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Personal data are the basis for precision medicine 
and precision public health 
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The Needs for Personalized Health 

•  Data integration – Google 
Maps of Health 

•  Aggregation of health 
related data from millions of 
people. 

•  Active participation of 
citizens is essential. 

4 Ernst	Hafen	
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The Opportunity: Citizen Science 
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The Challenge: The challenge of personal health-
relevant data 

6 

				

•  Personal	health	data	is	trapped	
in	data	silos	

•  Individuals	have	minimal	
control	over	and	access	to	their	
data	

•  Exchange	of	personal	health	
data	is	heavily	regulated	

•  Data	benefits	neither	the	
individual	nor	the	community		

Digital	Feudalism	
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The Challenge: Rebalancing the socioeconomic 
asymmetry in a data-driven economy 
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The Solution: Data to the people – citizen empowerment 

•  A legal right to a digital copy of all personal data (medical and non-medical) > 
Postulate accepted by Federal Council Nov 12 2015 

•  A safe and secure platform on which people can store, manage and actively share 
data on their terms 

•  A not-for-profit cooperative organizational structure of the personal data platforms 
so that they are owned by the citizens 

•  Revenues from citizen-controlled secondary use of data are invested in projects and 
services that benefit members and society at large 
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Citizen-controlled data storage and sharing 
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The basis for a new trust-promoting framework –  
The personal data platform cooperatives 

•  Citizen owned 
–  Cooperatives 

•  Not for profit 
–  Revenues are reinvested for 

the benefits of members and 
society 

•  Open source 
–  Code available on Github 

•  Transparent 
–  Transparent governance 

•  Secure 
–  Data encryption, only 

members possess key 
•   Regional 

–  Promotion of regional linked 
MIDATA cooperatives 
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MIDATA.coop – A Federation of  
National Personal Data Platform Cooperatives 

•  Federation of national MIDATA cooperatives 

•  Common IT structure and data exchange platform (like SWIFT) 

•  Profits stay in national MIDATA cooperatives (> LMICs) 

•  A truly European solution with a global reach 

•  Sustainable personal data economy by democratization 
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MIDATA.coop	

MIDATA	ecosystem for innovation 
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Use case 1: MIDATA for Patient follow-up 

Citizen/Patients: Adepositas, stomach bypass

Health Professionals: Bariatric surgery, University Hospital Bern

Functions: Patients document and share their
activity and well-being after surgery

Data: Activity tracking, weight, well-being

Added value: Outcome measure, patient empowerment, risk reduction

Status: Started May 1 2016
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MIMOTI – „Mini Motivation“ 
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We are looking for partners and supporters to build a 
global MIDATA platform cooperative ecosystem 

Current partners: 
•  Germany: Berlin Institute of Health, Charité  
•  The Netherlands: TNO, Medical Delta 
•  Ethiopia, Kersa INDEPTH HDSS 
•  Vietnam, Filabavi INDEPTH HDSS 
•  Ghana, INDEPTH-Network 
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Contact information 
Prof. Ernst Hafen 
President MIDATA Genossenschaft, Zürich-Schlieren 
Institute of Molecular Systems Biology 
ETH Zurich 
ehafen@ethz.ch 
@ehafen 
 
Prof. Serge Bignens 
Institute of Medical Informatics, University of Applied Science Bern 
serge.bignens@bfh.ch 
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MIDATA	platform architecture 
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MIDATA security through cryptography 
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