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Depositing the ProstOmics multi-
omics datasets with FEGA Norway

Maria K. Andersen
Researcher, NTNU
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Why we needed to archive..
• Required by funder (ERC grant no. 758306)

• Challenging for ‘sensitive’ health/personal data
– Very few repositories with restricted access + approved security levels

• But final push: journal required it..

The days one could get away with this statement is over..
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Spatial multiomics for prostate cancer profiling
 - The core mission of ProstOmics group

~ 500 fresh frozen prostate 
samples from 114 patients

• Metabolomics
• Lipidomics
• Proteomics
• Transcriptomics
• Epigenomics
• Histopathology

Several 
analytical 

measuremens 
on each 
sample



5
5

Spatial multiomics for prostate cancer profiling
 - The core mission of ProstOmics group

~ 500 fresh frozen prostate 
samples from 114 patients

• Metabolomics
• Lipidomics
• Proteomics
• Transcriptomics
• Epigenomics
• Histopathology

Data that were archived 
in FEGA Norway

Several 
analytical 

measuremens 
on each 
sample

Also, tried to get FEGA Norway to accept 
our other omics data.. But not accepting
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The steps

Updating our DPIA

1. Paper 
work

2. Getting 
into portals

3. Prepping 
Metadata & 
data transfer

4. Processing 
data requests 

DPA w. NTNU & UiO
Creating a DAC
Writing a DAP

DPIA= data privacy impact assessment
DPA = data process agreement
DAC = data access committee
DAP = data access policy

Physically: Getting EGA-profiles
Mentally: Learning how it works

Metadata
Study description
Dataset descriptions x4

Experiments
Variable descriptions

There are good guidelines, 
but are a bit hidden
Got a lot of help from 
personell at Elixir

Submitting data
Requires computational skills
Command line + scripting

We will get back to this 
never-ending cycle

Kjell Petersen
Elixir, UiB

Maximilian Wess
NTNU

Computer
guy
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One study

4 datasets
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Data access Commitee

• >40 Data requests (~20 people)
• Made templates based on location of 

requesters:
– EU and GDPR-complient countries
– United states
– Other countries

• None shared through FEGA Norway yet..
– Bottleneck: paperwork and legal assessment

Dear [Researcher’s Name],

Thank you for your expressed interest in our [omics] data through the European 
Genome-Phenome Archive (EGA) portal.

Please be aware that the process to gain access to this sensitive data will be 
extensive due to the strict regulations on such data by both GDPR, the 
Norwegian law and the specific patient consent used for the tissue donors in 
our cohort.
1. We will need to assure that your scientific purpose for using these data 

and data handling is compliant with GDPR and the specific ethical 
approval.

2. We will have to apply to our regional ethical committee for approval to 
share the data with you

3. We will likely be required to update our Data Protection Impact 
Assessment (DPIA), which needs to be approved by our hospital

4. There then needs to be a data transfer agreement and collaboration 
agreement between NTNU and your institution, detailing conditions such 
as who will have access to the data, what the data will be used for and co-
authorship in the event of publishing results generated from these data.

5. You will likely be required to work on this data remotely from HUNT Cloud 
(https://about.hdc.ntnu.no/), an ISO-certified cloud system for sensitive 
data. You will have to set up further agreements with HUNT Cloud and 
cover the cost to have a working environment there.

This whole process will take several months and substantial work resources 
from both parties. Please let us know if the required work to get access to this 
data is compatible with your research plan ahead.

Kind regards,
Maria K. Andersen, PhD
On behalf of the data access committee

ERC PI: May-Britt Tessem
Prof. ISB, NTNU

 

Tone Bathen
 (Professor, ISB)

Maria K. Andersen
(Researcher)
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Sharing ‘sensitive’ research data
1. Is sharing data in line 
with: a) ethical approval 
and b) info given to 
participants?

Me/Us at
NTNU

Requesting 
researcher

InstitutionX

Sharing with a requester in a GDPR complient country (whether through FEGA Norway or not)

2. How to give access?
Do they have a secure 
place to work on?
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Sharing ‘sensitive’ research data
1. Is sharing data in line 
with: a) ethical approval 
and b) info given to 
participants?

3. Apply REC + 
4. Update DPIA

2. How to give access?
Do they have a secure 
place to work on?

Me/Us at
NTNU

Requesting 
researcher

InstitutionX

Dept. Head
NTNU

Head of Clinic
St. Olavs

REC

Sharing with a requester in a GDPR complient country (whether through FEGA Norway or not)
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Sharing ‘sensitive’ research data
1. Is sharing data in line 
with: a) ethical approval 
and b) info given to 
participants?

3. Apply REC + 
4. Update DPIA

2. How to give access?
Do they have a secure 
place to work on?

5. Data transfer agreement 
+ collaboration argreement

Me/Us at
NTNU

Requesting 
researcher

InstitutionX

Lawyer
InstitutionX

Lawyer
NTNU

Dept. Head
NTNU

Head of Clinic
St. Olavs

REC

Sharing with a requester in a GDPR complient country (whether through FEGA Norway or not)
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Final thoughs:
The good
• Great with an infrastructure like FEGA 

Norway; a repository with restricted 
access

• More visibility to our research

• Subsequent publications on the same data 
made easier 

• Got «forced» to make the data FAIR
• Enabling for reuse with metadata and 

readme-instructions.
• Handy for new people joining our group

And the ‘bad’
• Hoping for more flexibility in FEGA Norway

• For other omics data and clinical data.

• Bottle-neck: All the legal privacy regulations
• (not the fault of FEGA Norway though)
• The processing and legal requirements for 

sharing data with other researchers is still 
unreasonable a lot of work
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