participatory-Research-A-Guide-to-Ethical-Principles,-2nd-edition-(2022)-.pdf
https://www.durham.ac.uk/media/durham-university/departments-/sociology/Community-Based-Participatory-Research-A-Guide-to-Ethical-Principles,-2nd-edition-(2022)-.pdf
https://www.nihr.ac.uk/documents/global-health-podcast-series/32099
https://www.nihr.ac.uk/documents/global-health-podcast-series/32099
https://www.nihr.ac.uk/documents/global-health-podcast-series/32099
https://www.publicengagement.ac.uk/resources/tutorials/high-quality-engagement-101
https://www.publicengagement.ac.uk/resources/tutorials/high-quality-engagement-101
https://www.publicengagement.ac.uk/resources/tutorials/principles-partnership-working
https://www.publicengagement.ac.uk/resources/tutorials/principles-partnership-working
https://cihr-irsc.gc.ca/e/27297.html
https://cihr-irsc.gc.ca/e/27297.html
https://cihr-irsc.gc.ca/e/27297.html
https://www.pointofcarefoundation.org.uk/resource/experience-based-co-design-ebcd-toolkit/
https://www.pointofcarefoundation.org.uk/resource/experience-based-co-design-ebcd-toolkit/

Engaging Throughout the Research Process

Resource

Q Description

Toolkit: Methods for Human-
Centred Design

Design Kit/Ideo.org

A step-by-step guide to human-centred
design, putting people at the centre of
the design process to come up with
new answers to difficult problems.

Toolkit: Patient Engagement
Training and Resources

Patient Engagement
Synapse

A repository of resources for patient
engagement in research, including
training courses and capacity building
materials, from a range of European
organisations.

Framework: Spectrum of
Public Participation

International Association of
Public Participation (IAP2)

The IAP2 participation spectrum is a
useful tool for understanding the different
stages of engagement and what is
involved.

Framework: Power-sharing in

CBPR

Engage for Equity

This model promotes the liberatory
potential of community-based
participatory research (CBPR) and
supports researchers to engage with
partners as equals.

Framework: A design-led
framework for engaged
research: Using a design
approach to understand and
place the public at the core of

health and social care

Galvin et al. (2021),
Administration

In this paper, the authors argue that

a design-led approach can facilitate
engaged research and support
policymakers in the design of new
policies and practices for health. They
present a framework for facilitating
dialogue among stakeholders.

Framework: The Double
Diamond Framework for
Innovation

Design Council

Building on the Double Diamond
approach to design, the Framework
for Innovation includes key principles
and methods that designers and non-
designers need to take, and the ideal
working culture needed, to achieve
significant and long-lasting positive
change.

Course: Community
Engagement and Involvement

in Global Health Research

NIHR/Mesh Community
Engagement Network

A free online course about community
engagement and involvement in global
health research.

Course: Citizen Science and
Scientific Crowdsourcing: an
Introduction

ucCL

This free online course offers an
introduction to the theory and practice
of citizen science and scientific
crowdsourcing.

Course: Public Involvement in

Research

Coursera: Imperial College

A free four-week online course looking
at how to involve patients and the
public throughout the research process.



http://www.designkit.org/methods.html
http://www.designkit.org/methods.html
https://patientengagement.synapseconnect.org/trainings
https://patientengagement.synapseconnect.org/trainings
https://iap2.org.au/wp-content/uploads/2020/01/2018_IAP2_Spectrum.pdf
https://iap2.org.au/wp-content/uploads/2020/01/2018_IAP2_Spectrum.pdf
https://engageforequity.org/cbpr-model/
https://engageforequity.org/cbpr-model/
https://doi.org/10.2478/admin-2021-0018
https://doi.org/10.2478/admin-2021-0018
https://doi.org/10.2478/admin-2021-0018
https://doi.org/10.2478/admin-2021-0018
https://doi.org/10.2478/admin-2021-0018
https://doi.org/10.2478/admin-2021-0018
https://www.designcouncil.org.uk/our-resources/framework-for-innovation/
https://www.designcouncil.org.uk/our-resources/framework-for-innovation/
https://www.designcouncil.org.uk/our-resources/framework-for-innovation/
https://globalhealthtrainingcentre.tghn.org/introduction-and-practical-guide-cei-health-research/
https://globalhealthtrainingcentre.tghn.org/introduction-and-practical-guide-cei-health-research/
https://globalhealthtrainingcentre.tghn.org/introduction-and-practical-guide-cei-health-research/
https://www.ucl.ac.uk/short-courses/search-courses/citizen-science-and-scientific-crowdsourcing-introduction
https://www.ucl.ac.uk/short-courses/search-courses/citizen-science-and-scientific-crowdsourcing-introduction
https://www.ucl.ac.uk/short-courses/search-courses/citizen-science-and-scientific-crowdsourcing-introduction
https://www.coursera.org/learn/public-involvement-in-research?utm_medium=sem&utm_source=gg&utm_campaign=B2C_EMEA__coursera_FTCOF_career-academy_pmax-multiple-audiences-country-multi&campaignid=20858198824&adgroupid=&device=c&keyword=&matchtype=&network=x&devicemodel=&adposition=&creativeid=&hide_mobile_promo&gad_source=1&gclid=CjwKCAiAyJS7BhBiEiwAyS9uNQ7kaRTfvPHgNKQ49xwn3yTkGMzTptoTqOmnAuPi5cxk26GRsJt0HhoCGuUQAvD_BwE
https://www.coursera.org/learn/public-involvement-in-research?utm_medium=sem&utm_source=gg&utm_campaign=B2C_EMEA__coursera_FTCOF_career-academy_pmax-multiple-audiences-country-multi&campaignid=20858198824&adgroupid=&device=c&keyword=&matchtype=&network=x&devicemodel=&adposition=&creativeid=&hide_mobile_promo&gad_source=1&gclid=CjwKCAiAyJS7BhBiEiwAyS9uNQ7kaRTfvPHgNKQ49xwn3yTkGMzTptoTqOmnAuPi5cxk26GRsJt0HhoCGuUQAvD_BwE
https://Kit/Ideo.org

Engaging Throughout the Research Process

Resource

Q Description

Course: Applying Participatory

Approaches in Public Health
Settings

Coursera: Imperial College
London

This free course includes learning how
to critically analyse power dynamics
between different stakeholders involved
in programmes and research for public
health.

