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Fuse Public Involvement and Engagement Resource Tracker

We have collated a selection of different web links, resources, papers, guides and more to:

e Share examples of good practice in public involvement and engagement
e Facilitate inclusive health research
e Facilitate awareness and improve access to useful tools

Spotted a gap or have something to add? Please let us know if there are any great resources that we
might have overlooked so that we can continue to share examples of public involvement and
engagement good practice and ways of undertaking more inclusive public health research. You can
email Ella, Fuse Public Involvement and Engagement Manager at eleanor.anderson@ncl.ac.uk.

Please note that these links will take you to external sites and PDFs.

Getting started in public involvement and engagement

UK Standards for Public Involvement: Better public involvement for better health and social care
research

Briefing notes for researchers - public involvement in NHS, health and social care research

NIHR: Supporting patient and public involvement in research

INVOLVE - Starting out: Essential information for members of the public getting started in
involvement in research

NIHR Community Engagement Toolkit

PPIE Planner - Plan your Patient and Public Involvement and Engagement activities

Patient involvement toolkit for researchers

Public Adviser Welcome Pack

Public Involvement Research Cycle

How to incorporate patient and public involvement in the research process

Planning your patient involvement

Advice on how to involve the public, patients and community groups in your research

Creating better public involvement ads

Creating better PPl ads — slide set



mailto:eleanor.anderson@ncl.ac.uk
https://www.invo.org.uk/wp-content/uploads/2019/11/UK-standards-for-public-involvement-v6.pdf
https://www.invo.org.uk/wp-content/uploads/2019/11/UK-standards-for-public-involvement-v6.pdf
https://www.nihr.ac.uk/documents/briefing-notes-for-researchers-public-involvement-in-nhs-health-and-social-care-research/27371?s=03
https://www.nihr.ac.uk/explore-nihr/campaigns/supporting-patient-and-public-involvement-in-research.htm
https://www.invo.org.uk/wp-content/uploads/2018/01/Induction-public-v3.pdf
https://www.invo.org.uk/wp-content/uploads/2018/01/Induction-public-v3.pdf
https://www.rdsresources.org.uk/ce-toolkit
https://planner.voice-global.org/
https://www.cancerresearchuk.org/funding-for-researchers/patient-involvement-toolkit-for-researchers
https://arc-nwc.nihr.ac.uk/wp-content/uploads/2020/04/Welcome-pack-01-04-20.pdf
https://www.rds-wm.nihr.ac.uk/public-involvement-research-cycle
https://www.rds-sc.nihr.ac.uk/information-for-researchers/
https://www.cancerresearchuk.org/funding-for-researchers/patient-involvement-toolkit-for-researchers/planning-your-patient-involvement#through_cycle3
https://arc-nenc.nihr.ac.uk/news/advice-on-how-to-involve-public-patients-and-community-groups-in-your-research/
https://arc-w.nihr.ac.uk/patient-and-public-involvement/creating-better-public-involvement-ads/
https://arc-w.nihr.ac.uk/Wordpress/wp-content/uploads/2022/03/Creating-better-PPI-ads-seminar-presentation.pdf
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Accessibility

Learning from our virtual co-creation: accessibility and adaptability

Additional keywords: co-creation; co-production; online tools

National Literacy Trust: Adult Literacy Support and Information

Additional keywords: adult literacy; reading
Read Easy
Additional keywords: adult literacy; reading

The First Word - Readability Test

Additional keywords: Plain English; writing

Plain English summaries

Tips for writing a Plain English summary of your research project

Black, Asian and ethnically minoritised groups

Increasing participation of Black Asian and Minority Ethnic groups in health and social care research

Ensuring ethnic diversity in COVID-19 research

Additional keywords: Covid-19 research

Developing the INCLUDE Ethnicity Framework - a tool to help trialists design trials that better reflect
the communities they serve

NIHR Alert: A 'sandpit' event encouraged diverse groups to work jointly with researchers

Additional keywords: inclusivity; good practice

Children and young people

Strategy for engaging and working with children and young people

Discussing ‘Tricky Topics’ with Young People at a Distance: the Challenges of Exploring Sensitive
Subjects in Virtual Focus Groups

