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Scaling up reliable evidence 
across Europe





Welcome to the European 
OHDSI Journey

Prof. dr. ir. Peter R. Rijnbeek

Chair Department of Medical Informatics

Erasmus MC, The Netherlands



Thank you for your support!



Gold Sponsor: Odysseus



Open Science Community 

Driving Scalability of  Reliable Evidence Generation



Mission and Vision    

Our Mission

To improve health by empowering a community to 

collaboratively generate the evidence that promotes better 

health decisions and better care.

Our Vision

A world in which observational research produces a 

comprehensive understanding of health and disease.



Why OHDSI Europe? 

• Improving interoperability of data in Europe is very much 
needed and requires expertise in Europe.

• The number of projects in Europe that are building on OMOP is 
strongly increasing, even within institutions.

• Thera are >200 data sources in Europe mapped to OMOP and 
we just got started.



Objectives of OHDSI Europe

• Enable the generation of reliable evidence from European 
health data: promote the adoption of the OMOP-CDM and 
analytics.

• Focus on European Challenges and Opportunities.

• Community building
– Point of contact for all stakeholders

– Organization of European OHDSI Symposia

– Training of stakeholders

– Stimulate national and international collaborations in Europe -> 
National Nodes.



First Annual OHDSI Symposium, March 23th 2018

• 200 participants
• 24 countries
• 40 posters
• 5 software demos
• 2 full day tutorials 



Second Annual OHDSI Symposium, March 29th 2019

• 250 participants
• 27 countries
• 35 posters
• 8 software demos
• 5 full day tutorials



Third Annual OHDSI Symposium, June 24th 2022

• 350 participants
• 80 posters
• 4 software demos
• 2 days with tutorials 

and workshops



Made by Sarah Seager



4th Annual OHDSI Symposium, July 3rd 2023

• 350 participants
• 100 posters
• 4 software demos
• 2 days with tutorials 

and workshops



Meeting Goals Fifth OHDSI Symposium

- Educate and train the community through 
workshop (Saturday) and multiple Workgroup 
Meetings (Sunday) (200 participants)

- Facilitate meetings for national nodes and its 
leadership meeting. Data Partner meetings.

- 360 Participants, 130 submissions for collaborator 
showcase, 13 software demos



Thanks to all faculty !!



Thanks to all faculty !!



Breakdown of Participants: 37 Countries

The Netherlands Belgium
United Kingdom Spain
Germany Finland
United States Denmark
Portugal Italy
Greece Estonia
Norway France
Israel Switzerland
Taiwan Czech Republic
Hungary Indonesia
Ireland Brazil
China Croatia
Iran Luxembourg
Australia Belarus
Cyprus Iceland
Kenya Lithuania
Macedonie Malaysia
Singapore Uganda
Ukraine

2023: 28 countries



Breakdown of Participants: Stakeholders

Academia

Technology

Health System

Government

Pharmaceutical

2023: same distribution



Relationship with OHDSI

0% 10% 20% 30% 40% 50% 60%

New to OHDSI

Participate OHDSI meetings

Database conversion

OMOP CDM instance

Use OHDSI tools & methods

Participate OHDSI Forum

Participate OHDSI studies

Visited OHDSI Europe Symp

Visited OHDSI Global Symp

2023 2024



Agenda 

Time Title Location

9:10 – 9:40
Journey of OHDSI: Where have we been and where can we go together?

Speaker: Patrick Ryan, PhD, Janssen Research and Development, Department of 
Biomedical Informatics, Columbia University Medical Center

Theatre

9:40 – 11:00 Selection of European Initiatives Using the OMOP CDM
Moderator: Renske Los, PhD, Assistant Professor of Medical Informatics, Department of 
Medical Informatics, Erasmus MC
Multiple presentations of European Projects and Initiatives

Theatre 

11:00 – 11:30 Coffee Break
Queen’s 
Lounge

11:30 – 12:45 Collaborator Showcase: Rapid fire presentations
Moderator: Katia Verhamme, MD, Associate Professor of Use and Analysis of 
Observational Data, Department of Medical Informatics, Erasmus MC, Rotterdam.

