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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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EHDEN IS ABOUT...
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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

22 partners
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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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THE OMOP COMMON DATA MODEL
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v 5.0.1
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EHDEN WILL ENSURE COMPLIANCE WITH E.G., GDPR/DGA

GDPR

Privacy impact 
assessment

Protect by 
design

Data 
protection 

officer

Data breach 
notification

Right to be 
forgotten

Consent

Data 
portability

Personal data

Compliance with citizen and data protection 
regulations

Ethical Advisory Board

Development of a FDN code of conduct 
(concentric circles of trust view)

‘Privacy by design’ 

(data remains local behind socio-technical 
firewalls)

Evolving framework for data protection as 
regulation and implementation evolves
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AFTER THREE CALLS WE SELECTED 60 DATA PARTNERS IN 16 COUNTRIES

Aiming to double Data 
Partners in 2021!
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FAST OBSERVATIONAL RESEARCH IS FEASIBLE (STUDY-A-THON)

Monday

Group consensus on the 

problem

Draft cohort definitions

Tuesday

Review clinical 

characterisation

Draft patient-level 

prediction design

Wednesday

Review patient-level 

prediction results

Externally validate 

prediction model

Thursday

Draft population-level effect estimation 

design

Review population-level effect 

estimation diagnostics

Friday

Review of results

Plan for completing 

publications

“To compare the risk of post-operative complications and mortality

between unicompartmental vs total knee replacement.”

(EHDEN 1st Study-a-thon, Oxford, December 2018); published Lancet Rheumatology Dec 2019
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COVID-19 PANDEMIC BEGINS
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HOW COULD WE HELP?

What is the phenotype, prognosis and care needs? [characterization]

Who is at high or low risk? [prediction]

What is the safety of the most commonly used medications

repurposed for treatment? [causal inference/estimation]
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3RD STUDY-A-THON: COVID-19 AIMS & PROCESS

Patient Level 
Prediction

Population 
Effect Estimation

CharacterisationPhenotypes
Literature 

Review

• Comprehensive Concept Sets
• Capturing Coding Practices
• Cohort Creation
• Cohort Diagnostics
• Building Blocks for Composite 

Phenotypes

• Defining Cohorts
• Cohort Characterisation
• Research Questions
• Protocols
• Study Packages

• Research Questions
• AEs
• Efficacy

• Comparative Cohorts
• Participants
• Outcomes
• Analyses
• Diagnostics
• Results

• Prediction Problem Definition
• Data Extraction
• Model Development
• Training
• Internal/External Validation
• Dissemination

1. Influenza Hospital Admission in next 30 days
2. Pneumonia Relapse & Admission in next 30 days
3. Pneumonia & ICU/Mortality

• Search
• Abstract Review
• Synthesis

• Protocols
• Manuscripts

1. DMARDs
2. Antivirals
3. ACEi/ARBs

1. Influenza 2009-2010/2014-2019, COVID-19 2019-202
2. Characterisation of individuals tested for COVID-19
3. Characteristics and outcomes of COVID-19 in children

1. Literature review 36 phenotypes
2. 355 cohorts
3. 114 validated and reviewed cohorts for prediction, 

estimation and characterisation on atlas.ohdsi.org

1. >10,000 publications reviewed

March 26th

2020
March 29th

2020
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HCQ SAFETY: DISTRIBUTED DATABASE NETWORK STUDY

Source Population Patients Type

VA US (Veterans) 12M Claims

DAGermany Germany (general population) 37M EHR

IMRD UK (general population) 15M EHR

AmbEMR US (general population) 49M EHR

OpenClaims US (general population) 300M Claims

CPRD UK (general population) 13M EHR

CCAE US (commercially insured, <65y) 142M Claims

MDCD US (Medicaid enrollees) 26M Claims

MDCR US (commercially insured, ≥65y) 10M Claims

IPCI Netherlands (general population 2.5M EHR

JMDC Japan (insured general population) 5.5M Claims

Clinformatics US (commercially insured) 85M Claims

OptumEHR US (general population) 93M EHR

SIDIAP Catalonia (general population) 7.7M EHR

14 database

6 countries

7 administrative claims

7 electronic health records

Real world heterogeneity of patient experience

Data partners contributing to this study remain 
custodians of their individual patient-level health 

information and hold either exemption from 
institutional review boards or approval for 

participation
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HCQ SAFETY: COMPARATIVE COHORT STUDY DESIGN

randomization

HCQ

SSZ

Eligibility criteria:

• First exposure after Sept 1, 2000

• ≥365 days prior observation

• ≥18 years at index

• RA diagnostics any time prior or on 
index

Index date:
Day 0

Medical history lookback time Follow-up time

Causal contrasts:

• On-treatment effect

• Fixed 30d effect

Outcomes:

• 16 severe adverse events

• No prior outcome (30d)

Analysis plan:

• Cox PH model

• Meta-analysis if I2<40%

Treatment strategies:

1. HCQ vs SSZ

2. HCQ+AZM vs HCQ+AMX

PS adjustment

Baseline covariates for 
confounding adjustment from 
observed sources:
• Demographics
• Conditions, drugs, procedures, 

devices, measurements observed 
during the 365 and 30 days before 
and including index date

• Comorbidity and risk scores

Calibration outcomes for confounding 
adjustment from unobserved sources: 65 
negative controls

TAR start:

Day 1

Infographic: Jamie Weaver
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HYDROXYCHLOROQUINE & CV RISK

HCQ vs SSZ incidence rates (/1k PYs) 
and meta-analytic calibrated hazard 
ratios (95% CIs)

Outcome HCQ IR SSZ IR cHR (95% CI)

CV mortality 3.68 3.86 1.36 (0.51-3.63)

Chest pain/angina 59.86 57.90 0.96 (0.84-1.09)*

Heart failure 16.28 14.34 1.05 (0.89-1.25)*
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HYDROXYCHLOROQUINE & CV RISK

HCQ+AZM vs HCQ+AZM incidence rates 
(/1k PYs) and meta-analytic calibrated 
hazard ratios (95% CIs)
Outcome AZM IR AMX IR cHR (95% CI)

CV mortality 22.70 9.08 2.19 (1.22-3.95)

Chest pain/angina 75.13 59.12 1.15 (1.05-1.26)

Heart failure 31.32 21.32 1.22 (1.02-1.45)
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POWER OF THE PREPRINT
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IMPACT ON REGULATORY BODIES



21

RESPONSE TO PSYCHIATRIC EFFECTS OF HCQ
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RISE AND FALL OF HYDROXYCHLOROQUINE

Prats-Uribe et al 2021 BMJ
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READ ALL ABOUT IT!
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3 NEW THINGS, 4 DAYS

First large-scale characterisation of COVID-19 patients in Europe, 
Asia & US

First prediction model externally validated on COVID-19 patients 
to inform shielding strategies

Largest study ever conducted on the safety of hydroxychloroquine
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IMPACT TO DATE

RAPID EXPANSION OF COLLABORATIVE COMMUNITY

RAPID & AVAILABLE EVIDENCE

REGULATORY CHANGE

PEER REVIEW PUBLICATIONS

1 Drug Utilisation Study

3 PLEs (HCQ; HCQ psych effects; ARBs)

1 Phenotyping hospitalized patients with COVID-19

Characterisations- obesity, paediatrics, cancer

More to come:

Drug use during pandemic

Characteristion, HIV, pregnancy, summary of all @rebecca_mason_art



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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KEY CONTACT POINTS

enquiries@ehden.eu

https://forum.ehden.eu

• EHDEN Coordinator: Assoc Prof Peter Rijnbeek, Erasmus Medical Centre: p.rijnbeek@erasmusmc.nl

• EHDEN Coordinator: Nigel Hughes, Janssen: nhughes@its.jnj.com

@jennifercelane

mailto:p.rijnbeek@erasmusmc.nl
mailto:nhughes@its.jnj.com

