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• My views are my own, though the consensus data here is 
developed by the MPNE Community.

Disclaimer



Patients as a Primary Data Source

Diagnosed stage 2c : 2008 , Stage 3b : 2009 Stage 4 : 2012 – 2 
clinical trials – 3 treatments – 3 surgeries - >75 Imaging 
sessions >3000ml blood >15 biopsies
more than 100 hours filling in QOL questionnaires !!



Need:

▪ Patients want Survival with the best Quality of Life possible.
▪ When you are out of options you want upfront access to the cutting edge/best 

brains.
▪ Better-informed decision making needs quality, standardized data.
▪ Not having interoperability and not sharing data, kills people.
▪ Relevant Research and Business Models of value to patients and society.

Action:

▪ Patients need total EASY access to their own data – for effective decision-making, 
agency and sharing.

▪ Appropriate Infrastructures and Data collection Tools will force data standards and 
interoperability for FAIR data sharing.

▪ Good Secondary data use/Research - Data available for query, if not controlled by 
vested interest.

▪ The real return on engagement for patients is the opportunity to initiate research 
and collaborate when the value to them is proven.



CONSENSUS PROCESS









Takeaways
• Inaccessible Big Data helps no-one

• Those who carry the most risk must have a meaningful contribution to the solution

• Everyone wants health data, but few want to share it, so we need the right 
incentives and safe infrastructures

• A one-size-fits-all approach to data sharing is unlikely, so concrete pilots in safely 
monitored sandboxes, where there is direct benefit for all, with shared standards 

and  protocols to swiftly test/break/mitigate many data-usage projects in parallel, 
will get us fastest to real patient and societal benefit

• Patient and Patient Organization generated data is robust and has impact

"Progress isn't the problem. Progress without consent is simply theft with better marketing" Winona LaDuke



Thanks for Listening

The MPNE White Paper Patient Consensus on Data, AI and Data-dependant models for 
Business and Research : https://issuu.com/mpne/docs/mpne_consensus_2.0_long

Contact: 

gilliosa.spurrier-bernard@mpneurope.org,

gilliosa@melanomefrance.com 

https://www.mpneurope.org 

https://wecanadvocate.eu 
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