Theatre 

12:45 – 13:45 Lunch La Fontaine & 
Odyssee Room



Agenda (2) 

Time Title Location

13:00 – 16:00

OHDSI Collaborator Showcase 

Poster presentations and open-
source software demonstrations from 
OHDSI collaborators:
- Observational data standards and 

management

- Open-source analytics development
- Clinical applications

- Methodological research

- National nodes

La Fontaine & 
Odyssee Room

Early Investigators Mentor Meetings
(14:00 – 15:00)

Lead: Ross Williams, Assistant 
Professor, Department of Medical 
Informatics, Erasmus MC Rotterdam

Queen’s Lounge

16:00 – 17:10
Large Scale Evidence Generation in EHDEN and DARWIN EU®
Moderators: Prof. Dani Prieto Alhambra and Katia Verhamme, Associate Professor, Department of 
Medical Informatics, Erasmus MC

Theatre 

17:10 – 17:30
What evidence are we going to showcase at OHDSI Europe in 2025?
Moderator: Patrick Ryan, Johnson & Johnson, Columbia University

Theatre 

17:30 – 18:00 Closure Theatre 

18:00 – 19:30 Networking Reception Queen’s Lounge



Journey of OHDSI: Where have we 
been and where can we go together?

Patrick Ryan PhD

Johnson & Johnson
Columbia University Irving Medical Center



An objective evaluation on how far we’ve made it 
on our journey….



OHDSI’s mission

To improve health by empowering a 
community to collaboratively generate 

the evidence that promotes better 
health decisions and better care



OHDSI Data partner 1
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To improve health by empowering a community to collaboratively generate the evidence that promotes better health decisions and better care
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Map of collaborators



Standby for the next 
presentation on progress 
on OHDSI Europe 
National Nodes

Check out today during the 
Showcase!

OHDSI in Africa and Partnerships 
with European Institutions

Other upcoming OHDSI Activities:
• OHDSI India  5Oct2024
• OHDSI Global 22-24Oct2024 

(USA)
• OHDSI APAC 6-9Dec2024 

(Singapore) 





OMOP Common Data Model v5.4

Concept

Concept_relationship

Concept_ancestor

Vocabulary

Source_to_concept_map

Relationship

Concept_synonym

Drug_strength

Standardized vocabularies

Domain

Concept_class

Dose_era

Condition_era

Drug_era

Results schema

Cohort_definition

Cohort
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Drug_exposure

Condition_occurrence

Procedure_occurrence

Visit_occurrence

Measurement

Observation_period

Payer_plan_period

Provider

Location Cost

Device_exposure

Observation

Note

Standardized health system

Fact_relationship

Specimen

Standardized 
health economics

CDM_source

Standardized 
metadata

Metadata

Person

Note_NLP

Visit_detail

Care_siteDeath

Episode

Episode_event





OMOP Common Data Model adoption

OMOP CDM Users By The 

Numbers

• 534 data sources

• 49 countries

• 956 million unique patient records
(12% of world’s population)





EHDEN

187 Data Partners from 29 different countries = >33% of OMOP CDM adopters and >59% of countries 



EHDEN portal





EHDEN is advancing the science of data networks

Check out today during the Showcase!

CDMOnboarding R package for data 
quality assessment

Lessons learned from EHDEN Data Partner 
Reviews: Improving ETL Processes and 
Data Quality in OMOP CDM Conversions



Vocabulary team

OHDSI Vocabularies Improvement Initiative

Landscape assessment Vocabulary committee

Release schedule and roadmap

Community contributions

Quality framework & documentation





OHDSI Standardized Vocabularies roadmap





Shout out to the DARWIN-EU Development team!



Open-source development accessible on R CRAN



OHDSI scholarship



OHDSI collaborations in scholarship



OHDSI Europe is growing its impact in community 
scholarship



OHDSI Europe leading in data standardization



OHDSI Europe leading in open-source development



OHDSI Europe leading in methodological research



OHDSI Europe leading in clinical applications



OHDSI Europe leading in clinical applications of 
patient-level prediction



We have a lot to be proud of, 

but we shouldn’t be satisfied yet…



Selection of European Initiatives 
Using the OMOP CDM

Moderator: Renske Los, PhD, Assistant Professor of 
Medical Informatics, Erasmus MC



European Initiatives Using the OMOP CDM

1. OHDSI Europe National Nodes building opportunities through collaboration 
Renske Los, Erasmus MC, The Netherlands

2. ONCOVALUE: Can Real-World Data Shape the Future of Health Technology 
Assessment in Oncology? 
Andreas Henriksen, Copenhagen University Hospital, Denmark

3. DigiONE: technical challenges and solutions to European cancer OMOP 
conversions from hospital EHR 
Piers Mahon, DIGICORE, UK

4. The PHEMS Project: New Strategies in Health Data Sharing
Sofia Bazakou, The Hyve, The Netherlands

5. Ecraid: European Clinical Research Alliance on Infectious Diseases
Ankur Krishnan, Heidelberg University Hospital, Germany

6. PHederation – the Federated Network of Pulmonary Hypertension Registries
Eva-Maria Didden, Actelion, a Johnson & Johnson Company, Switzerland



OHDSI Europe National Nodes:

 building opportunities through 
collaboration

Renske Los

Erasmus MC



What do these countries have in common?



facilitate national and international collaboration

National Nodes

            



https://ohdsi-europe.org/index.php/national-nodes

An OHDSI Europe National Node 

is a collection of organizations 

within a member country.  