Course: Community
Engagement: Collaborating for

Change

edX: University of Michigan

This free course is for anyone who
wants to work more effectively with
community members and organisations,
including through research
partnerships.

Course: Stakeholder
Engagement in Health Equity
Research

Coursera: Johns Hopkins
University

This free course looks at how to
effectively engage community and
organisational stakeholders in health
equity research.



https://www.coursera.org/learn/applying-participatory-approaches-in-public-health-settings?specialization=participatory-approaches-public-health
https://www.coursera.org/learn/applying-participatory-approaches-in-public-health-settings?specialization=participatory-approaches-public-health
https://www.coursera.org/learn/applying-participatory-approaches-in-public-health-settings?specialization=participatory-approaches-public-health
https://www.edx.org/learn/social-science/the-university-of-michigan-community-engagement-collaborating-for-change?utm_campaign=Community Engagement%3A Collaborating for Change_&utm_medium=Educations Media Group AB - Findcourses&utm_source=affiliate&irclickid=Wt2SeAXx4xyPW-BxX6WeY0H6UkCUF8QRhUaQ2E0&utm_content=TEXT_LINK&irgwc=1
https://www.edx.org/learn/social-science/the-university-of-michigan-community-engagement-collaborating-for-change?utm_campaign=Community Engagement%3A Collaborating for Change_&utm_medium=Educations Media Group AB - Findcourses&utm_source=affiliate&irclickid=Wt2SeAXx4xyPW-BxX6WeY0H6UkCUF8QRhUaQ2E0&utm_content=TEXT_LINK&irgwc=1
https://www.edx.org/learn/social-science/the-university-of-michigan-community-engagement-collaborating-for-change?utm_campaign=Community Engagement%3A Collaborating for Change_&utm_medium=Educations Media Group AB - Findcourses&utm_source=affiliate&irclickid=Wt2SeAXx4xyPW-BxX6WeY0H6UkCUF8QRhUaQ2E0&utm_content=TEXT_LINK&irgwc=1
https://www.coursera.org/learn/health-equity-research#syllabus
https://www.coursera.org/learn/health-equity-research#syllabus
https://www.coursera.org/learn/health-equity-research#syllabus

Engaging at Stage 1: Conception, Planning and Design

Resource

Guidance: Public co-
applicants in research
— guidance on roles and
responsibilities

Guidance: PP| payment
guidance

Guidance: A practical quide
to planning an engagement
strateqy for your global health

research funding application

Guidance: Priority-setting
partnerships

Guidance: Building effective
multi-stakeholder research
teams

Toolkit: PPIE Planner

Toolkit: Community
Engagement Studio

Toolkit: Tools for Co-Creation

through Living Labs

NIHR

Mesh

James Lind Alliance (NIHR)

Patient-centred Outcomes
Research Institute (PCORI)

NIHR

Vanderbilt University

European Network of
Living Labs

A guide to including public co-
applicants in research proposals and
what is expected.

A guide to developing a payment policy
and budget for patient and public
involvement in research projects.

A guide from experienced practitioners
to integrating a thoughtful engagement
strategy into a research proposal.

A guide to how priority-setting
partnerships work to identify and
prioritise unanswered research
questions that matter most to people.

PCORlI is the leading funder of
patient-centered comparative clinical
effectiveness research in the United
States.

An interactive tool for planning
patient and public involvement and
engagement throughout your research.

The Community Engagement Studio
is a structured forum for gathering
research insights from patients or
community partners.

A range of tools for co-creating
solutions, covering need finding,
ideation, strategy, experimentation, and
feedback.


https://www.learningforinvolvement.org.uk/content/resource/public-co-applicants-in-research-guidance-on-roles-and-responsibilities/
https://www.learningforinvolvement.org.uk/content/resource/public-co-applicants-in-research-guidance-on-roles-and-responsibilities/
https://www.learningforinvolvement.org.uk/content/resource/public-co-applicants-in-research-guidance-on-roles-and-responsibilities/
https://www.learningforinvolvement.org.uk/content/resource/public-co-applicants-in-research-guidance-on-roles-and-responsibilities/
https://www.nihr.ac.uk/documents/payment-guidance-for-researchers-and-professionals/27392
https://www.nihr.ac.uk/documents/payment-guidance-for-researchers-and-professionals/27392
https://mesh.tghn.org/articles/guide-practical-guide-planning-engagement-strategy-your-global-health-research-funding-application/
https://mesh.tghn.org/articles/guide-practical-guide-planning-engagement-strategy-your-global-health-research-funding-application/
https://mesh.tghn.org/articles/guide-practical-guide-planning-engagement-strategy-your-global-health-research-funding-application/
https://mesh.tghn.org/articles/guide-practical-guide-planning-engagement-strategy-your-global-health-research-funding-application/
https://www.jla.nihr.ac.uk/jla-guidebook/
https://www.jla.nihr.ac.uk/jla-guidebook/
https://research-teams.pcori.org/?utm_campaign=Building+Effective+Multi-Stakeholder+Research+Teams&utm_medium=bitly&utm_source=website
https://research-teams.pcori.org/?utm_campaign=Building+Effective+Multi-Stakeholder+Research+Teams&utm_medium=bitly&utm_source=website
https://research-teams.pcori.org/?utm_campaign=Building+Effective+Multi-Stakeholder+Research+Teams&utm_medium=bitly&utm_source=website
https://plan4ppie.com/
https://www.meharry-vanderbilt.org/sites/vumc.org.meharry-vanderbilt/files/public_files/CESToolkit%202.0.pdf
https://www.meharry-vanderbilt.org/sites/vumc.org.meharry-vanderbilt/files/public_files/CESToolkit%202.0.pdf
https://unalab.enoll.org/
https://unalab.enoll.org/

Resource

Description

partner involvement in data
analysis and interpretation

Toolkit: Involving People: Cochrane A resource to support systematic review

A learning resource for editors and authors involving public,

systematic review authors patients and healthcare professionals in
the production of reviews.

Toolkit: Supporting research PCORI A toolkit for involving research partners

in data analysis and interpretation.

Course: Peer Research
Training Resource

Imperial College

A free course for academics and
engagement practitioners who want to
train people with lived experience to
become co-researchers in qualitative
studies.

