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NATIONAL REGULATORY FRAMEWORK – CARE SYSTEM

DISTRIBUTED GRID OF CERTIFIED COMMUNITIES OF CARE PROVIDERS
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PERSONALIZED HEALTH RESEARCH NETWORK

GENOTYPE – NETWORKS - PHENOTYPE



 Establish official SPHN project organization
 Definition of SPHN fund allocation procedures
 Implementation of informed consent and data sharing policies
 Implement Data Coordination Center (DCC / BioMedIT)
 Implement data quality and interoperability standards 
 Research project funding by SNF

 National Steering Board (NSB)
 Data Expert Group (DEG)
 Executive Board (EB)
 Management Office
 NSB Business Rules 
 ELSI Working Group
 Scientific Advisory Board (SAB)
 Local PH clusters (GE/LS/BE and BS/ZH)

2016 2017 2018 2019 2020 2021+

SNF Research Funding for Personalized Health

Infrastructure and Platform Implementation

Phase I: Planning and organizational structure

Decision in
parliament

Phase II: Implementation and operations

Courtesy Peter Meier-Abt



DISTRIBUTED PRIVATE NETWORK OF RESOURCES

COMPETENCES – PEOPLE - DATA – PROCESSING POWER



I2B2/TRANSMART FOUNDATIONS STANDARDS, SHRINE
DISTRIBUTED NETWORK OF REGIONAL CLINICAL DATA CLUSTERS

Swiss Personal Health Private Research Cloud   - SPH-PRC



SWISS PERSONALIZED HEALTH NETWORK INITIATIVE

DCC – DCS-IOP  DATA STRATEGY
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SWISS PERSONALIZED HEALTH NETWORK INITIATIVE

FUNDING STRATEGY
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SWISS PERSONALIZED HEALTH NETWORK INITIATIVE

HOSPITAL MANDATE

Expose >80% patients to General Consent

Adopt SPHN standards for data

Implement i2b2/tranSMART endpoint

Implement BioMedIT endpoints





GENERAL CONSENT EVOLUTION

GENEVA UNIVERSITY HOSPITALS 2017/04 – 2018/12



SWISS PERSONALIZED HEALTH NETWORK INITIATIVE

DRIVER PROJECTS

Match funding principle

Competitive call

Large consortium

Address an important aspect of medicine

Implement sustainable infrastructure





SWISS PERSONALIZED HEALTH NETWORK INITIATIVE

INFRASTRUCTURE PROJECTS

Match funding principle

Competitive call

No need for a consortium

Implement sustainable infrastructure





Care system

a Swiss distributed 
network based on 
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Research framework

a Swiss distributed 
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THE PERSONALIZED HEALTH CHALLENGE

CONVERGENCE AND COLLABORATION



L4CHLAB
LOINC FOR SWISS LABORATORIES

Common mapping > 1’000 analysis – LOINC & BAG/OFSP LA

SPHN DCC Strategy paper and milestones for laboratory



L4CHLAB
LOINC FOR SWISS LABORATORIES



DE-ID
DEIDENTIFICATION FOR MEDICAL DOCUMENTS

Hospital adoption friendly strategy for deidentification

explainable

correctable

commitable

Based on finite state automata



1

 Protected Health Information

 (HIPAA) Privacy Rules: 

 Names (patients, doctors, nurses)

 Dates

 Locations (hospitals, clinics,towns, countries)

 Telephone and fax numbers

 Names of health insurance companies

 29 finite state automata delivered to
CHUV, USB, USZ, ETHZ

DE-ID
DEIDENTIFICATION FOR MEDICAL DOCUMENTS

Health Insurance Portability and Accountability Act of 1996 (“HIPAA”).



C3-STUDY
CITIZEN CENTERED CONSENT (C3) MANAGEMENT SYSTEM
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C3-STUDY
CITIZEN CENTERED CONSENT (C3) MANAGEMENT SYSTEM
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C3-STUDY
CITIZEN CENTERED CONSENT (C3) MANAGEMENT SYSTEM
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C3-STUDY
CITIZEN CENTERED CONSENT (C3) MANAGEMENT SYSTEM
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SWISS PERSONALIZED HEALTH NETWORK INITIATIVE

DCC - DATA STRATEGY

IOP consent shareable

Generic model

Citizen centered

«all consents»

Smartcontracts

Dynamic

shared

Protection by design

Interoperability

Clear model

Strong semantic

Rich metadata

One cohort in CH:

All citizen

«fit-for-purpose» 

sub-cohort management

«quality management



DATA DRIVEN ECOSYSTEM