The Node builds on the strengths 

of the stakeholders and scientific communities 

of that country.

National Nodes



National Nodes

Onboarding



International collaboration

• Twice yearly meeting of node leads

• Current initiatives on European level:

– The Drug Challenge: Inventory of drug vocabulary mappings

– Cost Action Call proposal



What do these countries have in common?





• June 2023

• 140 individuals

• 64 organizations

• 15 datapartners



• Center for Clinical Data Science, 
Aalborg University Hospital

• Department of Clinical 
Epidemiology & Center for 
Clinical and Genomic Data, 
Aarhus University Hospital & 
Aarhus University

• Department of Public Health 
Clinical Pharmacology, 
Pharmacy and Environmental 
Medicine, University of 
Southern Denmark

• Center for Surgical Science, 
Zealand University Hospital

• Data Analytics Centre, Danish 
Medicines Agency

• Chronic Lymphocytic Leukemia 
Laboratory, Rigshospitalet

• Data unit, Center for Økonomi, 
Region Hovedstaden 

• Phase 1 Unit, Rigshospitalet
• Department of Intensive Care, 

Rigshospitalet
• Department of Clinical 

Oncology, Rigshospitalet
• University of Copenhagen

Start date: 2024-04-30

Leading Organization: 
Center for Surgical 
Science, Zealand 
University Hospital

Members: 18

Organizations / data 
partners: 10

Denmark



Estonia

Sulev Reisberg, Raivo Kolde

University of Tartu

• Members: 23

• Organizations: 6

• Data partners: 1

• Promoting OMOP in a number of high-level events in Estonia

EST. 29 JAN 2024



The 
German 
Node

Leading organization

University of Technology Dresden
Faculty of Medicine Carl Gustav Carus

Institute of Medical Informatics and Biometrie

Start Date

founded in 

Spring 

2021

Save the Date

German 
Studyathon

October, 
28th and 29th

Members

52

… and many more

Michele Zoch
Research Asscociate, 

University of Technology 
Dresden 

Ines Reinecke
Head of Data Integration Center 

University Hospital 
Dresden

Lead



• 5 data providers supported by EHDEN funding

• 3 universities/research centres

• 4 hospitals

• 11 private companies

• 5 certified organizations/SMEs by EHDEN

• 2 research programmes focusing on OMOP-CDM

• 1 innovation programme currently supporting ETL process

• 3 multi-national industries local branches on board

• Many dissemination activities (MSc programmes, online activities etc.)

Start date: July 2021
Lead: Pantelis Natsiavas, Institute of Applied Biosciences, 
Centre for Research and Technology Hellas 
(INAB|CERTH)



• Node lead: Chen Yanover, KI Research Institute

• Kick-off meeting: May 20, 2024 

• We had >50 attendees from most Israeli health 
organizations (hospitals, HMOs), government, 
academia, and industry

• Data partners: Kineret – OMOPed data of six 
government medical centers; more to come

Israel



• DPIA (Data protection Impact Assessment) template for OMOP setup in a 

center

• 1st OHDSI Italia project: two studies to evaluate whether partners are ready to 

participate in a study using OHDSI tools

1. Characterization of the national reality of the Italian node of OHDSI 

(using DQD and Achilles) ➔ 14 data partners involved

2. Correlates of hospital sepsis. A longitudinal cohort study of the Italian 
OHDSI Node (using Atlas and HADES) ➔ 10 data partners involved

OHDSI Italia

Active since JUN 22

Coordinated by University of Pavia & BIOMERIS
55+ people

33 institutions  (21 data partners)
Plenary meeting every 3 months + target meetings (e.g. DPO, protocols)



OHDSI Luxemburg

Start date: kicked-off December 12th, 2023

Leading organizations:
• Information Technology for Translational Medicine 

S.A. (ITTM S.A.)
• Luxembourg Institute of Health (LIH)

      

Our mission is to redefine healthcare by harnessing real-world 
clinical data and experiences to empower clinicians and enhance 
patient well-being. We aim to shape the future of medical knowledge 
by also focusing on  OMOP Common Data Model Medical Device 
Extension and on Patient Reported Outcome Measures (PROMs)

Members:  Andreas Kremer (ITTM S.A.), Sebastiano La Ferla (ITTM 
S.A.), Rachelle Krajnc (ITTM S.A.), Loic Marx (ITTM S.A.), Romain 
Tching (ITTM S.A.), Nils Christian (ITTM S.A.), Maria Quaranta (ITTM 
S.A.), Maximilian Fünfgeld (LIH); Claudine Backes (LIH), David 
Marcic (LIH), Michaël Schnell (LIH), Guy Fagherazzi (LIH), Sophie 
Couffignal (LIH), Vanessa Pereira (LIH)