Resource

Description

Toolkit: European Science
Engagement Platform

The European Science
Engagement Association

The European Science Engagement
Platform helps engagement
practitioners find inspiration,

resources, methods, and tools for
participatory, dialogue-oriented science
communication activities.

Toolkit: Research to Action

Research to Action

A range of tools for enhancing the
positive impact of research, with a
focus on international development.

Reflection and learning:
Identification and Reporting
of Patient and Public Partner
Authorship on Knowledge

Syntheses

Ellis et al. (2021), Journal of
Participatory Medicine

This paper discusses the challenge of
identifying and evaluating patient and
public partner co-authorship of reviews,
due to inconsistent terminology and
reporting processes.

Course: People-Centred
Policy Design

Future Learn: Government
Skills/Policy Lab

A free course focused on how to
implement innovative methods that put
people and their lived experience at the
heart of public policy.

Course: Translating Research

to Communities

Coursera: University of
Michigan

This free course includes examples of
how to involve community members in
sharing public health research findings.



https://training.cochrane.org/involving-people
https://training.cochrane.org/involving-people
https://training.cochrane.org/involving-people
https://www.pcori.org/sites/default/files/2021-09/PCORI-Guide-for-Engaging-with-Research-Partners-about-Data-and-Analysis.pdf
https://www.pcori.org/sites/default/files/2021-09/PCORI-Guide-for-Engaging-with-Research-Partners-about-Data-and-Analysis.pdf
https://www.pcori.org/sites/default/files/2021-09/PCORI-Guide-for-Engaging-with-Research-Partners-about-Data-and-Analysis.pdf
https://www.imperial.ac.uk/patient-experience-research-centre/ppi/ppi-training/peer-research-training-resource/
https://www.imperial.ac.uk/patient-experience-research-centre/ppi/ppi-training/peer-research-training-resource/
https://eusea.info/platform/about-platform-and-purpose/
https://eusea.info/platform/about-platform-and-purpose/
https://www.researchtoaction.org/
https://doi.org/10.2196/27141
https://doi.org/10.2196/27141
https://doi.org/10.2196/27141
https://doi.org/10.2196/27141
https://www.futurelearn.com/courses/people-centred-policy-design-putting-diverse-voices-and-perspectives-at-the-heart-of-policy
https://www.futurelearn.com/courses/people-centred-policy-design-putting-diverse-voices-and-perspectives-at-the-heart-of-policy
https://www.coursera.org/learn/translating-research-to-communities
https://www.coursera.org/learn/translating-research-to-communities

Engaging at Stage 4: Evaluation and Sustainability

Resource

CD Description

Guidance: Using dilemmas
cafes to address ethical
challenges in CBPR

Centre for Social Justice
and Community Action,
Durham University

This approach uses the World Café
technique to discuss and resolve ethical
dilemmas that may arise in community-
based participatory research (CBPR).

Guidance: Evaluation of
patient engagement in
medicine development: A
multi-stakeholder framework
with metrics

Vat et al. (2021), Health
Expectations

This paper describes a project designed
to develop a monitoring and evaluation
framework to demonstrate impact

and enhance learning about patient
engagement in medicine development.

Toolkit: Public Involvement in

Research Impact Toolkit

Marie Curie Research
Centre, University of Cardiff

A set of tools to support researchers to
plan and integrate public engagement
in research; track public contributions
and their impact on research; report
impact against the UK Standards for
Public Involvement.

Toolkit: Evaluation 101

NCCPE

An introduction to NCCPE’s four pillars
of evaluation and how to apply them to
your engagement work.

Toolkit: GRIPP2 reporting
checklists: tools to improve
reporting of patient and public

involvement in research

Staniszewska et al. (2017),
BMJ

This paper shares the first international
guidance for reporting of patient and
public involvement in health and social
care research, published in 2017.

Reflection and learning:
Measuring what matters for
advancing the science and
practice of engagement

PCORI

This paper describes PCORI’s work
towards harmonising approaches
for measuring and evaluating patient
engagement in research.



https://ukprn.weebly.com/uploads/5/7/5/1/57517787/dilemmascafebriefingforthewebsb27.11.15.pdf
https://ukprn.weebly.com/uploads/5/7/5/1/57517787/dilemmascafebriefingforthewebsb27.11.15.pdf
https://ukprn.weebly.com/uploads/5/7/5/1/57517787/dilemmascafebriefingforthewebsb27.11.15.pdf
https://doi.org/10.1111/hex.13191
https://doi.org/10.1111/hex.13191
https://doi.org/10.1111/hex.13191
https://doi.org/10.1111/hex.13191
https://doi.org/10.1111/hex.13191
https://www.cardiff.ac.uk/marie-curie-research-centre/patient-and-public-involvement/public-involvement-in-research-impact-toolkit-pirit
https://www.cardiff.ac.uk/marie-curie-research-centre/patient-and-public-involvement/public-involvement-in-research-impact-toolkit-pirit
https://www.publicengagement.ac.uk/resources/tutorials/evaluation-101
https://www.bmj.com/content/358/bmj.j3453
https://www.bmj.com/content/358/bmj.j3453
https://www.bmj.com/content/358/bmj.j3453
https://www.bmj.com/content/358/bmj.j3453
https://www.pcori.org/sites/default/files/PCORI-Measuring-What-Matters-for-Advancing-the-Science-and-Practice-of-Engagement.pdf
https://www.pcori.org/sites/default/files/PCORI-Measuring-What-Matters-for-Advancing-the-Science-and-Practice-of-Engagement.pdf
https://www.pcori.org/sites/default/files/PCORI-Measuring-What-Matters-for-Advancing-the-Science-and-Practice-of-Engagement.pdf

In this section we spotlight engagement resources intended for use in specific areas of
research, and/or with specific groups of people.

Spotlight on Engagement in Fundamental Research

Resource

Q Description

Guidance: A practical guide to | NIHR/Parkinson’s UK/ | Practical guidance about how to involve

PPl in lab-based research Alzheimer’s Society patients and the public in laboratory-based
research.

Guidance: PP - A Versus Arthritis Guidance about how to meaningfully

Researcher’s Guide involve people living with arthritis in
research.

Guidance: The need to set Geuverink et al. (2024), ' In this paper, the authors demonstrate

explicit goals for human Journal of Community  the importance of setting clear goals in

germline gene editing public Genetics advance for engaging with people about

dialogues human germline gene editing.

