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Copenhagen Hospital Biobank

Inclusions
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Systematic collection of left-over
blood type/screen blood samples
from patients (hospitalized and

outpatients) in the Capital Region of
Denmark
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Patients
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>450,000 patients/unique samples
(~25,000 per year)

Purpose: Genetic research
330.000 patients are genotyped

Year

September 6-8,2022 ® #nordicbiobank2022 e nbc.biobanksverige.se



£ Biobank
Research ¢ Conference
#185,000 Data-reuse #50,000 Data-reuse Data-reuse
#180,000 #198,000 #130,000
#30,000

4.°

~ Q@ i* | @
* & B

Cardllovascular Transfusion Reproductive COVID-19 Cancer Oral Heialth. and Infections Eye diseases
diseases outcome health metabolic disease
| 2018-2020 | | | 2021 | 2022 l J I ,
EEEEEm EEEEER EEEN EEEEE EEEN EEEEN [ |
Approved I I I I I Submitted l In pipeline I I u
Pain and . COVID-19 Degenerative Chronic . .
Inflammatory Osteoporosis . N . Surgical Dermatologic
. musculoskeletal Variants & and episodic inflammatory g .
arthritis . and fractures . S . complications diseases
diseases Vaccination brain disorders diseases
> N
#17,000 #275,000 #126,000 Data-reuse Data-reuse

#198,000 #180,000

September 6-8,2022 ® #nordicbiobank2022 e nbc.biobanksverige.se




£ Biobank
s Conference

Cardiacresearch

Association of Variants Near the
Bradykinin Receptor B, Gene With
Angioedema in Patients Taking
ACE Inhibitors

)
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A genome-wide association study
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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 (“Veevsanvendelsesregistret”)
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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

m
To increase the information and knowledge about the Copenhagen ZuE
Hospital Biobank and to draw attention to the opt-out option
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Callcenter
Contact:
* Telephone

* Email /secure Email

e 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

e 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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Region Hovedstadens biobank

2k e n forskmingsbank, som ndefy
B astaden Prover

Mulighed for forskning p4 mange omrader

Sesseee epr moeimaies Bosens e bt g
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Forskningsprojekter i Region Hovedstadens Biobank

Du ken her lzese om forskningsprojekter fra biobanken i feks. i barnloshed, hisrte-kar-sygdomme, gigtsygdomme,
knogieskorhed og smertetistande.

Blodproverne i Region Hovedstadens Biobank bliver brugt til forskning
, - Kontakt Region
Biobank

s 000

Studier om kvindelig reproduktiv sundhed og sygdom
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Information letters

A letter to patients
whose sample in the
Copenhagen Hospital

Biobank had not yet
been used for research
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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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0.6% contacted the biobank (n=1,763)
0.3% wanted their sample and data destroyed
0.6% including National Register on Tissue Application

Calls per day

Inquiry type
300 Nov. 2020 - April 2021
250 Total inquiries Destruction of sample and data _421;0
200 Polite inquiries 13
Sample may be used 210
= |mpolite inquiries
150
o et | — 71
100
0 100 200 300 400 500
50
B Email m Call center
0
SRR ANV AN RN SN N N A A LN SN SN A SN N g ~1,000 were registered in National Register on Tissue Application
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Information to newly included every 6 months

Inquiries - call center and Email
160

140

120 0.8% contacted the biobank
0.6% wanted their sample destroyed

Destruction of sample Other request Sample may be used
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40

20

B May - Oct. 2021, n=13,914 ® Nov. 2021 - May 2022, n= 12,480 ® May - Aug. 2022, n= 13,695
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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
50 made the patients aware that their sample is included in the biobank
% informed about the opt-out option
:ﬁ) 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 Thank yOU!
Department of Clinical Immunology
Blegdamsvej 9
DK-2100 Copenhagen

Denmark
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