Data partners: National Cancer Register



OHDSI NL

• 61 members (+110%)

• 8 data partners

• ≈ 3 monthly meetings ('niet lullen maar poetsen')

Mapping BGZ (Dutch Int’l 
Patient Summary) from 

FHIR to OMOP

Study-a-thon
characterization of

breast cancer patients

Currently in progress:Topics of interest:



NorOMOP

Espen Enerly, Siri Larønningen 
Cancer Registry of Norway, part of Norwegian Institute of Public Health

Start date: 10.10.2023

Data partners: 3

Oslo University,  Department of Pharmacy

Oslo University Hospital

Cancer Registry of Norway, Norwegian Institute of Public Health

Members organizations: 5

Norwegian Directorate of Health

Oslo University,  Department of Pharmacy

Oslo University Hospital

Norwegian Institute of Public Health

Cancer Registry of Norway

Helsedata.no (Health Data Access Body)

Various departments

Cool to share: Node diversity
OMOP-database: (Research project, Hospital data 

warehouse, Registry)
Institution:  Academic, University, National Registry/Public 

health Institute, Health Data Access Body
Network partners: Ehden network, Darwin-EU, DigiCore
Research areas: Pharmacovigilance,  perinatal research and 

cancer research.



OHDSI Community

OHDSI Portuguese node

© 2024 Promptly Health. Confidential Information

Portugal is at the forefront of this 
movement, and the formalization of 
the National OHDSI Node lays the 
foundation for a thriving community 
of Portuguese healthcare data 
partners and SMEs. This community 
aims to foster interdisciplinary 
collaboration to discuss and 
address national healthcare 
challenges through real-world 
evidence. The Node will also serve as 
a gateway for international 
innovation, research partnerships, 
and knowledge sharing around 
OMOP-CDM.

Leading Organization: ULS Coimbra

Data Partners

SMEs





OHDSI UK
Key achievements and directions

• We have a logo!

• Successful f2f annual meetings – 2nd event scheduled for 
September in London, with >100 attendees confirmed

• Formal support and partnership with HDRUK

• NHS England Secure Data Environments will be mapped to OMOP!

• National initiatives ‘brewing’:
• HDRUK OMOP RWE Pilot Network – Oxford-led Coordination Centre 

funding agreed pending contract signature

• Innovate UK Centre for Regulatory Sciences and Innovation – Partnership 
with 7 national partners shortlisted for funding to work with MHRA



Visit us!
La Fontaine – deck B

13.00 – 16.00



ONCOVALUE: Can Real-World 

Data Shape the Future of Health 

Technology Assessment in 
Oncology? 

Andreas Henriksen

Copenhagen University Hospital



Oncovalue: Implementing value-based oncology 
care at European cancer hospitals

ONCOVALUE - Implementing value-based oncology care at European cancer hospitals
This project has received funding from the European Union's Horizon Europe research and innovation programme under grant agreement No 101095245

Andreas Henriksen
MD & PhD student 

Department of Oncology, Rigshospitalet, Copenhagen, Denmark

Conflicts of interest:
Travel with Daiichi Sankyo

Mads Andersen1, Juho Lähteenmaa2, Johanna Mattson2, Ulrik Lassen1, Andreas Bjerrum1

1Department of Oncology, Rigshospitalet, Denmark, 2IT Management and Comprehensive Cancer Center, Helsinki University Hospital, Finland



Consortium of cancer centers & technology 
companies – funded by Horizon Europe

1.12.2022 – 30.11.2026
 7 M€ total budget



Oncovalue Mission

Aim

Make available high quality Real-World Data for Health Technology Assessment 

Support development of effective treatment

Background

Efficacy-effectiveness gap in Randomized Clinical Trials

Deficient toxicity reporting in phase IV trial setting

High cost of novel treatments pose challenge to healthcare systems



Through 9 Work Packages, ONCOVALUE will 

Implement OMOP-CDM

Develop federated analyses platform

Utilize unstructured Electronic Health record data with AI-based tools



Thank you!

www.oncovalue.org

https://www.linkedin.com/company/oncovalue/

http://www.oncovalue.org/
https://www.linkedin.com/company/oncovalue/


DigiONE: technical challenges and 

solutions to European cancer 

OMOP conversions from hospital 
EHR

Piers Mahon

DIGICORE
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The Digital Institute for Cancer Outcomes Research