Guidance: Adapting a Watson et al. (2022), This paper offers a conceptual framework

conceptual framework to Health Expectations that aims to shape the evolution of

engage diverse stakeholders genomic/precision medicine research by

in genomic/precision medicine leveraging existing partnerships, engaging

research participants beyond recruitment, and

embracing diverse perspectives.
Guidance: Integrating patient ' Shaw et al. (2024), The | In this paper, the authors argue that

and public involvement and Lancet “Although patient and public involvement
engagement in translational and engagement (PPIE) is increasingly
medicine being adopted in clinical and applied

research, it is under-utilised and under-
reported in preclinical research where it

is typically confined to the priority-setting
stages of research and is often a one-time

occurrence.”
Reflection and learning: The  Aquino et al. (2023), This paper uses the example of the UK-
impact of patient and public Research Involvement  CIC to show that it is possible to conduct
involvement on COVID-19 and Engagement meaningful PPI in basic immunology
immunology research: research.

experiences from the UK
Coronavirus Immunology
Consortium



https://sites.google.com/parkinsons.org.uk/ppi-in-lab-based-research/home
https://sites.google.com/parkinsons.org.uk/ppi-in-lab-based-research/home
https://www.versusarthritis.org/media/1376/patient-and-public-involvement-guidance.pdf
https://www.versusarthritis.org/media/1376/patient-and-public-involvement-guidance.pdf
https://doi.org/10.1007/s12687-024-00710-1
https://doi.org/10.1007/s12687-024-00710-1
https://doi.org/10.1007/s12687-024-00710-1
https://doi.org/10.1007/s12687-024-00710-1
https://doi.org/10.1111/hex.13486
https://doi.org/10.1111/hex.13486
https://doi.org/10.1111/hex.13486
https://doi.org/10.1111/hex.13486
https://doi.org/10.1111/hex.13486
https://doi.org/10.1016/S0140-6736(24)01552-6
https://doi.org/10.1016/S0140-6736(24)01552-6
https://doi.org/10.1016/S0140-6736(24)01552-6
https://doi.org/10.1016/S0140-6736(24)01552-6
https://doi.org/10.1186/s40900-023-00446-1
https://doi.org/10.1186/s40900-023-00446-1
https://doi.org/10.1186/s40900-023-00446-1
https://doi.org/10.1186/s40900-023-00446-1
https://doi.org/10.1186/s40900-023-00446-1
https://doi.org/10.1186/s40900-023-00446-1
https://doi.org/10.1186/s40900-023-00446-1

Spotlight on Engagement in Fundamental Research

Resource

Reflection and learning:
Community Engagement in
Precision Medicine Research:
Organizational Practices and
Their Impacts for Equity

Shim et al. (2023), AJOB | In this paper, the authors show how
“constraints of time and resources
cascade into trade-offs” that can lead to
“pantomime community engagement,”
when engagement is experienced as
“improvised and sporadic”.

Empirical Bioethics

Engagement in Clinical and Translational Research

Resource

Q Description

Guidance: A short guide to
successful patient involvement

in EU-funded research

Innovative Medicines
Initiative/U-BIOPRED
(Unbiased BlOmarkers
in PREDiction of
respiratory disease
outcomes)

Tips from the development and use of a
Patient Input Platform (PIP) in a respiratory
disease research programme.

Guidance: PPl — Guidance for
Researchers

Parkinson’s UK

Guidance to support researchers to work
in partnership with people affected by
Parkinson’s.

Guidance: PPl planning
for blood and transplant

research in precision cellular
therapeutics

University of
Birmingham

A guide to developing a PPI plan designed
for researchers working on blood and
transplant research in precision cellular
therapeutics.

Guidance: Patient and student

University of

This guide explains why it is important to

partnership Birmingham involve patients in student research, and
how to do it.

Guidance: PPl - A Versus Arthritis Guidance about how to meaningfully

Researcher’s Guide involve people living with arthritis in clinical
research.

Guidance: Enhancing the US FDA A set of guidance documents to facilitate

incorporation of the patient’s
voice in medical product

development

systematic approaches to meaningful
patient and caregiver engagement to better
inform medical product development.
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https://doi.org/10.1080/23294515.2023.2201478
https://doi.org/10.1080/23294515.2023.2201478
https://doi.org/10.1080/23294515.2023.2201478
https://doi.org/10.1080/23294515.2023.2201478
https://www.learningforinvolvement.org.uk/wp-content/uploads/gravity_forms/6-a4a3db6b0b559cc56e92b50375fca087/2022/01/A-Short-Guide-to-Successful-Patient-Involvement-in-EU-funded-Research.pdf
https://www.learningforinvolvement.org.uk/wp-content/uploads/gravity_forms/6-a4a3db6b0b559cc56e92b50375fca087/2022/01/A-Short-Guide-to-Successful-Patient-Involvement-in-EU-funded-Research.pdf
https://www.learningforinvolvement.org.uk/wp-content/uploads/gravity_forms/6-a4a3db6b0b559cc56e92b50375fca087/2022/01/A-Short-Guide-to-Successful-Patient-Involvement-in-EU-funded-Research.pdf
https://www.parkinsons.org.uk/sites/default/files/2018-11/PPI Guidance for Researchers.pdf
https://www.parkinsons.org.uk/sites/default/files/2018-11/PPI Guidance for Researchers.pdf
https://pure-oai.bham.ac.uk/ws/portalfiles/portal/199088568/Practical_Planning_Guide_Edition_1_June_23_.pdf
https://pure-oai.bham.ac.uk/ws/portalfiles/portal/199088568/Practical_Planning_Guide_Edition_1_June_23_.pdf
https://pure-oai.bham.ac.uk/ws/portalfiles/portal/199088568/Practical_Planning_Guide_Edition_1_June_23_.pdf
https://pure-oai.bham.ac.uk/ws/portalfiles/portal/199088568/Practical_Planning_Guide_Edition_1_June_23_.pdf
https://pure-oai.bham.ac.uk/ws/portalfiles/portal/207457669/PSP_Guide_Sept_23.pdf
https://pure-oai.bham.ac.uk/ws/portalfiles/portal/207457669/PSP_Guide_Sept_23.pdf
https://www.versusarthritis.org/media/1376/patient-and-public-involvement-guidance.pdf
https://www.versusarthritis.org/media/1376/patient-and-public-involvement-guidance.pdf
https://www.fda.gov/drugs/development-approval-process-drugs/fda-patient-focused-drug-development-guidance-series-enhancing-incorporation-patients-voice-medical
https://www.fda.gov/drugs/development-approval-process-drugs/fda-patient-focused-drug-development-guidance-series-enhancing-incorporation-patients-voice-medical
https://www.fda.gov/drugs/development-approval-process-drugs/fda-patient-focused-drug-development-guidance-series-enhancing-incorporation-patients-voice-medical
https://www.fda.gov/drugs/development-approval-process-drugs/fda-patient-focused-drug-development-guidance-series-enhancing-incorporation-patients-voice-medical

Spotlight on Engagement in Clinical Trials

Resource

Q Description

Guidance: Embedding PPl in
the culture of the MRC Clinical

Trials Unit

UCL/MRC

Reflection and guidance about embedding
high quality PPI into research cultures.