Additional keywords: virtual research; online tools; data collection

Involving children and young people as advisors in research

GenerationR — Young people improving health through research

Young Person’s Advisory Group — Online Toolkit

Engaging and working with young people: webinar

The Youth Patient and Public Involvement Café-A youth-led model for meaningful involvement with
children and young people



https://blogs.ucl.ac.uk/public-engagement/2020/06/21/learning-from-our-virtual-co-creation-accessibility-and-adaptability/
https://literacytrust.org.uk/parents-and-families/adult-literacy/
https://readeasy.org.uk/
https://thefirstword.co.uk/readabilitytest/
https://thefirstword.co.uk/readabilitytest/
https://www.nihr.ac.uk/documents/plain-english-summaries/27363
https://arc-nenc.nihr.ac.uk/news/tips-for-writing-a-plain-english-summary/
https://arc-em.nihr.ac.uk/clahrcs-store/increasing-participation-black-asian-and-minority-ethnic-bame-groups-health-and-social
https://www.google.com/url?q=https%3A%2F%2Fwww.nihr.ac.uk%2Fblog%2Fensuring-ethnic-diversity-in-covid-19-research%2F25160&sa=D&sntz=1&usg=AFQjCNHOPTvzr4pn9zCJBL7diHEBAjF1IQ
https://trialsjournal.biomedcentral.com/articles/10.1186/s13063-021-05276-8
https://trialsjournal.biomedcentral.com/articles/10.1186/s13063-021-05276-8
https://evidence.nihr.ac.uk/alert/sandpit-encouraged-joint-working-between-underrepresented-groups-and-researchers/?utm_source=NIHR+mailing+list&utm_campaign=98c598a9db-NEWS_RESEARCH_26_8_2021_COPY_01&utm_medium=email&utm_term=0_570d86f9cb-98c598a9db-33093723
https://sphr.nihr.ac.uk/wp-content/uploads/2021/06/Principles-for-engaging-with-CYP-June-2021.pdf
https://covidrealities.org/researching-poverty/tricky-topics-young-people
https://covidrealities.org/researching-poverty/tricky-topics-young-people
https://arc-nenc.nihr.ac.uk/wp-content/uploads/2021/07/NIHR-Involving-children-and-young-people-as-advisors-in-research-April-2021.pdf
https://generationr.org.uk/
https://eypagnet.eu/toolkit/
https://sphr.nihr.ac.uk/news-and-events/engaging-and-working-with-young-people-webinar-recording-now-available/
https://pubmed.ncbi.nlm.nih.gov/36065124/
https://pubmed.ncbi.nlm.nih.gov/36065124/
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Co-application and co-production

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

Reflective questions to support co-produced research

A map of resources for co-producing research in health and social care

Exploring patient and public involvement (PPI) and co-production approaches in mental health
research: learning from the PARTNERS2 research programme

Additional keywords: power-sharing; emotional work; safe spaces; transparency

Carry on co-producing: handy hints and tips to help you out

Co-production in Action

It's time for patients, service users and the public to lead development of new research ideas

That Co-production podcast!

Covid-19

Public involvement in a pandemic: Lessons from the UK COVID-19 public involvement matching
service

Creative methods of engagement

Using art to engage with people often not involved in research development and production

Digital Engagement in culture, heritage and the arts

Avery: the little bird helping children understand genetic illness

Additional key word: books; children and young people

Guidance on the use of social media to involve the public in research

Additional key word: social media

What Works: Engaging the public through social media

Additional key word: social media

Digital inclusion and exclusion

Digital Inclusion in Health and Care: Lessons learned from the NHS Widening Digital Participation
Programme

Additional keywords: barriers; older people; disability, co-design

Blog: Why people should be Involved who do not have the internet



https://arc-nenc.nihr.ac.uk/wp-content/uploads/2021/04/Public-Co-Applicants-in-Research-April-2021.pdf
https://arc-w.nihr.ac.uk/Wordpress/wp-content/uploads/2020/05/Reflective-questions-Web-version-v1.2.pdf
https://arc-w.nihr.ac.uk/Wordpress/wp-content/uploads/2020/05/Map-of-resources-Web-version-v1.2.pdf
https://researchinvolvement.biomedcentral.com/articles/10.1186/s40900-020-00224-3
https://researchinvolvement.biomedcentral.com/articles/10.1186/s40900-020-00224-3
https://blogs.ucl.ac.uk/public-engagement/2020/05/06/carry-on-co-producing-part2/
https://arc-nenc.nihr.ac.uk/wp-content/uploads/2021/04/NIHR-Co-production-in-Action-Number-One-April-2021.pdf
https://www.nihr.ac.uk/blog/its-time-for-patients-service-users-and-the-public-to-lead-development-of-new-research-ideas/29669
https://soundcloud.com/user-85827922-276965251
https://s3.eu-west-2.amazonaws.com/www.hra.nhs.uk/media/documents/8948_Public_Involvement_in_Pandemic_Research_Report_V9_-_Accessible.pdf
https://s3.eu-west-2.amazonaws.com/www.hra.nhs.uk/media/documents/8948_Public_Involvement_in_Pandemic_Research_Report_V9_-_Accessible.pdf
https://www.spcr.nihr.ac.uk/news/blog/using-art-to-engage-with-people
https://www.slideshare.net/MuseumNext/digital-engagement-in-culture-heritage-and-the-arts?related=1
https://www.slideshare.net/MuseumNext/digital-engagement-in-culture-heritage-and-the-arts?related=1
https://cambridge-uni.medium.com/avery-the-little-bird-helping-children-understand-genetic-illness-af8a12ef1adf
https://www.publicengagement.ac.uk/sites/default/files/publication/what_works_engaging_the_public_through_social_media_november_2018.pdf
https://www.goodthingsfoundation.org/insights/digital-participation-lessons-learned/
https://www.goodthingsfoundation.org/insights/digital-participation-lessons-learned/
https://arc-eoe.nihr.ac.uk/news-insights/news-latest/blog-why-people-should-be-involved-who-do-not-have-internet?s=09
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Additional keywords: event planning; meeting planning; reimbursement