DIGICORE’s Mission: reduce the variation in EU cancer outcomes digitally
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The Digital Institute for Cancer Outcomes Research

DIGICORE includes 37 cancer centres in 18 countries, 21 with Cancer OMOP 
instances built or funded and US / Asian extensions in planning

1. TAYS Cancer Centre

Vision Zero Cancer

2. Oslo UH

3. Edinburgh

4. Leeds
5. Trinity St James

15. Tartu University Hospital

16. National Cancer Institute

17. Maria Skłodowska Curie

18. Masaryk Memorial

Inst of Oncology Ljubljana

Sestre Milosrdnice

6. Maastricht CCC

7. Saint Luc

8. UCC Frankfurt

9. IPO Porto

10 Fund. Jimenez Diaz
Start Madrid, Clínica 

Universitaria Navarra

ACC network (10)

IEO,  19. INT Milan,
Gemelli,  Reggio Emilia
20 IRST,  21 San Raffaele,

 INT Pascale
IRCCS Veneto, San Matteo

Humanitas Mirasole

Unicancer network (3) 

Institut Curie,
Centre Léon Bérard,
Centre Jean Perrin

Key:

Bold - Cancer OMOP funded

DigiONE I3 research partner (4)

11. Charite
12. Greiswald
13. Gronigen

14. Dresden

US and Asian centres in 

conversion planning
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The Digital Institute for Cancer Outcomes Research

Data item availability on 40 items agree by consensus “essential for good care management” (%)

Problem: Hospital data is challenging data – most will require NLP and 
primary data capture improvement, so it’s expensive (EHDS take note..)

>90% available

& structured

>80% items available, but 

>30% unstructured (free text rich)
>30% items missing

(no technology can help)

0%

10%

20%

30%

40%

50%

60%

70%

80%

90%

100%

Hospital 1 Hospital 2 Hospital 3 Hospital 4 Hospital 5 Hospital 6 Hospital 7 Hospital 8 Hospital 9 Hospital 10

2 - OCR + NLP on PDFs

0 - Paper, or unknown

1 - Will need reform to primary data capture

3 - NLP on free text

4 - NLP on semi-structured data

5 - ETL from structured data

A B C
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The Digital Institute for Cancer Outcomes Research

The outline for DigiONE, our integrated, open standard technology stack was 
published in Nature Medicine, including a description of target data

1. Minimal Essential Description Of Cancer (MEDOC)

Consensus built care quality minimal data set

2. Near-real time frontline feedback loops to 

improve data 

3. Pan-format Cancer data ingestion to OMOP. Not 

just ETL also NLP, OCR

4. GDPR recital 34 privacy conserving solutions 

for next generation sequencing results

5. Full federation with open source Vantage6 to allow 

statistical analysis equivalent to centralised data, but 

without data pooling and without patient consent

6. Modular, protocolized implementation plans 

to solve for limited data normalisation skills in 

most hospitals

7. All in open standards and vendor agnostic

DigiONE: 

open 

innovation 

for cancer

1. Minimal high 

quality clinical data 
set (MEDOC)

2. EHR based, 

near-real time with 
frontline feedback

3. Pan-format

Cancer OMOP 
ingestion

4. Solutions for 

NGS panels/
biomarkers

5. Full federation 

using open-
source Vantage 6

6. Modular, 

protocolised 
implementation 

plans

Mahon, P., Chatzitheofilou, I., Dekker, A. et al. A federated learning system for precision oncology in Europe: DigiONE. Nat Med 30, 334–337 (2024)
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The Digital Institute for Cancer Outcomes Research

We use Disease Natural History with care quality assessment to clean up 
large cohorts of patients, even in hospitals with weak legal basis

ESMO: European Society for Medical Oncology; LoT: Line of Therapy; mNSCLC: metastatic Non Small Cell Lung Cancer; OS: Overall Survival; SACT: Systemic Anti Cancer Treatment; TtNT: Time to Next Treatment; 
Tx: Treatment

1. Describe demographic and clinical characteristics, 

genetic phenotype, re-biopsy rates, and Tx received 

for NSCLC prior to index

2. Describe SACT patterns by 1st and 2nd LoT, 

radiotherapy and surgery for mNSCLC 

3. Assess OS and TtNT by 1st and 2nd LoT incl. 

adjustment for prognostic characteristics

4. Describe duration of Tx, starting dose, and dose 

intensity by age and gender in patients prescribed 

1st LoT immunotherapies for mNSCLC

5. Benchmark care quality against ESMO guideline 

recommendations

Patients diagnosed with mNSCLC between 

1st November 2018 – 30th November 2023

• Subgroups by stage at diagnosis of NSCLC

- De novo metastases

- Initially diagnosed with NSCLC at earlier stage

• Subgroups with metastases at index date in:

