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Patient and Public Involvement 
 

We acknowledge the importance of patient and public involvement (PPI) in our research. As 
part of this database project, we have undertaken multiple activities and events to explore 
different aspects of data use for artificial intelligence (AI) imaging research.  
 
The feedback received from our PPI events has improved the way we explain to people how 
we might use their patient data as part of this research. It has also helped make our 
explanations clearer regarding how data moves from the Hospital to the University, who has 
access to the data as well as how the data is then used in a de-identified format (where all 
the information that could be used to identify an individual has been removed). Exploring 
patient acceptability of different aspects of data use has helped ensure we are working both 
within the publics expectations as well as in line with national ethical requirements.  
 
We have worked closely with numerous organizations and charities whilst conducting this 
work and would like to thank all those involved for their help and support.  
 
The activities and events that have taken place to date are outlined below:  
 
•  Cambridge University Hospitals (CUH) PPI panel review of our lay summary  

• The CUH PPI Panel is a group of around 60 members of the general public from 
Cambridge and the surrounding areas who are interested in research. They 
provide their thoughts and opinions on research projects based on their own 
personal experiences. 

• Date = 15.11.19 
• Number of reviewers = 7 
• How PPI feedback developed our project:  

• Adjusted the terms used in our patient facing material to make these 
more accessible For example providing an explanation around the term 
de-identified.  

• Provided additional detail to answer questions and queries raised by the 
panel around data flows and commercial involvement. For example how 
commercial companies will access the data 

• Formatting and grammar adjusted.  
 

• Cambridge Science Festival public forum– “Harnessing Big Clinical Data In Medicine. Can 
AI Improve Breast Cancer Screening?” 

• Date = 09.03.20 
• Number in attendance = 37  
• How PPI feedback developed our project:  

• Throughout the talks we asked numerous questions to the audience 
regarding the use of their data in AI research and the use of AI in medical 
imaging. We collected responses from the audience using TurningPoint 
software (which uses interactive clickers to record anonymised results). 
This feedback has helped us to understand how we phrase certain terms 
used and where further explanation should be provided for the complex 
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flow of data in this research. A glossary of commonly used terms was 
developed for our project following this event.  

• An anonymised report which summarised results from our question and 
answer sessions has been submitted to Health Research Authority (HRA) 
Research Ethics Committee (REC), HRA Confidentiality Advisory Group 
(CAG) and Public Health England (PHE) Research Advisory Committee 
(RAC).  
 

• Survey – “The AI Survey - The use of patient data in breast cancer screening artificial 
intelligence research” 

• Eligibility included those: 
• Eligible for breast screening  
• Have previously attended breast screening or have been previously 

diagnosed with breast cancer 
• Date = 27.10.21 - 31.01.21 

• Number of completed survey responses = 46 
• We would like to thank the NIHR BRC PPI team, Independent Cancer 

Patient Voices (ICPV), Breast Cancer Now, Addenbrookes Cancer Patient 
Partnership Group, and Cancer Research UK teams who helped advertise 
our survey.  

• Example test survey: 
https://cambridge.eu.qualtrics.com/jfe/form/SV_42TiGqTNAWEOytT  

• Those who contacted the team after completing the survey attended a separate 
Zoom event to gather further insights into the use of patient data in our 
research. 

• Date of Zoom meetings = 18.01.21 and 26.01.21  
• Number who attended in total = 6 

• How this PPI feedback developed our project:  
• The survey highlighted areas for further improvement surrounding the 

terms used and layout of the patient facing material. We were able to 
show an acceptability of the data fields collected and clarity of the lay 
summary. However, we acknowledged the lay summary was felt to be too 
long and to this end have produced shorter summaries with all the key 
information included.  

• In the Zoom meetings, we found there is hesitancy regarding commercial 
involvement in this research but also an understanding of the need to 
involve commercial health companies. To this end we aim to improve the 
clarity around the ways we work with commercial health companies as 
well as clarify what information commercial health companies will have 
access to.  

• Those who attended the Zoom events have kindly helped in developing 
the updated versions of our patient facing material.  

 
 


