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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 of value to patients and society.

Action:

▪ It will give patients total EASY access to their own data – for decision making and agency.
▪ It will enforce data standards and interoperability for FAIR data sharing.
▪ Good Secondary data use/Research - Data available, 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.

Sync not Sunk : The case for a European Cancer Patient Digital Data Centre
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