- Each of these single sites: Brain, liver, adrenal gland, 

bone, other lung, other single sites

- Multiple sites: Including brain, excluding brain

• Subgroup prescribed immunotherapies as 1st LoT 

for mNSCLC

Example NSCLC Cohort Research objectives summarised

DINASTY = clinical audit = legitimate use = legal to process anywhere
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The Digital Institute for Cancer Outcomes Research

DINASTY studies are just the first step on a longer journey to transform the 
impact of cancer real world evidence globally

Traditional eCRF 

observational study

Automate a cancer 

outcomes study

• Manual retype post-consent 

into central eCRF

• Statistical analysis of 

centralised pooled data

• Network wide Cancer OMOP 

study implementation

• D t  “r  dy” before protocol in 

research environment

• Federation to get pooled data 

equivalent insights without 

pooling data

THE FUTURE…

(the exciting narrow cohort stuff)
THE WORLD TODAY

DINASTY STUDIES

(large scale data preparation)

Safety ascertainment

Comparative effectiveness

Biomarker validation

Health system research

Care quality management

Key: Research users

Pharma RWE/Med affairs

Pharma clinical dev/R&D

Diagnostics companies

National governments

Patient finding / trial planning

Discovery – omics

Pragmatic trial

AI driven Decision Support

Join us!



The PHEMS Project: New 

Strategies in Health Data 
Sharing

Sofia Bazakou

The Hyve



New Strategies in 
Health Data Sharing
Sofia Bazakou, sofia@thehyve.nl



Pediatric Hospitals as European drivers 
for Multi-party computation and 

Synthetic data generation capabilities 
across clinical specialties and data 

types

3 
years

7 M€

October 2023 - September 2026​

Funded through Horizon Europe and UK 
Research & Innovation

Coordinated by

The clinical cases use pediatric data stored in 
the OMOP Common Data Model (CDM)



PHEMS transcends boundaries, 
supporting access and use of health data 
between children’s hospitals and across 
borders 

Objectives
▪ Increase access to health data while protecting 

patient privacy 

▪ Advance federated health data analysis through 
predictive modelling and machine learning

▪ Enable on-demand generation of shareable 
synthetic and anonymized datasets

▪ Demonstrate the value of the data ecosystem 
using three clinical use cases in four countries

The project will create 
a decentralized and 
open health data 
ecosystem consisting 
of technical 
components and 
governance 
frameworks, 
empowering 
institutions to 
collaborate without 
relinquishing control 
over their data.



Project Overview

Dissemination and exploitation 
including business models

Developing the governance 
framework and playbook

PHEMS data 
and analytics 

federated 
services

Data Controller

PHEMS data 
and analytics 

federated 
services

PHEMS data 
and analytics 

federated 
services

PHEMS data 
and analytics 

federated 
services

Data ControllerData ControllerData Controller

PHEMS federation 
analytics network

On demand data 
anonymization 
synthetization Data

Feedback

Feedback

Feedback

Validating the results

Evaluating the business models and 
accessibility  through Hackathons

Clinical validation of synthetic 
data vs. raw data

 

Clinical Use 
case 1: 

Cardiology 
patients 

operation 
management 

Clinical Use 
case 2: Pediatric 
Intensive Care 

Unit (PICU) 
Sepsis

Clinical Use 
case 3: 

Hematology; 
hemophilia

Validation of governance 
framework and playbook 
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ECRAID-Base
Building a European clinical research  alliance on infectious 
diseases

The ECRAID-Base project has received funding from the European Union’s Horizon 
2020 Research and Innovation programme, under the Grant Agreement number 
965313.

Presented by: Ankur Krishnan
On behalf of the Ecraid consortium



- ECRAID-Base is a ‘warm-base’ pan-European clinical research network that facilitates faster, 

easier and cost-effective infectious diseases (ID) and antimicrobial resistance (AMR) research  

to reduce their impact on individual and population health in Europe.

- ECRAID-Base addresses ID outbreak preparedness and response through efficiently and 

effectively generating rigorous evidence to improve the diagnosis, prevention and treatment of 

infections

- This is facilitated by a European multidisciplinary clinical research network and innovative 

research approaches. The network has the capacity and capability to:

- directly enrol patients with infectious diseases to generate evidence to support the testing 

and development of new diagnostic, preventive and/or therapeutic strategies and therapies

- conduct a broad range of rigorous clinical studies efficiently and rapidly

- function as a platform for a rapid research response in the face of serious infectious disease 

outbreaks

Ecraid: European Clinical Research Alliance 
on Infectious Diseases



Consortium
19 organisations based in ten countries: Belgium, Croatia, Czech Republic, Italy, Germany, 
France, the Netherlands, Spain, Switzerland, and the United Kingdom.



