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What is the mission of NFDI?
Bottom up approach to build NFDI based on scientific communities

“ The aim of the National Research Data Infrastructure (NFDI) is to 
Øsystematically manage scientific and  research data, 
Øprovide long-term storage, backup and accessibility and
Ønetwork the data both nationally and internationally. “*

Ø Final expansion stage  27 consortia (start 1.round 10/20 and 3. round 03/23) 
26 domain specific consortia + Base4NFDI for developing basic services for NFDI

Funding secured for the first 10 (5+5) years

Long-term establishment of NFDI as German contribution to the European infrastructure, 
the European Open Science Cloud (EOSC) envisaged.

*Quote taken from the DFG NFDI Website:  https://www.dfg.de/foerderung/programme/nfdi/
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2023 
+ Base4NFDI

NFDI

Common Infrastructures

Ethical, Legal & Social Aspects (Co-Lead U. Sax, NFDI4Health)

19 First and Second-
round Consortia

Section (Meta)data, Terminologies & Provenance   

Training & Education   

Sections

+7 third-round
Consortia
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Mission of NFDI4Health

Our mission:

§ to increase the value of research in epidemiology, public health, 
and clinical trial based medicine

§ by making high quality data internationally accessible according to 
FAIR principles

Vision:

to boost scientific exploitation of personal health data



Workshop: Strategies for Data Science and Data Management
NFDI4Health – the National Research Data Infratructure for Personal Health Data

5Juliane Fluck

NFDI4Health consortium
ØResearch institutes involved in data collection and analysis of personal health data

Ø Infrastructures / experts in development
of standards and methods

Ø Institutions with focus on involvement
of the user community

Ø47 renowned institutions as participants
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NFDI4Health consortium
ØResearch institutes involved in data collection and analysis of personal health data

Ø Infrastructures / experts in development
of standards and methods

Prof. Nöthlings, 
Donald Study

Prof. Fröhlich, 
Synthetic data generation

Prof. Fluck, 
Joint working group U Bonn
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Data body in NFDI4Health
Primary focus

§ Epidemiological and public health studies

§ 26 local studies with > 400.000 participants
- German National Cohort 

§ Clinical studies
- 27/ university study centres

Secondary  focus

§ Health registries 

§ Administrative health databases
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NFDI4Health – Solutions:  1. Central Findability of Studies

Data
collections

⦿ Meta-Data

⦿ Protocols

⦿ Data dictionaries

⦿ Data collection 

instruments

⦿ ...

Studies
MDR*

Document
repository

*Meta-Data-Repository

Data 
collection 

instruments

German 
Central 

Health Study 
Hub Covid-19

??

Researcher

?Reseach data centre

https://covid19.studyhub.nfdi4health.de/
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German Central Health Study Hub Covid-19
unified simple UI Backend

https://covid19.studyhub.nfdi4health.de/
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German Central Health Study Hub Covid-19

Ø Aggregation of studies with  
German contributions from

v Clinical Trial Registers: 

DRKS, WHO, ICTRP and 
clinicaltrails.gov

v Epidemiological studies: 

Manually collected studies from 
data holding organisations and 
data stewards

Ø API and UI to deposit data, 
search and explore

unified simple UI Backend

https://covid19.studyhub.nfdi4health.de/
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https://covid19.studyhub.nfdi4health.de/

German Central Health Study Hub Covid-19
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German Central Health Study Hub Covid-19
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Machine readable data collection instruments
Fostering cohort data discovery
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Machine readable data collection instruments
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Machine readable data collection instruments
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Machine readable data collection instruments
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Data Access
In the

specification phase German Central 
Health Study Hub

NFDI4Health 
Health Research Data Portal 

(FDPG)*

Forscher:innen

Local 
Request Management

No centralised access or transfer of personal health information

* Repurposing/expanding/adapting the FDPG being developed by the Medical Informatics Initiative.

Local 
Request Management

Local 
Request Management

Local 
Request Management
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Enabling automatic analysis in distributed analysis platform

Researcher

Analysis-Framework

DataSHIELD
Client

Personal 
Health Train 

Client

Analyse 
Server

Analyse 
Server

Analyse 
Server

Analyse 
Server
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Enabling automatic analysis in distributed analysis platform

Researcher

⦿ Central Client-Server for DataSHIELD and 

Personal Health Train (PHT).

⦿ Application-related integration of partners.

⦿ Partner select and share data locally.  

⦿ Data harmonisation necessary.

Analysis-Framework

DataSHIELD
Client

Personal 
Health Train 

Client

Analyse 
Server

Analyse 
Server

Analyse 
Server

Analyse 
Server
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Many processes are needed to support distributed analysis 
Ø Harmonization of data and information models 

o Core data sets
o Standards: e.g. SNOMED, LOINC or FOODEX
o Interfaces, e.g. FHIR

Ø Tools supporting standards
Ø Terminology Service for data annotation, search and queries
Ø Metadata Annotation Workbench for semi-automated annotation support

Ø Data quality standards and tools
Ø Local data hubs
Ø Legal requirements addressing data privacy
ØTools for accessing data privacy
Ø Synthetic data generation
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German Landscape Health Research Data Infrastructures
NFDI

Health Study 
Data

Human Omics
Data
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German Landscape Health Research Data Infrastructures
NFDI

Insurance Data
Insurance Data

Health Insurance 
Data

German Centre for 
cancer registry 

data

33 Data integration 
centres 

Health Registry 
Data

Health Care 
Data

Health Study 
Data

Human Omics
Data

Differences:  Content  |  Responsibilities  | Legal Regulations

Health Data Lab > 300

+ many research related infrastructures , e.g. University Medicine Network (NUM), German Centers for Health 
Research (DZGs), Helmholz Health.
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European Health Data Space

In NFDI4Health als Use Case adressiert, insbesondere unter den Gesichtspunkten 

Ø Bewertung der Eignung und ‚Privacy Preserving‘ von Ansätzen

Ø Identifizierung von Best Practices, 

Ø Bereitstellung von Lösungen

Ø Formulierung von rechtlichen Anforderungen

May 3, 2022: https://ec.europa.eu/commission/presscorner/detail/en/fs_22_2713

https://ec.europa.eu/commission/presscorner/detail/en/fs_22_2713
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Kontakt:

www.nfdi4health.de

Questions?

Prof. Dr. Juliane Fluck

ZB MED – Information centre for  
Life Sciences

fluck@zbmed.de
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