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Why should we include this in our research? 

• Makes our  research more relevant and useful to the end-users

• Influences the design, delivery and dissemination of research

• Involving people in research about a specific health condition or care 
situation who have (or have had) direct first-hand experience will 
demonstrably improve that research

PPI – patient public involvement



ICPV study days
• Hosted the first ICPV study day (Leeds, 

2009)

• 23 participants 

• people affected by breast cancer, 
research nurses, scientists and 
clinicians

• 14 further study days

• VOICE

• vision on information, confidence & 
engagement

• Science for patient advocates

• A study week taking patient advocates 
from bedside to bench







Breast Cancer Now Tissue Bank

www.breastcancertissuebank.org
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Involving patient partners in 
the Breast Cancer Now 

Tissue Bank



Involving patient 
partners in the BCNTB

Assessing the initial applications to host the Tissue Bank



Involving patient partners 
in the BCNTB

• Members of Tissue Bank Advisory Council

• Reviewing activity

• Making recommendations

• Shaping the future of the Tissue Bank



Involving 
patient 
partners in 
the BCNTB

• Member of Tissue Access Committee 
• Approval of Tissue Bank requests (lay reviewer 

questions)

• Is it a relevant topic?

• Does it have the potential to provide patient benefit?

• Does it cover an unmet need or hard to treat cancer e.g. 
triple negative or metastatic disease?

• Is there a good lay summary? – this is something that 
has improved greatly since I first started doing this 
(anonymous patient partner)

The tissue is a precious gift

and needs to be treated as such



Involving patient partners in the BCNTB
Co-authors on publications AND independent authorship



From https://www.lbcoaching.co.za/surfacing-the-elephant-in-the-room/



Communication!





Patient delegates at UK Interdisciplinary Breast Cancer Symposium, 2024



Patients presenting posters: Interdisciplinary Breast Cancer Symposium, 2024



Male breast cancer

Virtual Men’s Meetup

• Peer-led online group for men, ran by 
men who’ve had breast cancer

• Offers men a safe space to talk 
through their experiences with other 
men who just “get it”

• Occasional guest speakers; charity 
representatives, researchers, breast 
surgeons



Lab tours



Reflections on the value of PPI engagement in my 
research

• Translational research aims to improve patient care. To do this well requires 
both the support of and interaction with patients

• Having patient voices behind all stages of the Breast Cancer Now Tissue Bank, 
has helped this flourish into the well-established biobank it is today

• Being able to speak with men who have received a, usually completely 
unexpected, breast cancer diagnosis and to listen and learn about their 
experiences has reshaped my thoughts on their needs and wishes from a 
research perspective

• Patients will ask the elephant in the room question - I’m convinced this has 
helped get me through some funding review panels



Working with patients emphasises the 
need to remember the reasons behind 
our work, the translational potential of 

our findings and, ultimately, how this can 
be life changing for patients.



Suggested reading

https://pubmed.ncbi.nlm.nih.gov/34127074/

https://pubmed.ncbi.nlm.nih.gov/34127074/


Maggie Wilcox
1942-2021


	Slide 1: Introducing PPI to the next generation of cancer researchers
	Slide 2
	Slide 3
	Slide 4
	Slide 5: PPI – patient public involvement
	Slide 6: ICPV study days
	Slide 7
	Slide 8
	Slide 9: Breast Cancer Now Tissue Bank
	Slide 10: Involving patient partners in the Breast Cancer Now Tissue Bank
	Slide 11: Involving patient partners in the BCNTB
	Slide 12: Involving patient partners in the BCNTB
	Slide 13: Involving patient partners in the BCNTB
	Slide 14: Involving patient partners in the BCNTB
	Slide 15
	Slide 16
	Slide 17
	Slide 18
	Slide 19
	Slide 20: Male breast cancer
	Slide 21: Lab tours
	Slide 22: Reflections on the value of PPI engagement in my research
	Slide 23: Working with patients emphasises the need to remember the reasons behind our work, the translational potential of our findings and, ultimately, how this can be life changing for patients.
	Slide 24: Suggested reading
	Slide 25