Digital technology and health inequalities: a scoping review

Should we be taking our engagement projects online?

Five tips for involving patients and the public in research remotely: Insights from Covid-19

Additional keywords: Covid-19

Event planning

Guidance for online events

Additional keywords: accessibility; best practice; digital engagement; online tools

NCCPE: Online Engagement: A guide to creating and running virtual meetings and events

Additional keywords: accessibility; best practice; digital engagement; online tools

Example public involvement and engagement strategies

SPHR: A strategy for public involvement & engagement

NIHR ARC NENC: Public Involvement and Community Engagement Strategy

UKRI Vision for Public Engagement

Going the extra mile: Improving the nation’s health and wellbeing through public involvement in
research

Funding applications

A brief guide to public involvement in funding applications: How the NIHR Research Design Service

(RDS) can help

NIHR Infrastructure Training Camp 2021 - Get Value and benefit from Patient and Public Involvement

Impact and evaluation

Reviewing public engagement in REF 2014: Reflections for shaping the second REF

UKRI Practical Guidelines - A guide for evaluating public engagement activities

Public Involvement Impact Assessment Framework (PiiAF)

NCCPE How to evaluate public engagement projects and programmes

Guidance document - Evaluating public involvement in research

GRIPP2 reporting checklists: tools to improve reporting of patient and public involvement in research



https://phw.nhs.wales/publications/publications1/digital-technology-and-health-inequalities-a-scoping-review/
https://www.qmul.ac.uk/publicengagement/blog/2020-blog-posts/items/cpexplores-should-we-be-taking-our-engagement-projects-online.html
https://www.google.com/url?q=https%3A%2F%2Fwww.voice-global.org%2Fnews-blogs%2F2020%2Fjuly%2Ffive-tips-for-involving-patients-and-the-public-in-research-remotely-insights-from-covid-19%2F&sa=D&sntz=1&usg=AFQjCNFHuN82jZDMZC5-DhJvO3acKUnkMA
https://www.google.com/url?q=https%3A%2F%2Fwww.voice-global.org%2Fnews-blogs%2F2020%2Fjuly%2Ffive-tips-for-involving-patients-and-the-public-in-research-remotely-insights-from-covid-19%2F&sa=D&sntz=1&usg=AFQjCNFHuN82jZDMZC5-DhJvO3acKUnkMA
http://www.exeter.ac.uk/departments/communication/communications/events/toolkit/online-events/
https://www.publicengagement.ac.uk/sites/default/files/publication/creating_and_running_virtual_events_-_april_2020_v1.pdf
https://www.publicengagement.ac.uk/sites/default/files/publication/creating_and_running_virtual_events_-_april_2020_v1.pdf
https://sphr.nihr.ac.uk/wp-content/uploads/2020/10/NIHR-SPHR-PIE-Strategy_V1.0NT.pdf
https://arc-nenc.nihr.ac.uk/wp-content/uploads/2021/03/NIHR-ARC-NENC-Public-Involvement-and-Community-Engagement-Strategy-March-2021.pdf
https://www.ukri.org/wp-content/uploads/2020/10/UKRI-1610202-Vision-for-public-engagement.pdf
https://www.nihr.ac.uk/documents/about-us/our-contribution-to-research/how-we-involve-patients-carers-and-the-public/Going-the-Extra-Mile.pdf
https://www.nihr.ac.uk/documents/about-us/our-contribution-to-research/how-we-involve-patients-carers-and-the-public/Going-the-Extra-Mile.pdf
https://www.rds-wm.nihr.ac.uk/pdfs/A5_PPI_Pocket_Guide_V5.0%20FINAL%2025.02.20.pdf
https://www.rds-wm.nihr.ac.uk/pdfs/A5_PPI_Pocket_Guide_V5.0%20FINAL%2025.02.20.pdf
https://www.youtube.com/watch?v=rfnJGe5TW7I
https://www.youtube.com/watch?v=rfnJGe5TW7I
https://www.publicengagement.ac.uk/sites/default/files/publication/reviewing_pe_in_ref_2014_final.pdf
https://www.ukri.org/wp-content/uploads/2020/10/UKRI-151020-EvaluationPracticalGuidelines.pdf
https://piiaf.org.uk/
https://www.publicengagement.ac.uk/sites/default/files/publication/evaluating_your_public_engagement_work.pdf
http://www.phwe.org.uk/wp-content/uploads/Guidance-on-evaluating-Public-Involvement-in-research.pdf
https://www.bmj.com/content/358/bmj.j3453
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Frameworks for supporting patient and public involvement in research: Systematic review and co-
design pilot