Toolkit: Prioritisation tool for
funders and patient groups

Clinical Trials
Transformation Initiative,
Duke University

An interactive tool to help researchers and
partners analyse, visualise, and act on
opportunities for engagement.

Reflection and learning:
Inclusionary Trials: A Review of

Lessons Not Learned

Adkins-Jackson et al.
(2022), Epidemiologic
Reviews

In this paper, the authors show how
the COVID-19 pandemic revealed the
exclusion of marginalised groups from
clinical research and suggest ways to
address this.

Spotlight on Engagement in Mental Health Research

Resource

Guidance: Charter for Public
Engagement and Involvement
in Mental Health Research

Toolkit: The Influence and
Participation Toolkit

Toolkit: Research Methods
Toolkit

Reflection and learning: A
balancing act: navigating the
nuances of co-production in
mental health research

Reflection and learning:
Co-producing research

on psychosis: a scoping
review on barriers, facilitators
and outcomes

NIHR/McPin Foundation

Mind

Centre for Society and

Mental Health (KCL)

Soklaridis et al. (2024),
Research Involvement
and Engagement

Jakobsson et al. (2024),
International Journal of
Mental Health Systems

11

This Charter sets out best practice for
fully embedding public involvement and
engagement into mental health research.

Templates and tools to support
engagement with people living with mental
health challenges.

A comprehensive set of tools for
all aspects of research, including
engagement.

In this paper, the authors reflect on their
experience of co-producing research and
share the key values they developed to
help them navigate the process.

This review makes recommendations for
encouraging co-production and improving
the reporting of co-produced research
with people living with psychosis or severe
mental health conditions.



https://www.mrcctu.ucl.ac.uk/posters/walking-the-walk-embedding-patient-and-public-involvement-in-the-culture-of-the-mrc-ctu-at-ucl/
https://www.mrcctu.ucl.ac.uk/posters/walking-the-walk-embedding-patient-and-public-involvement-in-the-culture-of-the-mrc-ctu-at-ucl/
https://www.mrcctu.ucl.ac.uk/posters/walking-the-walk-embedding-patient-and-public-involvement-in-the-culture-of-the-mrc-ctu-at-ucl/
https://prioritizationtool.ctti-clinicaltrials.org/
https://prioritizationtool.ctti-clinicaltrials.org/
https://doi.org/10.1093/epirev/mxac007
https://doi.org/10.1093/epirev/mxac007
https://sphr.nihr.ac.uk/public-involvement/charter-for-public-involvement-and-engagement/
https://sphr.nihr.ac.uk/public-involvement/charter-for-public-involvement-and-engagement/
https://sphr.nihr.ac.uk/public-involvement/charter-for-public-involvement-and-engagement/
https://www.mind.org.uk/workplace/influence-and-participation-toolkit/
https://www.mind.org.uk/workplace/influence-and-participation-toolkit/
https://researchmethodstoolkit.com/
https://researchmethodstoolkit.com/
https://doi.org/10.1186/s40900-024-00561-7
https://doi.org/10.1186/s40900-024-00561-7
https://doi.org/10.1186/s40900-024-00561-7
https://doi.org/10.1186/s40900-024-00561-7
https://doi.org/10.1186/s13033-023-00594-7
https://doi.org/10.1186/s13033-023-00594-7
https://doi.org/10.1186/s13033-023-00594-7
https://doi.org/10.1186/s13033-023-00594-7

Resource

Q Description

Guidance: Supporting children

and young people to be young

researchers

Barnardo’s

Guidance and tools to use when
supporting children and young people
from a diverse range of backgrounds to be
young researchers.

Toolkit: How to set-up and
run a young persons advisory
rou

The Generation R
Alliance/European
Young Person’s
Advisory Group
Network

A toolkit to help you set up and run a
young persons advisory group, allowing
the voices of children and young people to
be heard in research.

Reflection and learning:
Positive Impacts of Adolescent

Involvement in Health
Research: An Umbrella Review

Warraitch et al. (2024),
Journal of Adolescent
Health

This review finds that the evidence
supporting the positive impacts of
adolescent involvement in research is
substantial but limited by inconsistent
reporting and a lack of rigorous evaluation.

Reflection and learning:
Laying the groundwork:
Building relationships for
public and patient involvement

in pre-clinical paediatric
research

Costello and Dorris
(2020), Health
Expectations

This paper describes the creation of a
successful partnership between pre-clinical
researchers and young people living with
arthritis in Ireland.

Spotlight on Engagement with Less Heard Groups

Resource

Q Description

Guidance: Tips for researchers
involving unpaid carers in
health and care research

NIHR

Key factors for researchers to bear in
mind when engaging with unpaid carers,
and advice for carers getting involved in
research.

