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Data-driven approaches against COVID in Europe 
Lessons for the Cancer Mission?



Agenda

• Longitudinal European Open Study on SARS-CoV-2

• German National Pandemic Cohort Network

• Connecting European Cohorts to Increase Common and Effective Response to the 
SARS-CoV-2 Pandemic (ORCHESTRA)

• Possible Conclusions for the Cancer Mission
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Longitudinal European 

Open Study on 

SARS-CoV-2



What happened so far
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2.2. 1.3. 1.4.

Decision for Lean European Open Survey on SARS-
CoV-2 as anonymous case registry

9.3.

What happened so far
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2.2. 1.3. 1.4.

Study fully operational

16.3.

What happened so far



Current State of LEOSS

• 903 registered people (documentation, physicians, data scientists)

• 146 active study sites

• >10,000 cases

• ~80 approved studies, >20 publications

~50,000 donated work hours



What makes LEOSS special?

▪Real-time publication of data

▪Anonymous case registration

▪ No selection bias

▪Broad involvement of research organizations and 

clinical/scientific community

▪Open governance structure

▪Dashboard





2020 became the year of the registry

COVID
Case



1,800 unique data items in 25 eCRF sections

Study Metadata
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Baseline
• Demographics
• Geography
• Comorbidities

• Vital Signs
• Symptoms
• Virology

• Course of disease
• Lab values
• Prior medication

• Imaging
• Diabetes
• Hematology
• Hemostaseology
• HIV
• Immunosuppression

• Cardiology
• Liver disease
• Natural medicine
• Nephrology
• Neurology
• Emergency Care

• Oncology
• Palliative care
• Plasma therapy
• Pneumology
• Rheumathology
• Pregnancy

• Clinical course
• Treatment
• Complications

• Stage of disease
• End of life-Care
• Recovery

• Discharge location
• Health at discharge
• Sequelae

Sub questionnaires

Klinischer Verlauf
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COVID
Case

Hospital Information System



COVID
Case

Hospital Information System

• Less than 20% of relevant infection-related data was 
available in interoperable form

• Only ~50% of data were available in epidemiological quality
in any electronic source



Das Nationale Pandemie Kohorten Netz



Population level: Groups of COVID-19 infected

patients.

Cohort Platforms

Ambulant = outpatient setting, Stationär = inpatient setting, Gesundheitsämter = local health authorities, 

Praxen = private practices,Krankenhäuser = hospitals, Universitätskliniken = university hospitals



(optional)

Data Set Biosamples

Blood sample

Blood sample

Blood sample

Other sample

Other sample

Other sample

Local samples

Local samples

Local samples

Citrate

Heparin

EDTA

Pax-Gene/RNA

Nose/pharynx swab

BAL / tracheal aspirate

Urine

1 Swab

1 Sample

Blood Other biosamples



Data Set



Infrastructures

AP1 Interaction Core:

Project coordination, governance, data publication, 

community outreach / FOSA

AP2 Epidemiology Core Unit:

Quality Assurance and Core Analyses

AP3 Biosample Core Unit:

Quality Assurance, Audits, SOPs

AP4 Integration Core Unit:

Integration of existing cohorts



How to get access to data and samples?
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How to get access to data and samples?

General Medicine Epidemiology Gastroenterology
Gender / 
Diversity

Gynacology / 
Obstetrics

Hematology / 
Oncology

HNO Infection Control

Immunology
Infectious 
Diseases

Intensive Care Cardiology

Laboratory 
Medicine

Microbiology Nephrology Neurology

Emergency 
Medicine

Pediatrics
Palliative Care 

and Pain 
Medicine

Pneumology

Mental Health Radiology Virology



How to get access to data and samples?

Scientific council Use & Access

General Assembly



How to get access to data and samples?

Scientific council Use & Access Transfer Office

…in 15 days…

51 approved requests



Community Interaction



Community Interaction

Research Project and Collaboration Suite
• Single Sign-On Project Environment
• User adminstration
• Hierarchical group policies
• Cloud space
• Discussion forum
• Email lists
• Chat
• Project Management
• Blog
• Charts



Community Interaction



Integration of Cohorts



Study Data

Verlauf

IL-6
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Real-World Data

Verlauf
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Connecting European Cohorts to Increase Common and Effective 
Response to SARS- CoV-2 Pandemic

ORCHESTRA has received funding from the 
European Union’s Horizon 2020 research and 
innovation programme under grant agreement 
No 101016167



From 15 European/ 

non-EU countries

ORCHESTRA-Cohort Introduction

Partners

37 partners
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ORCHESTRA-Cohort Introduction

WORK PACKAGES
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ORCHESTRA-Cohort Introduction

WORK PACKAGES
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Coordination

Long-term sequelae

General population

Fragile population

Healthcare workers

Biobanking
Genomics
Host-interaction

Data management

Statistics & 
epidemiology

Global guidance

Dissemination

Ethics Requirements



ORCHESTRA-Cohort Introduction

WORK PACKAGES

WP7 – Data Management

5

CINECA, CINES, USTUTT



Conclusions: Network Building

• Successful networks need

• Strong purpose to spark genuine scientific interest

• Strong funding that makes it worth the time of leaders at all sites

• Excellent communication and collaboration platforms

• They thrive on 

• Flat hierarchies

• Split responsibilities

• Transparency

• Inclusion

• Mutual appreciation



Conclusions: Data Sharing

• Bullet-proof data protection concepts, legal and ethical clearance, 

ideally involving legal and regulatory entities

• Semantic and syntactic interoperability standards

• Trustworthy, transparent and fair central request management

• Fast and lean Use & Access and Publication processes

• Competitive data sharing policies



Conclusions: Data Analysis

• Validated standards of recoding, clearing and enriching real-world data

• Sufficiently staffed professional data coordination / transfer office

• Close and ongoing interaction between clinical experts and data 

scientists


