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Vision and Mission of SPHN

‘Mit der SPHN-Initiative wird langfristig das Ziel verfolgt, ein
Schweizerisches Netzwerk in personalisierter Medizin zu etablieren,
in welchem alle in diesem Bereich relevanten Forschungsinstitutionen
sowie der Schweizerische Nationalfonds SNF involviert sind.’

‘In der Periode 2017-2020 steht zwecks optimierter Nutzung fir die
Forschung im Bereich der personalisierten Medizin der Aufbau einer
national koordinierten Dateninfrastruktur im Zentrum, einschliesslich
der Sicherung der angestrebten Interoperabilitat von lokalen/regionalen
Informationssystemen.’

A project of



Personalised Health Research

Patient related

Analytical " Process :

data
» Large scale, » Genomics * Technical * ELSI » Data protection
high quality « Proteomics infrastructures « General consent « Transparency
harmonizegl and « Metabolomics * Quality « Ethical issues in respect
interoperable : standards f k to data use
. « Exposomics ramewor
PEMIENT Gl ... * Shared - Data sharing (how, why
» Cohorts semantics principles where)
* Bio-specimen « Security o . ...

SPHN is an infrastructure development program for patient oriented research
allowing large scale high quality national projects

Focus of SPHN Mandate

A project of



Personalized Health in Switzerland
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SPHN Governance
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Content

1. Building up of technical infrastructure 2016-19;
2. Process innovation 2016-2019;
3. Specific projects (calls 2017-19);

4. Create landscape of newly built research infrastructures (visibility transparency, gap
analysis);

5. ELSI, patient perspective and involvement (patient and citizen), public trust and security,
accountability;

6. Strong focus on linking and coordination with partners
(PHRT, SNSF, SCTO, SBP, Universities, ETH-Domain, Hospitals, BAG etc.);

7. Outlook 21-24
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SPHN - A decentralised approach



Collaboration agreements: information
about patient clinical data
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Research projects using hospital data
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Process innovation:
Guidelines, SOPs and recommendations

Ethical-legal-social implications (ELSI)

« Ethical Framework (including data sharing principles)

« Guidance on the Return of Actionable Clinical Findings (exp. 2019)

« Data Transfer and Use Agreement (Template)

« Material Transfer Agreements (Template) (Swiss Biobanking Platform)
« General Consent (unimedsuisse, swissethics, SAMS)

 SPHN Glossary

Technical

* Infrastructure Roadmap (BioMedIT network)

* |IT Information Security Policy (DCC/SIB)

« Data Semantic Interoperability Strategy (DCC)
» Hospital IT Strategy (DCC)

- Distributed federated query system (exp. 2020, DCC/SIB, Hospital IT)
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Infrastructure mapping:
infrastructure domains

Step 1: Each consortium was Step 2: Within the domains, newly

asked to select 3 domains built infrastructure and their degree
of implementation was reported

« Patient or citizen oriented 1. Concept established

° EthiCS, |ega| domain’ data protection’ 2. Infrastructure built and tested

patient information , L
3. First scientific study successfully

 Analytical platforms (e.g. genomics, performed on the described infrastructure

metabolomics,..)
4. Infrastructure tested with multiple

« Bioinformatics, medical informatics, big studies
data analytic platforms
5. Infrastructure available for projects

« National registries, technology, and outside the project consortium
analytical networks

6. Infrastructure used for clinical
diagnostic or therapeutic applications
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SPHN portfolio: 24 bottom-up
projects



Newly built infrastructures
(Year 2018)

Infra. dev. Driver projects
projects
# newly average # newly average # neyvly average
. level of . level of built level of
built infra. : built infra. . . .
mp. mp. infra. imp.
A: Patient or citizen oriented 9 24 5 18 14 2.9
B: Ethics, legal, data protection, patient
information 6 2.8 3 2.5 9 2.7
C: Analytical platforms 2 35 3 238 5 3.1
D: Bioinformatics, medical informatics, big
data analytic platforms 2 3.8 4 2.4 6 2.8
E: National registries, technology, and
analytical networks 5 2 3 1 8 1.6
Overall 24 2.6 18 2.1 42 24

A project of



Visualizing analytic platforms and
networks finding partners

Clinical partners:
harmonised clinical
and biological data

available (O Anciytic
platform A
O + Defining common research use cases
(e.g. Testing of new biomarker, ...)
* Finding collaborators and network partners
» Aggregate or compare study cohorts and samples
Analytic in a safe IT environment
platform B « Access to analytical plattforms and existing
O consortia

Process innovation (e.g. data transfer agreement)

ELSI Support, e-learing facilities

Access to bioinfomatic analysis expertise
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Linking to partner organisations
(e.g. SBP)



Gap analysis and
mandated Working groups (spun, pHRT, sBP, scTo)

1. Optimizing data transfer between hospital (organizational, legal, regulatory)
2. Patient involvement working group

3. Swiss Federated Genomics Network: concept for governance, processes and
infrastructures

4. Swiss Federated Metabolomics/Proteomics Network: concept for governance, processes
and infrastructures

5. IP recommendation working group

6. Strategy for engagement with the corporate world (industry, international consortia ..)

A project of
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Outlook, phase 2021-2024

(decision pending)

1. To consolidate the existing infrastructure and prepare the network to include additional
hospitals (scalability) and, ultimately, general practitioners.

2. expanding the scope of clinical and health-related variables (multiomics in collaboration with
PHRT) as well as expanding the network with additional data sources, such as cohorts,
registries and biobanks

3. To develop procedures to increase usage of data from healthy citizens as well as citizen-
controlled data and to establish interoperability of such data within the network.

4. To strengthen the SPHN ethical and legal aspects, fostering engagement with patients and
citizens.

5. To develop a strategy for engagement with the corporate world (e.g. projects with industry
involvement) and international consortia.

6. To establish the concept, governance and technical platform for a long-term, independent national
center for health data coordination and infrastructure for research
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The Swiss Personalized Health
Network in a nutshell

» Federated, distributed network of interoperable resources;
» Feasible within the Swiss federal legal system;

« Sustainable, safe and ethical, legal research environment even for large
dataset;

« Access to analytical platforms and bioinformatics computational facilities;
* Predefined processes and standards (quality, data exchange, semantics);
 Facilitates collaboration and use of resources;

« Scalable (international and other partners).
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Thank you for your
attention

www.sphn.ch
@sphn_ch