Guidance: Consolidated
criteria for strengthening
reporting of health research
involving indigenous peoples:
the CONSIDER statement

Huria et al. (2019),
BMC Medical Research
Methodology

In response to a legacy of exploitation

in health research, this paper describes

the development of consolidated criteria
for strengthening the reporting of health
research involving Indigenous peoples.
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https://www.learningforinvolvement.org.uk/wp-content/uploads/2023/04/NIHR-Carers-in-HealthCare-Research_d4-1.pdf
https://www.learningforinvolvement.org.uk/wp-content/uploads/2023/04/NIHR-Carers-in-HealthCare-Research_d4-1.pdf
https://www.learningforinvolvement.org.uk/wp-content/uploads/2023/04/NIHR-Carers-in-HealthCare-Research_d4-1.pdf
https://doi.org/10.1186/s12874-019-0815-8
https://doi.org/10.1186/s12874-019-0815-8
https://doi.org/10.1186/s12874-019-0815-8
https://doi.org/10.1186/s12874-019-0815-8
https://doi.org/10.1186/s12874-019-0815-8
https://uhra.herts.ac.uk/bitstream/handle/2299/25987/Young_Researchers_Guidance_FINAL.pdf?sequence=1
https://uhra.herts.ac.uk/bitstream/handle/2299/25987/Young_Researchers_Guidance_FINAL.pdf?sequence=1
https://uhra.herts.ac.uk/bitstream/handle/2299/25987/Young_Researchers_Guidance_FINAL.pdf?sequence=1
https://eypagnet.eu/toolkit/
https://eypagnet.eu/toolkit/
https://eypagnet.eu/toolkit/
https://doi.org/10.1016/j.jadohealth.2024.02.029
https://doi.org/10.1016/j.jadohealth.2024.02.029
https://doi.org/10.1016/j.jadohealth.2024.02.029
https://doi.org/10.1111/hex.12972
https://doi.org/10.1111/hex.12972
https://doi.org/10.1111/hex.12972
https://doi.org/10.1111/hex.12972
https://doi.org/10.1111/hex.12972

Spotlight on Engagement with Less Heard Groups

Resource

Q Description

Reflection and learning:
‘Hard to reach’ or ‘easy to
ignore’? Promoting equality in
community engagement

What Works Scotland
(2017)

This report examines evidence from
Scotland and the UK on what is being
done to overcome inequality in community
engagement.

Reflection and learning:
Participatory Health Research
with Women from Refugee,
Asylum-Seeker, and Migrant
Backgrounds Living in High-
Income Countries: A Scoping
Review

Vazquez Corona et al.
(2024), International
Journal of Qualitative
Methods

This review found that engagement with
migrant women was more often done
through community organisations or
agents, rather than women themselves.
The authors argue that better reporting is
necessary to ensure that engagement with
migrant women is equitable and inclusive.

Reflection and learning:
Equity and inclusivity in
research: co-creation of

a digital platform with
representatives of marginalized

populations to enhance the
involvement in research of

people with limited literacy
skills

Loignon et al. (2021),
Research Involvement
and Engagement

This paper reports on the experience of
co-creating a digital platform to address
barriers to research involvement for people
with limited literacy.

Spotlight on Disability Inclusive Engaged Research

Resource

Q Description

Guidance: Co-producing
accessible health information

Thinklusive/
Understanding Patient
Data

The learning in this guide is from a project
to co-produce accessible information
about the uses of routinely collected
patient health information in healthcare
research and planning.
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http://whatworksscotland.ac.uk/publications/hard-to-reach-or-easy-to-ignore-promoting-equality-in-community-engagement-evidence-review/
http://whatworksscotland.ac.uk/publications/hard-to-reach-or-easy-to-ignore-promoting-equality-in-community-engagement-evidence-review/
http://whatworksscotland.ac.uk/publications/hard-to-reach-or-easy-to-ignore-promoting-equality-in-community-engagement-evidence-review/
https://doi.org/10.1177/16094069231225371
https://doi.org/10.1177/16094069231225371
https://doi.org/10.1177/16094069231225371
https://doi.org/10.1177/16094069231225371
https://doi.org/10.1177/16094069231225371
https://doi.org/10.1177/16094069231225371
https://doi.org/10.1186/s40900-021-00313-x
https://doi.org/10.1186/s40900-021-00313-x
https://doi.org/10.1186/s40900-021-00313-x
https://doi.org/10.1186/s40900-021-00313-x
https://doi.org/10.1186/s40900-021-00313-x
https://doi.org/10.1186/s40900-021-00313-x
https://doi.org/10.1186/s40900-021-00313-x
https://doi.org/10.1186/s40900-021-00313-x
https://understandingpatientdata.org.uk/sites/default/files/2022-11/Co-producing accessible information to support health literacy.pdf
https://understandingpatientdata.org.uk/sites/default/files/2022-11/Co-producing accessible information to support health literacy.pdf

Spotlight on Disability Inclusive Engaged Research

Resource

Q Description

Guidance: Making PPl more
inclusive of people with Energy

Evans et al. (2023),
Disbelief and Disregard

Limiting Conditions

Project

Recommendations for making PPI more
inclusive of people with energy limiting
conditions include enabling remote and/or
asynchronous participation and including
the cost of carers or personal assistants in
engagement budgets.

Guidance: Ethical
considerations for engaging
frail and seriously ill patients as

partners in research

Ludwig et al. (2021),
Research Involvement
and Engagement

This review finds that common ethical
principles for consideration when
working with frail and seriously ill patients
in research include autonomy, non-
maleficence, beneficence, and justice.

Guidance: The inclusion

of adults with intellectual
disabilities in health research
— challenges, barriers and

opportunities

Bishop et al. (2024),
Journal of Intellectual
Disability Research

This review identifies non-accessible
research design, lack of confidence with
capacity and consent processes, limited
resources including time, a need for
training, and paternalistic ethics processes
as barriers to meaningful research
partnerships with people with intellectual
disabilities.

Framework: A consensus
statement on how to conduct
inclusive health research

Frankena et al. (2019),
Journal of Intellectual
Disability Research

A collaborative consensus statement
about how to design health research that
is inclusive of people with intellectual
disabilities.

Framework: Shining a light on

the road towards conducting
principle-based co-production
research in rehabilitation

Bourke et al.
(2024), Frontiers in
Rehabilitation Sciences

In this article, the authors describe some
principles essential to conducting co-
production research (sharing power,
relational resilience, and adopting a
learning mindset) and provide practical
strategies to engage these values.

Reflection and learning: In
Pursuit of Ethical and Inclusive

Research: What Ethics
Committees and Disability
Researchers Can Learn From
Each Other

Walsh et al. (2024),
International Journal of
Qualitative Methods

In this paper, the authors describe
productive collaboration between
researchers and ethics committees using
the case study of research about sexuality
with young people with cerebral palsy who
use communication methods other than
speech.