1251 hospitals

Network

300 primary care sites 
- 18  

countries

27
Ecraid Clinical 

Liaisons

90 sites - 18 
countries

45 sites - 
11 countries

900 labs - 
42 

countries

Network of experts in epidemiology of infectious diseases and 
in the design of clinical studies, statistical methods and analyses

CLIN-Net

Network of clinics and hospitals capable 
of quickly and reliably recruiting, 
treating, monitoring and reporting data 
for multinational, multicenter studies 

LAB-Net

Network of microbiology laboratories 
delivering high-quality and standardized 
information on microbial strains and 
antibiotic resistance

STAT-Net

Network of statistics and clinical study 
design experts in infectious diseases (ID) 
and antimicrobial resistance (AMR) 
research

EPI-Net Network of ID/AMR epidemiology and 
surveillance experts

Penta ID

Network devoted to advancing
research on optimising the prevention,
diagnosis and treatment of infectious
diseases in children and in pregnancy



Acute Respiratory 
Infections in Primary Care 

Perpetual Observational 
Studies (POS)
The first studies to benefit from Ecraid’s 
infrastructure are - 

- Five Perpetual Observational Studies (POS)
- European arm of the REMAP-CAP adaptive 

platform trial

A POS is a prospective, multicentre, observational 
clinical study that perpetually enrolls patients

They address key clinical research gaps, including 
variations in clinical practices, incidence of ID 
syndromes, and associated risk factors. 

They create a clinical research backbone, ready to 
concurrently or sequentially embed studies 
(observational, experimental, investigator-initiated, 
or commercial)

Acute Respiratory 
Infections in Emergency 
Rooms

Complicated Urinary Tract 
Infections in Hospitals

Unexplained febrile illness 
with unusual epidemiology 
and/or clinical presentation 
in Emergency Rooms

Ventilator-Associated 
Pneumonia in ICUs

Community-Acquired 
Pneumonia in Hospitals

POS-ARI-PC 
Started - February 2024
62 participants enrolled
Across 11 sites

POS-ARI-ER 
Started - June 2023
796 participants enrolled
Across 42 sites

POS-cUTI 
Started - October 2022
2359 participants enrolled
Across 43 sites

POS-Disease X 
Started - December 2023
10 participants enrolled
Across 8 sites

POS-VAP 
Started - August 2022
2967 participants enrolled
Across 40 sites

REMAP-CAP (Europe)
Started - March 2018
7928 participants enrolled
Across 131 sites





Our OHDSI journey till now…
Joined through the EHDEN 5th Open Call

Partnered with edenceHealth NV to transform POS-VAP data to OMOP-CDM

Established a scalable, sustainable and secure architecture to deploy and maintain 
ETL pipelines and OHDSI tooling for ECRAID-Base at UMC Utrecht (please visit 
our poster #13 for more details)

Leveraged the Oncology extension (OMOP-CDM v5.4) to map hierarchical and 
inter-event dependent patient-level data on microbiological identification and cure, 
AMR profiles, VAP clinical criteria based onset and clinical cure.

Successfully set up all infrastructure requirements for ETL validation (ACHILLES, 
DQD, ARES, ATLAS).

Published the data source on the EHDEN Database Catalogue (‘ECRAID-Base POS 
VAP’)

Submitted an Expression of Interest to become a DARWIN EU data partner

ECRAID-Base metadata published on EMA RWD catalogues (Data source ID - 
1111205)

Executed MoU between Ecraid and EHDEN foundations



Next steps and future directions
Continue transformation of the remaining POSs to OMOP-CDM through CoMeCT project

Train and educate the researchers and clinicians in our consortium on OMOP-CDM and OHDSI suite of tools 
and packages

Participate in OHDSI working groups (Common Data Model, CDM vocabulary subgroup, Registry, Natural 
Language Processing, Clinical Trials, Patient-level Prediction, Phenotype Development and Evaluation)

Leverage ECRAID-Base study data in OMOP-CDM, established infrastructure and partnerships with EHDEN, 
OHDSI and DARWIN EU communities to participate in and initiate projects and studies on - 

- Diagnosis, prevention and treatment of infections
- Infectious diseases epidemiology and antimicrobial resistance surveillance 
- Pandemic preparedness and response 
- Antimicrobial Consumption (AMC) and Antimicrobial Stewardship (AMS)
- And, many more…

Initiate an ID-AMR working group to develop mapping guidelines and best practice recommendations

Identify a core AMR data structure that harmonizes the various potential sources of AMR data (EHR, LIMS, 
Cohorts, etc.)

