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Figures 3 and 4 show the complete framework-building process and the current status of the project  (May, 2018).

Figure 3. Roadmap to the PE meta-framework (May, 2018)

Figure 4. Status today (May, 2018)



Access the editable version of the PEQG    I    Made WITH Patients   I    www.PatientFocusedMedicine.org 11/13

PEQG version 2.0 - officially eleased on 17.5.2018 and in piloting phase

Acknowledgements

We would like to acknowledge the PFMD Contributors’ Network for their  valuable contributions to co-creating this 
guidance which aims to facilitate more systematic and consistent patient engagement.

We also thank and acknowledge the many who have provided valuable feedback in focus groups, meetings and con-
ferences, through their organisations and during public consultation. 

Thanks also to PFMD members for their support of the project, investment of time and resources, and commitment 
to development of a collaborative platform for PE advances through co-creation.  Special thanks to the Core team for 
editing, reviewing  and maintaining momentum to deliver the guidance and its dissemination.

This diverse feedback and contribution has shaped the Patient Engagement Quality Guidance. 

https://docs.google.com/document/d/1ZZ7gh0_FQwhXq3Wnj1YVU6f8NlVZ6nBOBZfFe8UJnDs/edit


Access the editable version of the PEQG    I    Made WITH Patients   I    www.PatientFocusedMedicine.org 12/13

PEQG version 2.0 - officially eleased on 17.5.2018 and in piloting phase

Sources
Canadian Institutes of Health Research

Patient engagement, Jul 3, 2014. Available at: http://www.cihr-irsc.gc.ca/e/45851.html 

CTTI
Bloom et al. (2017). The Rules of Engagement: CTTI Recommendations for Successful Collaborations Between 
Sponsors and Patient Groups Around Clinical Trials, Therapeutic Innovation & Regulatory Science (1-8)

CTTI Recommendations: Patient groups and clinical trials, 2015. Available at: 
https://www.ctti-clinicaltrials.org/files/pgct-executive-summary-2015-09-01.pdf

DIA Capturing the Value of Patient Engagement: Summary of Results of the 2016 Study of Patient-Centric Initiatives in 
Drug Development. (2016). Available at: 
https://www.diaglobal.org/en/resources/press-releases/2016/10-31-patient-engagement-study 

EUPATI Guidance for patient involvement in industry-led medicines R&D. (2016). Available at: 
https://www.eupati.eu/patient-involvement/guidance-for-patient-involvement-in-industry-led-medicines-rd/ 

Geissler, J. et al. (2017). Improving Patient Involvement in Medicines Research and Development: A Practical Road-
map. Vol. 51. No. 5. (612-619). Available at: https://doi.org/10.1177/2168479017706405

INVOLVE
What is public involvement in research? (2017). Available at:
 http://www.invo.org.uk/find-out-more/what-is-public-involvement-in-research-2/ 

National standards for public involvement in research. (2017). Available at: 
https://sites.google.com/nihr.ac.uk/pi-standards/home 

National Health Council (NHC) 
Patient-Focused Drug Development – Recommended Language for Use in Guidance Document Development. (2015). 
Available at: http://www.nationalhealthcouncil.org/sites/default/files/NHC-GA%20Feb2017.pdf 

PCORI Patient-Centered Outcomes Research Institute
What we mean by engagement. (2015). Available at: 
https://www.pcori.org/engagement/what-we-mean-engagement 

Dissemination and implementation Toolkit. (2015). Available at: 
https://www.pcori.org/sites/default/files/PCORI-DI-Toolkit-February-2015.pdf

PFMD white paper: Research on patient engagement.
See literature review in the whitepaper. Available at:
http://patientfocusedmedicine.org/docs/research-on-patient-engagement-whitepaper.pdf
Frameworks analysed:

CTTI Clinical Trial Transformation Initiative
CTTI recommendations: effective engagement with patient groups around clinical trials (2015). Available at:
https://www.ctti-clinicaltrials.org/files/pgctrecs.pdf

http://www.cihr-irsc.gc.ca/e/45851.html
https://www.ctti-clinicaltrials.org/files/pgct-executive-summary-2015-09-01.pdf
https://www.diaglobal.org/en/resources/press-releases/2016/10-31-patient-engagement-study
https://www.eupati.eu/patient-involvement/guidance-for-patient-involvement-in-industry-led-medicines-rd/
https://doi.org/10.1177/2168479017706405
http://www.invo.org.uk/find-out-more/what-is-public-involvement-in-research-2/
https://sites.google.com/nihr.ac.uk/pi-standards/home
http://www.nationalhealthcouncil.org/sites/default/files/NHC-GA%20Feb2017.pdf
https://www.pcori.org/engagement/what-we-mean-engagement
https://www.pcori.org/sites/default/files/PCORI-DI-Toolkit-February-2015.pdf
https://www.ctti-clinicaltrials.org/files/pgctrecs.pdf
https://docs.google.com/document/d/1ZZ7gh0_FQwhXq3Wnj1YVU6f8NlVZ6nBOBZfFe8UJnDs/edit


Access the editable version of the PEQG    I    Made WITH Patients   I    www.PatientFocusedMedicine.org 13/13

PEQG version 2.0 - officially eleased on 17.5.2018 and in piloting phase

Sources
University of Maryland M-CERSI Framework
Assessing meaningful patient engagement in drug development: a definition, framework, and rubric. (2015). 
Available at:
http://www.pharmacy.umaryland.edu/media/SOP/wwwpharmacyumarylandedu/centers/cersievents/pfdd/
mcersi-pfdd-framework-rubric.pdf

National Health Council (NHC) Framework
Dialogue / Advancing Meaningful Patient Engagement in Research, Development, and Review of Drugs. (2015). 
Available at:
http://www.nationalhealthcouncil.org/sites/default/files/PatientEngagement-WhitePaper.pdf

PCORI Patient Engagement Rubric
Engagement Rubric for Applicants. (2014, updated June 6, 2016). Available at: 
http://www.pcori.org/sites/default/files/Engagement-Rubric.pdf

PCORI Funded Projects: Sample Engagement Plans From Methods Portfolio. (2014). Available at: 
http://www.pcori.org/sites/default/files/PCORI-Sample-Methods-Engagement-Plans.pdf

Perfetto et al. Framework
When is evidence sufficient for decision-making? A framework for understanding the pace of evidence adoption, 
Journal of Comparative Effectiveness Research (July 2013). Vol. 2, No. 4. (383-391). Available at: 
http://www.futuremedicine.com/doi/pdfplus/10.2217/cer.13.39

FasterCures Value Framework
Integrating the Patient Perspective into the Development of Value Frameworks, (2016). Available at: 
http://www.fastercures.org/reports/view/56

Patient-Perspective Value Framework (PPVF). (2017). Available at: 
http://www.fastercures.org/assets/Uploads/PPVF-Version-1.0-Methodology-Report-Final.pdf 

PFMD Stakeholder Expectations Matrix. (2017) Poster presented at ISPOR Euro meeting Nov 2017.
Available at: 
http://patientfocusedmedicine.org/wp-content/uploads/2017/10/PFMD_UnderstandingStakeholdersExpectation.pdf 

Sheridan, S. et al. (2017). The PCORI Engagement Rubric: Promising Practices for Partnering in Research. Annals of 
Family Medicine (www.annfammed.org) , Vol. 15, No. 2. (165-170).

http://www.pharmacy.umaryland.edu/media/SOP/wwwpharmacyumarylandedu/centers/cersievents/pfdd/mcersi-pfdd-framework-rubric.pdf
http://www.pharmacy.umaryland.edu/media/SOP/wwwpharmacyumarylandedu/centers/cersievents/pfdd/mcersi-pfdd-framework-rubric.pdf
http://www.nationalhealthcouncil.org/sites/default/files/PatientEngagement-WhitePaper.pdf
http://www.pcori.org/sites/default/files/Engagement-Rubric.pdf
http://www.pcori.org/sites/default/files/PCORI-Sample-Methods-Engagement-Plans.pdf
http://www.futuremedicine.com/doi/pdfplus/10.2217/cer.13.39
http://www.fastercures.org/reports/view/56
http://www.fastercures.org/assets/Uploads/PPVF-Version-1.0-Methodology-Report-Final.pdf
http://patientfocusedmedicine.org/wp-content/uploads/2017/10/PFMD_UnderstandingStakeholdersExpectation.pdf
https://docs.google.com/document/d/1ZZ7gh0_FQwhXq3Wnj1YVU6f8NlVZ6nBOBZfFe8UJnDs/edit
https://docs.google.com/document/d/1ZZ7gh0_FQwhXq3Wnj1YVU6f8NlVZ6nBOBZfFe8UJnDs/edit