Reflection and learning:
‘Building our own house’ as
an insider-only Community-
Partnered Participatory
Research Council: Co-creating

a safe space for Autistic
knowledge production

Williams et al. (2024),
Autism: the international
journal of research and
practice

In this paper, the authors explore what it
means to be an insider-only community
partnered participatory research council
and reflect on the praxis they developed to
facilitate autistic knowledge production.
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https://disbeliefdisregard.uk/wp-content/uploads/2023/09/6-Involving-women-with-ELCI.pdf
https://disbeliefdisregard.uk/wp-content/uploads/2023/09/6-Involving-women-with-ELCI.pdf
https://disbeliefdisregard.uk/wp-content/uploads/2023/09/6-Involving-women-with-ELCI.pdf
https://disbeliefdisregard.uk/ba-project/
https://disbeliefdisregard.uk/ba-project/
https://doi.org/10.1186/s40900-021-00254-5
https://doi.org/10.1186/s40900-021-00254-5
https://doi.org/10.1186/s40900-021-00254-5
https://doi.org/10.1186/s40900-021-00254-5
https://doi.org/10.1111/jir.13097
https://doi.org/10.1111/jir.13097
https://doi.org/10.1111/jir.13097
https://doi.org/10.1111/jir.13097
https://doi.org/10.1111/jir.13097
https://doi.org/10.1111/jir.12486
https://doi.org/10.1111/jir.12486
https://doi.org/10.1111/jir.12486
https://doi.org/10.3389/fresc.2024.1386746
https://doi.org/10.3389/fresc.2024.1386746
https://doi.org/10.3389/fresc.2024.1386746
https://doi.org/10.3389/fresc.2024.1386746
https://doi.org/10.1177/16094069241237549
https://doi.org/10.1177/16094069241237549
https://doi.org/10.1177/16094069241237549
https://doi.org/10.1177/16094069241237549
https://doi.org/10.1177/16094069241237549
https://doi.org/10.1177/16094069241237549
https://doi.org/10.1177/13623613241253014
https://doi.org/10.1177/13623613241253014
https://doi.org/10.1177/13623613241253014
https://doi.org/10.1177/13623613241253014
https://doi.org/10.1177/13623613241253014
https://doi.org/10.1177/13623613241253014

Spotlight on Engagement with Racially Minoritised Groups

Resource

Guidance: NIHR Race Equality
Framework

Guidance: Checklist
for inclusive community
involvement in health research

(CHICO)

Guidance: Building research
collaborations between
universities and black and
minority ethnic communities

Toolkit: Increasing
Participation of Black, Asian

and Minority Ethnic Groups
in Health and Social Care
Research

Reflection and learning: \What
would it take to meaningfully
attend to ethnicity and race

in health research? Learning
from a trial intervention
development study

Reflection and learning:

It should not require a
pandemic to make community
engagement in research
leadership essential, not

optional.

Reflection and learning:
Resources to inform anti-racist

co-production

NIHR

Elizabeth Blackw

Common Cause
Research

NIHR/East Midlands

Academic Health
Science Network

Rai et al. (2022),

Sociology of Health and

lliness

Grumbach et al. (2021),
Journal of Clinical and
Translational Science

Co-Production
Collective

ell
Institute for Health
Research, University of
Bristol
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Q Description

This Framework is a tool to help
organisations deliver the change needed to
address systemic inequities in health and
care research.

This guidance was co-developed by
community organisations and researchers
and is intended to promote the
engagement of racially minoritised groups
in health research.

A report and set of principles for
conducting fair and mutual research
partnerships between universities and
racially minoritised communities.

This toolkit is designed to help researchers
address the inequitable engagement of
racially minoritised groups by developing
more relevant research questions,
considering engagement in a more
structured way, and improving the
dissemination of research findings.

In this paper the authors show how
“usual” research practices are unwittingly
exclusionary and promote “methodological
whiteness”. They argue that medical
sociologists need to “recognise where

we are complicit in replicating social
inequalities and to actively engage with
communities to produce more inclusive
research.”

The authors of this paper argue that the
failure to engage community stakeholders
early in the COVID-19 research process
cannot be divorced from systemic racism
in the United States. They state that
engagement should be obligatory in all
clinical and translational research and that
Black, Indigenous, and People of Colour
should be centred in this process.

A repository of resources to inform anti-
racist co-production practice.


https://www.nihr.ac.uk/documents/NIHR-race-equality-framework/30388
https://www.nihr.ac.uk/documents/NIHR-race-equality-framework/30388
https://doi.org/10.1186/s40900-023-00492-9
https://doi.org/10.1186/s40900-023-00492-9
https://doi.org/10.1186/s40900-023-00492-9
https://doi.org/10.1186/s40900-023-00492-9
https://www.commoncauseresearch.com/report/
https://www.commoncauseresearch.com/report/
https://www.commoncauseresearch.com/report/
https://www.commoncauseresearch.com/report/
https://www.learningforinvolvement.org.uk/wp-content/uploads/gravity_forms/6-a4a3db6b0b559cc56e92b50375fca087/2021/06/Toolkit-for-increasing-participation-of-Black-Asian-and-Minority-Ethnic-BAME-Groups-in-health-and-social-care-research.pdf
https://www.learningforinvolvement.org.uk/wp-content/uploads/gravity_forms/6-a4a3db6b0b559cc56e92b50375fca087/2021/06/Toolkit-for-increasing-participation-of-Black-Asian-and-Minority-Ethnic-BAME-Groups-in-health-and-social-care-research.pdf
https://www.learningforinvolvement.org.uk/wp-content/uploads/gravity_forms/6-a4a3db6b0b559cc56e92b50375fca087/2021/06/Toolkit-for-increasing-participation-of-Black-Asian-and-Minority-Ethnic-BAME-Groups-in-health-and-social-care-research.pdf
https://www.learningforinvolvement.org.uk/wp-content/uploads/gravity_forms/6-a4a3db6b0b559cc56e92b50375fca087/2021/06/Toolkit-for-increasing-participation-of-Black-Asian-and-Minority-Ethnic-BAME-Groups-in-health-and-social-care-research.pdf
https://www.learningforinvolvement.org.uk/wp-content/uploads/gravity_forms/6-a4a3db6b0b559cc56e92b50375fca087/2021/06/Toolkit-for-increasing-participation-of-Black-Asian-and-Minority-Ethnic-BAME-Groups-in-health-and-social-care-research.pdf
https://doi.org/10.1111/1467-9566.13431
https://doi.org/10.1111/1467-9566.13431
https://doi.org/10.1111/1467-9566.13431
https://doi.org/10.1111/1467-9566.13431
https://doi.org/10.1111/1467-9566.13431
https://doi.org/10.1111/1467-9566.13431
https://doi.org/10.1017/cts.2021.8
https://doi.org/10.1017/cts.2021.8
https://doi.org/10.1017/cts.2021.8
https://doi.org/10.1017/cts.2021.8
https://doi.org/10.1017/cts.2021.8
https://resources.coproductioncollective.co.uk/category/anti-racism-reading-list
https://resources.coproductioncollective.co.uk/category/anti-racism-reading-list