Collaborate to develop a ‘Microbiology extension’, which leverages and builds upon the hierarchical structure 
in ‘Oncology extension’ and incorporates the nuances and complexities of ID/AMR research data



Thank you for your attention!

The ECRAID-Base project has received funding from the European Union’s Horizon 
2020 Research and Innovation programme, under the Grant Agreement number 
965313.

Got a question?

Please get in touch with me during the symposium

Visit our website - https://www.ecraid.eu/ 

Or, please reach out to me at - ankur.krishnan@uni-heidelberg.de 

https://www.ecraid.eu/
mailto:ankur.krishnan@uni-heidelberg.de
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Immunology

Background

• Pulmonary Arterial Hypertension (PAH) is a rare subgroup 
of Pulmonary Hypertension (PH). 

• Real-World Evidence (RWE) generation in rare diseases is 
often restricted due to the small patient numbers, 
geographic distribution, and limited data access. 

• In disease-agnostic EHR or insurance claims databases, it 
is challenging to accurately identify PH or PAH patients.

• PHederation is a disease-specific Federated Data Network 
(FDN) that brings together multiple fit-for-purpose PH 
data sources. 

109



Immunology

Introduction

PHederation is a public-private partnership 

connecting* harmonized** disease-specific clinical data sources and subject matter experts, 

for enhanced research in Pulmonary Hypertension.

➔ PHederation will contribute to an increase in transparency and reproducibility of RWE in PH***.

110

*   Feder8 federative networks community: https://www.ohdsi-europe.org/images/symposium-2023/presentations/01_-_Morning.pdf
** A) Standardizing PH registry data to the OMOP Common Data Model: https://pubmed.ncbi.nlm.nih.gov/34727871/
    B) Handbook for PH registries to OMOP CDM conversion: https://github.com/OHDSI/ETL--PulmonaryHypertensionRegistries
***   Increase transparency and reproducibility of RWE in rare diseases through disease-specific FDNs: https://pubmed.ncbi.nlm.nih.gov/38556812/

https://www.ohdsi-europe.org/images/symposium-2023/presentations/01_-_Morning.pdf
https://github.com/OHDSI/ETL--PulmonaryHypertensionRegistries
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PHederation Portal

111

DATABASE Description Observation 
period

# PH and #PAH 
patients

Regions Source data

Canadian PH 
Registry (CPHR)

Prospective PH patient registry
 

2017 - ongoing PH – 1´995      
PAH – 1´076

Canada PAHTool

EXPOSURE 
(EUPAS19085)

Registry of PAH patients newly 
treated with Uptravi or another 
PAH-specific therapy

2017 - ongoing PAH – 2’354  Europe,

Canada

CDISC SDTM

OPUS 
(NCT02126943) 

Opsumit drug registry 2014 - 2018 PH – 2’674 

PAH – 2’208

USA CDISC SDTM

ORPHEUS
(NCT03197688)

Opsumit user medical chart 
review to supplement OPUS 

2013 - 2017 PH – 3’031 

PAH – 2’410

USA CDISC SDTM

Porto center of 
Portuguese PH 
network

Northern Region Portuguese 
PH registry

2001 - ongoing PH – 578
PAH – 216 

Portugal  - 
Northern 
Region

PAHTool

SPHERE 
(NCT03278002)

Selexipag drug registry 2016 - 2020 PH – 829         
PAH – 759  

USA Registry-
specific

Stanford clinical 
PH database

PH Registry 2004 - ongoing PH – 1´189     
PAH – 987

USA – 
Western 
Region

Registry-
specific
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1. Select databases using Data Catalog and 
Dashboards; perform fit-for-purpose 
evaluations.

2. Create study team to develop protocol and 
analysis plan. 

3. Translate analysis plan into standard queries.

4. Distribute queries, execute analysis, and 
collect aggregate results; potentially conduct 
meta-analysis.

5. Interpret results, write study report, publish. 

Study Conduct                                      Governance



Immunology

Conclusion & Outlook

113*  EUPAS106052:  https://catalogues.ema.europa.eu/node/3797/administrative-details

First PHederation network study (ongoing): Drug utilization of endothelin receptor antagonists and 

phosphodiesterate-5 inhibitors in newly-diagnosed PAH patients. 

This study will complement Darwin EU’s EUPAS106052* with evidence from a disease-specific FDN. 

PHederation established a network of databases of diverse purpose and origin: 

• with the goal of advancing scientific knowledge in PH through distributed data sources and 
analytics, harmonization, and automation.

• to expand the breadth and depth of individual PH databases, to increase diversity and 
geographic coverage, and to accelerate and enhance RWE generation.

Visit us at PHederation.org !
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Coffee break!
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Next session starts here @ 11:30!
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