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Independent Cancer Patients’ Voice 

• Patient advocate group run and lead by patients 
• Aim - to bring the patients’ voice to the cancer 

research community 
• Members involved in clinical research 

– eg BCC Tissue Bank, many clinical trials 

• Study days inform members and consider clinical 
research 
– eg DCIS trial, liver cancer, living with cancer 

• Active Google group 



ICPV Study Days 

• Leeds - June 2009 
– Pathology & Tissue Banking 

• Barts & the London – November 2009 
– IBIS results & Screening Debate 

• Cardiff – May 2010 
– Trial design, metastatic MDT, Genetics 

• Westminster – March 2011 
– Including “Dragon’s Den” for new Clinical Trials 

• CRUK – February 2012 
– Cutting-edge cancer treatments: expense & expectation?  

• Sussex – September 2012 
– Two day autumn workshop psychosocial oncology 

 







NCRI Access Template 

• Interesting document meriting attention 

• Limits of use and availability of collection-
main principle should be for patient benefit 

• Eligibility for access and prioritisation- for 
patient benefit 

• Application for access example of information 
required-how tissue used for patient benefit 

 

 

 

 

 



NCRI Access Template 

• Emphasis on research for patient benefit 

• Improve outcomes for patients 

• Lay involvement at every stage of access 
approval including scientific assessment 

• Breast Cancer Campaign Tissue Bank example 

• Restore public trust in biobanking 

 

 



 
Thank you for the invitation 

 
Thank you for listening 

 
Any questions? 

 
Christine Allmark 

allmarkc@yahoo.co.uk 
www.independantcancerpatientsvoice.org.uk 
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