Next steps for engagement

Next steps for partnership working with patients and the public: Engagement report

Additional keywords: resources; barriers; guidance; equality, diversity and inclusion (EDI)

Research methods

Virtual Patient and Public Involvement: Overview of common video calling platforms

Additional keywords: online tools; video calls

Remuneration

NIHR payment guidance for researchers and professionals

NIHR Benefits Advice Service for public involvement in research

Additional keywords: benefits

Policy on payment of fees and expenses for members of the public actively involved with INVOLVE

Applied Research Collaboration North West Coast Policy on payments and expenses for members of
the public

Paying people who receive benefits — Co-production and involvement

Additional keywords: co-production; benefits

Rough sleeping

Video: lived experience of rough sleeping

Key words: multiple health needs, geography

Delivering health and care for people who sleep rough: Going above and beyond

Key words: multiple health needs, geography

Social care research

Public Involvement in Social Care Research



https://pubmed.ncbi.nlm.nih.gov/31012259/
https://pubmed.ncbi.nlm.nih.gov/31012259/
https://www.nihr.ac.uk/documents/next-steps-for-partnership-working-with-patients-and-the-public-engagement-report/28566
https://arc-nenc.nihr.ac.uk/wp-content/uploads/2020/09/Guide-Prepare-yourself-for-a-video-call.pdf
https://www.nihr.ac.uk/documents/payment-guidance-for-researchers-and-professionals/27392
https://sphr.nihr.ac.uk/news-and-events/nihr-benefits-advice-service-for-public-involvement-in-research/
https://www.invo.org.uk/wp-content/uploads/2016/05/INVOLVE-internal-payment-policy-2016-final-1.pdf
https://arc-nwc.nihr.ac.uk/wp-content/uploads/2020/04/ARC-NWC-Public-Engagement-Payment-Policy-Updated-April-2020.pdf
https://arc-nwc.nihr.ac.uk/wp-content/uploads/2020/04/ARC-NWC-Public-Engagement-Payment-Policy-Updated-April-2020.pdf
https://www.scie.org.uk/co-production/supporting/paying-people-who-receive-benefits
https://www.google.com/url?q=https%3A%2F%2Fwww.kingsfund.org.uk%2Fpublications%2Fdelivering-health-care-people-sleep-rough%3Futm_source%3DThe%2520King%2527s%2520Fund%2520newsletters%2520%2528main%2520account%2529%26utm_medium%3Demail%26utm_campaign%3D11352013_MKPUB_rough%2520sleepers%2520report%25202020-03-03%26utm_content%3Dvideo%23video-lived-experience-of-rough-sleeping&sa=D&sntz=1&usg=AFQjCNFNO-is1ean5_3BGXNO7PwuMBJW1w
https://www.google.com/url?q=https%3A%2F%2Fwww.kingsfund.org.uk%2Fsites%2Fdefault%2Ffiles%2F2020-02%2FDelivering-health-care-people-sleep-rough-summary.pdf&sa=D&sntz=1&usg=AFQjCNFjDdsHbsKoJlP3mLYlO1A1VrQXtg
https://www.nihr.ac.uk/documents/public-involvement-in-social-care-research/27982?utm_campaign=12527236_SCIELine%2015%20July%202021&utm_medium=email&utm_source=SOCIAL%20CARE%20INSTITUTE%20FOR%20EXCELLENCE%20&utm_sfid=0036f00003H2T25AAF&utm_role=Researcher&dm_i=4O5,7GI2S,29QCOF,UB998,1
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Training and support

