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Introduction to ELIXIR 
– how we work



23 Members and 2 Observers

ELIXIR Nodes form national networks of 
excellence, containing a total of 250 
institutes/universities

1 Hub

The Hub, located alongside EMBL-EBI, 
Cambridge, UK, provides the secretariat 
and coordinating activities for ELIXIR

ELIXIR – who we are



We build life science informatics capacity 
and infrastructure in Europe, connect and 
develop a network of experts and provide 
hundreds of high quality services and 
resources available to all

Databases

Training

Software tools

Data standards 

Compute resources

Scientific & technical experts

ELIXIR – what do we do



Data management challenges in life sciences

Data diversityData growth Data sensitivityData location
of respondents state that 
without data shared on open 
repositories, they would not 
be able to offer their project 
or service
https://f1000research.com/documents/10-828 
Small and medium-sized 
enterprises

76%
Healthcare

Public 
health

InnovationResearch

Knowledge 
exchange 

across 
disciplines

https://f1000research.com/documents/10-828


Norway
5 institutions
57 staff active
39+ software and tools

Since 2014:

5 INFRA grants
4 transnordic grants
13 HE/DE/H2020 grants

ELIXIR in Norway

*

* ELIXIR4 2025

*



ELIXIR-NO is a key international player in the human data 
domain

Appointed by Health Directorate 
(HDIR) as Norway’s executive 
representative in the Genomics Data 
Infrastructure (GDI) and Genome of 
Europe (GoE)

ELIXIR is coordinating 
EOSC-ENTRUST that brings 
together SAFE, TSD, HUNT Cloud to 
create a trusted research 
environment (TRE) blueprint for 
sensitive data handling in Norway

Norwegian Federated EGA 
(FEGA Norway) for sensitive 
human data is now 
operational, first datasets 
are archived

Nordic collaboration on sensitive 
data strengthened through NeIC 
projects



Introduction to FEGA 
and FEGA Norway



“Before the EGA, data from a 
research study were generated 
once, analysed once, and often 
‘locked away’ on the institute’s 
servers. 

The Federated EGA expands the 
benefits of data reuse across 
national borders and increases the 
value and impact of the data.”

Mallory Freeberg 
EGA Coordinator 
at EMBL-EBI

Data available

Federated EGA node

Central EGA node

Signed FEGA Collaboration Agreement

Engaged in work to establish a FEGA node

Expressed interest in joining FEGA Network

>24 nodes engaged
and counting!

Federated EGA – February 2025
Federated  European Genome-phenome Archive (EGA) strives to support the discovery of and secure 
access to human data globally, while respecting national data protection regulations, with the goal of 
accelerating disease research and understanding and improving human health.



Signed FEGA 
Collaboration Agreement

Central EGA

Expressed interest in 
joining FEGA Network

Joined FEGA Committees

Engaged in work to 
establish a FEGA node

Data available

Status as of
17 Feb 2025



Federated EGA – February 2025

Institutes from Finland, Germany, Norway, Spain 
and Sweden are first the nodes of the Federated 
European Genome-phenome Archive, one of the 
largest international networks for discovery of 
sensitive human data

FEGA Norway firstly launched in 2022

FEGA Norway is a service by ELIXIR Norway. 
University of Oslo, as a partner institution in ELIXIR 
Norway, is hosting the service relying on the TSD 
infrastructure for sensitive data. ELIXIR Norway is a 
consortium of 5 Norwegian universities and is 
coordinated by University of Bergen.



First                                   submitters and adopters

In production since September 2023            First submission completed February 2024

Norges teknisk-naturvitenskapelige universitet (NTNU) has deposited biomedical datasets in FEGA Norway for FAIR 
archiving and sharing of sensitive human data for research purposes

=> with currently 15 datasets released



FEGA Norway and 
Dataflows



Data flow and data control - part I
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Data flow and data control - part II

Central EGA Web portal

100011
100110
100010
100100

Vault

FEGA 
Norway 

staff

DAC 
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Requester

1. Agree and sign 
relevant contracts

2.  Instruct to release

100110
100011
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3.  Re-encrypt

4.  Download

5.  Move to secure infrastructure
6.  Decrypt the dataset
7.  Analyse



● Dataset existence and description made public
available, but not the data itself

● Access to data requires approval by 
authority controlling the dataset
○ Data Access Committee

● Download and reuse of data may
require signed agreements

Controlled access and archival





















Accession number







elixir.no

Follow us on social media

Thank you

https://www.linkedin.com/company/elixir-norway/ 

Except where otherwise noted, this work is licensed under a

Creative Commons Attribution 4.0 International License
 

https://creativecommons.org/licenses/by/4.0/

fega-norway-support@elixir.no 
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