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Copenhagen Hospital Biobank

Systematic collection of left-over 
blood type/screen blood samples 
from patients (hospitalized and 
outpatients) in the Capital Region of 
Denmark

>450,000 patients/unique samples 
(~25,000 per year)

Purpose: Genetic research

330.000 patients are genotyped
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Research 
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Cardiac research

A genome-wide association study 
found that common variants 
near BDKRB2 (bradykinin receptor 
B2 gene) are associated with 
increased risk for angioedema in 
ACE inhibitor–treated individuals

Jonas Ghouse, MD, PhD

J Am Coll Cardiol. 2021 Aug 17;78(7):696-709. doi: 
10.1016/j.jacc.2021.05.054. 

ACE inhibitor related angioedema
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Consent
The storage of samples is not consented, but patients are in general informed, that 
leftover blood- or tissue samples may be stored in biobanks for future research. 

Patients are also informed about the general opt-out possibility of having their 
samples excluded from research use through the National Register on Tissue 
Application (“Vævsanvendelsesregistret”)
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Direct contact
Information letter was sent to > 300,000 in Nov. 2020:

To inform the patients that they have a sample in the Copenhagen 
Hospital Biobank

To increase the information and knowledge about the Copenhagen 
Hospital Biobank and to draw attention to the opt-out option
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Callcenter

Contact:

• Telephone

• Email /secure Email

• Hired 10 persons

• Established an opt-out database
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New homepage
www.regionh.dk/biobank

• Introduction and how to contact the 
Copenhagen Hospital Biobank

• Watch videos with researchers and read 
about research projects

• Read about genes, genetic studies, 
incidental findings and data protection

• How to opt out of Copenhagen Hospital 
Biobank or research in general

• FAQ
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Information letters

A letter to patients 
whose sample in the 
Copenhagen Hospital 
Biobank had not yet 
been used for research

A letter to patients whose 
sample in Copenhagen 
Hospital Biobank was 
already part of a 
scientifically approved 
research project
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Information letter was sent as an 
electronic message linked to the 
Danish personal registry (e-Boks) or  
as physical letters to 301,363
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Inquiries

~1,000 were registered in National Register on Tissue Application

Nov. 2020 - April 2021

0.6% contacted the biobank (n=1,763)
0.3% wanted their sample and data destroyed
0.6% including National Register on Tissue Application
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Inquiries - call center and Email

May - Oct. 2021, n= 13,914 Nov. 2021 - May 2022, n= 12,480 May - Aug. 2022, n= 13,695

Information to newly included every 6 months

0.8% contacted the biobank
0.6% wanted their sample destroyed

12Unpublished data
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Conclusion

• Only 0.6% of contacted patients opt out of Copenhagen Hospital Biobank

• This emphasizes that Danish patients in general support and are willing to take 
part in research

• The information letters did not give rise to negative publicity
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Take home

Established a permanent call center 

By sending out an information letter we have:

made the biobank and its research visible

increase the level of information 

made the patients aware that their sample is included in the biobank

informed about the opt-out option

show a way to inform patients about samples in biobanks
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Janna Nissen, cand.scient, PhD

Email:  ioanna.nissen@regionh.dk

Rigshospitalet

Copenhagen Hospital Biobank

Department of Clinical Immunology

Blegdamsvej 9

DK-2100 Copenhagen

Denmark

Thank you!
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