A guide to training and support for public involvement in public health research

Research Methods: A Practical Guide to Peer and Community Research

Additional keywords: online course

NIHR INCLUDE Online Course

Additional keywords: online course; under-served

An interactive course for new and experienced patient/public reviewers of health and social care
research

Public Participation Online Learning Programme

Under-served groups and inclusivity

Improving inclusion of under-served groups in clinical research: Guidance from INCLUDE project

Ensuring that COVID-19 Research is Inclusive: Guidance from the NIHR CRN INCLUDE project

Additional keywords: Covid-19

Developing a roadmap to improve trial delivery for under-served groups: results from a UK multi-
stakeholder process

Ensuring that COVID-19 research is inclusive: guidance from the NIHR INCLUDE project

Additional keywords: Covid-19

Inclusion Health Audit Tool

Additional keywords: diversity; inclusion; monitoring; governance

Being Inclusive in Public Involvement in Health and Care Research

How to engage seldom heard groups

Thinking Outside the (Tick)box November 2022 - Conference outputs

Useful websites

VOICE Global and VOICE Resource Hub

Health Research Authority - Public Involvement

Learning for Involvement: Training and resources for public involvement in research

NIHR People in Research

NIHR Be Part of Research

NIHR Research Design Service North East and North Cumbria (RDS NENC): Creating Connections



https://sphr.nihr.ac.uk/wp-content/uploads/2020/10/NIHR-SPHR-A-co-produced-resource-on-training-for-public-involvement-in-public-health-research_v4.pdf
https://www.futurelearn.com/courses/research-methods-a-practical-guide-to-peer-and-community-research/1
https://learn.nihr.ac.uk/course/view.php?id=820
https://www.learningforinvolvement.org.uk/an-interactive-course-for-new-and-experienced-patient-public-reviewers-of-health-and-social-care-research/
https://www.learningforinvolvement.org.uk/an-interactive-course-for-new-and-experienced-patient-public-reviewers-of-health-and-social-care-research/
https://www.events.england.nhs.uk/public-participation-and-system-transformation-webinar-programme
https://www.nihr.ac.uk/documents/improving-inclusion-of-under-served-groups-in-clinical-research-guidance-from-include-project/25435
https://www.nihr.ac.uk/documents/ensuring-that-covid-19-research-is-inclusive-guidance-from-the-nihr-crn-include-project/25441
https://trialsjournal.biomedcentral.com/articles/10.1186/s13063-020-04613-7
https://trialsjournal.biomedcentral.com/articles/10.1186/s13063-020-04613-7
https://bmjopen.bmj.com/content/10/11/e043634
https://www.inclusion-health.org/concept-health-inclusion/
https://www.learningforinvolvement.org.uk/wp-content/uploads/2021/04/NIHR-Being-Inclusive-in-Public-Involvement-in-Health-and-Care-Research-April-2021.pdf
https://www.learningforinvolvement.org.uk/wp-content/uploads/2021/04/NIHR-Being-Inclusive-in-Public-Involvement-in-Health-and-Care-Research-April-2021.pdf
https://www.learningforinvolvement.org.uk/wp-content/uploads/gravity_forms/6-a4a3db6b0b559cc56e92b50375fca087/2021/06/How_to_engage_seldom_heard_groups.pdf
https://shapingourlives.org.uk/report/thinking-outside-the-tickbox-outputs/
https://www.voice-global.org/
https://www.voice-global.org/researchers/resource-hub/
https://www.hra.nhs.uk/planning-and-improving-research/best-practice/public-involvement/
https://www.learningforinvolvement.org.uk/
https://www.peopleinresearch.org/
https://bepartofresearch.nihr.ac.uk/
https://rds-nenc.nihr.ac.uk/public-involvement/creating-connections/
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National Co-ordinating Centre for Public Engagement

National Co-ordinating Centre for Public Engagement: Resources

NIHR School for Public Health Research: Public involvement

NIHR School for Primary Care Research: Patient and Public Involvement and Engagement

Best Research for Best Health: The Next Chapter

Healthtalk.org - Patient and public involvement in research

James Lind Alliance — Priority Setting Partnerships



https://www.publicengagement.ac.uk/
https://www.publicengagement.ac.uk/resources
https://sphr.nihr.ac.uk/public-involvement/
https://www.spcr.nihr.ac.uk/PPI
https://www.nihr.ac.uk/documents/best-research-for-best-health-the-next-chapter/27778
https://healthtalk.org/patient-and-public-involvement-research/overview
https://www.jla.nihr.ac.uk/