Spotlight on Engagement with Racially Minoritised Groups

Resource
Reflection and learning: Fleming et al. (2023),
Antiracism and Community- American Journal of

Based Participatory Research: ' Public Health
Svnergies, Challenges, and

Opportunities

The authors of this paper argue that
health research institutions must invest
in research that actively disrupts racial
hierarchies, with leadership from racially
marginalised communities and scholars.

Spotlight on Engaged Research in the Global South

The guides to community engagement in global health research above speak specifically to

researchers working in countries in the Global South. Other resources included in this guide

can also be adapted to different contexts. The material below considers specific challenges
and experiences of engaged research in formerly colonised low- and middle-income settings.

Resource

Guidance: Stakeholder Archana et al. (2019),
Engagement in Planning the Global Heart

Design of a National Needs

Assessment for Cardiovascular

Disease Prevention and

Management in Nepal

Guidance: Mapping for Nguyen Quoc et al.
Engagement: Setting (2022), Frontiers in
up a Community Based Public Health

Participatory Research
Project to Reach Underserved
Communities at Risk for
Hepatitis C in Ho Chi Minh

City, Vietham
Reflection and learning: Semahegn et al. (2023),
Challenges for research Health Research Policy

uptake for health policymaking and Systems
and practice in low

and middle-income countries:

a scoping review
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Q Description

This paper describes an effective
stakeholder engagement strategy built
around the 7 Ps framework: Patients
and the Public, Providers, Purchasers,
Payers, Public Policy Makers and Policy
Advocates, Product Makers and the
Principal Investigators.

In this paper, the authors describe how
using information provided by local key
stakeholders to shape the project helped
them build solid relationships, gave the
groups a sense of ownership from the
outset, and made the project more relevant
to the context.

This review finds that poor stakeholder
engagement and partnership is one barrier
to research uptake in low and middle-
income countries.
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Spotlight on Engaged Research in the Global South

The guides to community engagement in global health research above speak specifically to

researchers working in countries in the Global South. Other resources included in this guide

can also be adapted to different contexts. The material below considers specific challenges
and experiences of engaged research in formerly colonised low- and middle-income settings.

Resource
Reflection and learning: Tilahun et al. (2024),
Explore the practice and Health Research Policy

barriers of collaborative health = and Systems
policy and system research-
priority setting exercise in

Ethiopia

Reflection and learning: Vincent et al. (2022),
‘Working relationships’ across ~ Wellcome Open
difference - a realist review of = Research
community engagement with

malaria research

Reflection and learning: A Nyirenda et al. (2022),
critical examination of research BMJ Global Health
narratives ‘rumours’ and

passive community resistance

in medical research

Reflection and learning: Klingberg et al. (2024),
Enhanced or hindered BMJ Global Health
research benefits? A realist

review of community

engagement and participatory

research practices for non-

communicable disease

prevention in low- and middle-

income countries
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This study finds that “despite notable
efforts to foster collaboration, stakeholders
identified persistent challenges such

as limited resources, institutional
fragmentation, and inadequate
coordination mechanisms as barriers to
effective priority-setting processes.”

In this realist review, the authors describe
the importance of establishing “working
relationships across differences” of wealth,
power, and culture, often “in the context of
suspicions and concerns about research”.

In this paper, the authors argue that
negative “rumours” about medical research
should be taken seriously by researchers
seeking to engage with communities.

They use ethnographic research to show
that “rumours” contain “local critiques

of medical research, legitimate concerns
informed by historical experiences and
local conceptualisation of health.”

This review offers practical
recommendations for maximising
benefits and minimising harm of research
engagement by addressing institutional
inflexibility and researcher capabilities,
managing expectations, promoting
solidarity in solving public health
challenges, and sharing decision-making
power.
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Spotlight on Engagement for Policy and Practice

Resource

\ Source

Q Description

Toolkit: How do | monitor,
evaluate and learn about
policy engagement?

University of Oxford

A repository of resources to help
researchers monitor, evaluate, and learn
from policy engagement.

Toolkit: High Impact Research

Training Toolkit

MEASURE Evaluation
(USAID)

This toolkit aims to help researchers
bridge the research-to-practice gap.

Toolkit: Research to Action

A range of tools for enhancing the positive
impact of research, with a focus on
international development.

Course: Public Policy
Engagement Series

uUCL

The course is designed for early-career
researchers to build their skills in academic
policy engagement but is open to all career
stages.
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https://www.ox.ac.uk/research/using-research-engage/policy-engagement/guidance-and-resources/how-do-i-monitor-evaluate-and-learn-about-policy-engagement
https://www.ox.ac.uk/research/using-research-engage/policy-engagement/guidance-and-resources/how-do-i-monitor-evaluate-and-learn-about-policy-engagement
https://www.ox.ac.uk/research/using-research-engage/policy-engagement/guidance-and-resources/how-do-i-monitor-evaluate-and-learn-about-policy-engagement
https://www.measureevaluation.org/resources/training/capacity-building-resources/high-impact-research-training-curricula.html
https://www.measureevaluation.org/resources/training/capacity-building-resources/high-impact-research-training-curricula.html
https://www.researchtoaction.org/
https://www.ucl.ac.uk/public-policy/support/development-opportunities/training/public-policy-engagement-online-series
https://www.ucl.ac.uk/public-policy/support/development-opportunities/training/public-policy-engagement-online-series

wellcome

Wellcome supports science to
solve the urgent health challenges
facing everyone. We support
discovery research into life, health
and wellbeing, and we’re taking on
three worldwide health challenges:
mental health, infectious disease,
and climate and health.

Equitable
Health
Futures

Equitable Health Futures is

a research, strategy, and
communications consultancy.
We work with funders,
universities, international
organisations, and activists to
advance health and disability
justice around the world.
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