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THE PANDEMIC IS A LARGE BOULDER IN THE POND….
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RARE DISEASES: ~7,000 AFFECTING MILLIONS – COLLECTIVELY COMMON

US1: Fewer than 200,000 people

Population: ~25-30 million

EU2: <1 in 2000 people

Population: ~30 million

1. https://rarediseases.info.nih.gov/diseases/pages/31/faqs-about-rare-diseases

2. https://ec.europa.eu/info/research-and-innovation/research-area/health-research-and-innovation/rare-diseases_en

3. Chung, B.H.Y., Chau, J.F.T. & Wong, G.KS. Rare versus common diseases: a false dichotomy in precision medicine. npj Genom. Med. 6, 19 (2021). https://doi.org/10.1038/s41525-021-00176-x

“If a common disease is a series of rare diseases….the challenge is to define traits worth emulating 
by drugs, and to phenotypically screen a very large population for people with these traits”3
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OBSERVATIONAL HEALTH DATA SCIENCES & INFORMATICS (OHDSI)
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Values

EHDEN: VISION AND MISSION

Vision
The European Health Data & Evidence Network (EHDEN) aspires to be the trusted 

observational research ecosystem to enable better health decisions, outcomes and care

Mission
Our mission is to provide a new paradigm for the discovery and analysis of health data in 

Europe, by building a large-scale, federated network of data sources standardized to a 
common data model
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INNOVATIVE MEDICINES INITIATIVE: EHDEN CONSORTIUM

Start date: 1 Nov 2018
End date: 30 Apr 2024
Duration: 66 months

Non-profit organisations

SME & Mid-sized companies

EFPIA & Associated partners

Universities, public bodies and research organisations 

Almost €29 million

Academic coordinator

EFPIA Lead

23 partners
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EHDEN IS ABOUT...
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THE EHDEN FEDERATED DATA NETWORK
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Many different open source 
tools (cohort builder, 

estimation, incidence rate, ….)

EHDEN will develop new 
tools and dashboards.

The EHDEN platform
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AFTER FOUR CALLS WE SELECTED 98 DATA PARTNERS IN 23 COUNTRIES
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LARGE-SCALE OBSERVATIONAL RESEARCH IS FEASIBLE

“Characterizing treatment pathways at scale using the OHDSI network.”
George Hripcsak et al. - PNAS (2016)27:7329–7336

11 Data sources

4 Countries

> 250 million patients

T2 Diabetes Mellitus Hypertension Depression



This project has received funding from the Innovative Medicines
Initiative 2 Joint Undertaking (JU) under grant agreement No
806968. The JU receives support from the European Union’s
Horizon 2020 research and innovation programme and EFPIA.

@IMI_EHDEN

IMI_EHDEN

www.ehden.eu

github.com/EHDEN
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• Now ending our third year

• We are building one of the largest international collaborative research 
networks on the planet within OHDSI

• We need to think regional and global in scale for ‘rare’ and ‘common’ 
diseases

• EHDEN has contributed to the understanding and response of COVID-19

• We are informing, educating and working with a remarkable network

• Numerous projects are benefitting from our expertise, knowledge and 
skills

• Project will end in 2024, but we will continue as a new legal entity

EHDEN IS IMPACTFUL TODAY


