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- About me:
- Employed at the Danish National Biobank since 16.06.2011
- Architect and developer of the Biobank Register system

- Ph.D. in Biomedical Informatics (Technical University of
Denmark)

 M.Sc. in Telecommunications and Computer Science
(Technical University of Lodz, Poland)

- About Biobank Register:
- Released online on March 21, 2012
- Integrates data from various Danish registers and biobanks
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Support for epidemiological register-based research
What kind and how many samples | can find in DK for my research project?

Support for clinical hospital biobanks
What kind of samples do we keep in our freezers?
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Support for epidemiological register-based research
What kind and how many samples | can find in DK for my research project?

Support for clinical hospital biobanks
What kind of samples do we keep in our freezers?

/Registers: \

Giobanks: \

- Centrale Cha”enge' - Danmarks
personregisteret Nationale Biobank
- Fadselsregisteret - Kreeftens
- Landpatientsregiste bekaempelse
ret - Sygehus biobanker
- Patologiregisteret - Patologi biobanker
- Recept registeret <----- X """ > - Neonatale
Screenings
biobank (PKU)
- Andre forskning
biobanker
- Andre diagnostisk
biobanker
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Support for epidemiological register-based research
What kind and how many samples | can find in DK for my research project?

Support for clinical hospital biobanks
What kind of samples do we keep in our freezers?
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ICD 10 Challenge! | sample type
Country of birth, date
Residence Storage temp.
address o
___________ iobank name
Icb8 | X >
Taken date
Birth weight, date
SNOMED Umbillical cord blood

k Drugs taken / k /
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Support for epidemiological register-based research
What kind and how many samples | can find in DK for my research project?

Support for clinical hospital biobanks
What kind of samples do we keep in our freezers?
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ICD 10 Challenge! | sample type
Country of birth, date
Residence Storage temp.
address o
___________ iobank name
ICD8 [ X >
Taken date
Birth weight, date
PIN
SNOMED (CPR) Umbillical cord blood

k Drugs taken / k /
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An individual

Before At After
i i I ] i1 ]
I 1 1 3 11 i
Birth Death

Diagnosis of cancer (DC440)

The Biobank Register system allows to link samples and diagnoses of individuals,
and highlight which samples were taken before, at or after a diagnosis.
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/Registers:

Centrale
personregisteret
Fadselsregisteret
Landpatientsregiste
ret
Patologiregisteret
Recept registeret

\

Biobank
Register

system

biobanks.dk

Giobanks: \

- Danmarks
Nationale Biobank

- Kreeftens
bekaempelse

- Sygehus biobanker

- Patologi biobanker

- Neonatale
Screenings
biobank (PKU)

- Andre forskning
biobanker

- Andre diagnostisk
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Public health registers SSI

Internal DB
(includes PII*)
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*Pll - Personally Identifiable Information
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- www.nationalbiobank.dk — main site of the Danish National Biobank

- www.biobanks.dk — direct access to the Biobank Register



http://www.nationalbiobank.dk/
http://www.nationalbiobank.dk/
http://www.biobanks.dk/
http://www.biobanks.dk/

BIOBANK REGISTER ONLINE
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- www.nationalbiobank.dk — main site of the Danish National Biobank

- www.biobanks.dk — direct access to the Biobank Register

DANISH

NATIONAL Biobank Register
BIDBANK

| et

Gender

~--Patient criteria

Country of birth (mother)

Unsslect il
% Denmark ¥ Grozniand  Faroe tsiands  Norvay @ Sweden @ Finand ¥ Icstand  Otner @ Unknown

Country of birth (father)

1 % Gresniand @ Faroe siands  Norvay ( Sweden @ Finiand 9 icelana @ Otner & Unknown
Year of birth

From
1850
o
am

Age at sample taken (expressed in years)

Erom
0
T
50

Version: 1.1.17-607ed 16406700165 T03C34114 102004972013

Biobank : Danish National Biobank:BSMB , Danish National Biobank-PKU , Danish
Copenhagen Hospital Biobank:ALL SAMPLES (Copenhagen Hospital Biobank) , Da
SAMPLES (Patobanken) , Genetic Biobank of the Faroes-Panic anxiety, Schizofrenia
Biobank of the Faroes:Autisma (FO)

Sample tvpes : Buffycoat , Serum , Plasma , Filter paper , Whole blood , Biopsy , Larg
. Autopsy , Brain autopsy , DNA , Spinal fluid , Amniotic fluid , Urine , Feces , Naso]
Advanced sample types: All samples except umbillical cord samples

et email with

Values between 1 and 5 are shown as *

Output tables

1. [Gender] - [Sample type] - [Number of samples]

[ | Gender

\ F

[4utopsy [1304 [1121
Biopsy [114781[g6971
|Bone marrow [4303 [a122
Brain autopsy 3

Buffycoat [a2
[Cervical cyrology  [70921 7

\DNA 1395|946

DANISH

Dansk  Engish

NATIONAL Biobank Register

BIOBANK
| puien. YD savvle ) ReportDefintion ) Finsh

Search for diagnosis codes

Choosa code type

Soarch codss (6.9 DJ46, 493, asthma, KIMAAKMAD)
fastma

Select codes.

General info

== - Diagnosis criteria

D445 (KronisK asimalisk bronKils)
CD10/D145 (Asima)

CD10/D450 (Allrgisk astma)

CD10/DJ450A (Emvervsbetinget alergisk astma)
CD10/DJ45' (Kke-allergisk astma)

CD10/DJ451A (Erhvervsbetinget ke allrgisk astma)
CD10/D458 (Astma af bandet type)

]| seectan

Desslect al

CD10/DJ450A (Astmatisk broniits)

Add a5 primary search criteia A0d as secondary search citeia

Primary search ciera (any o) ‘Secondary search criera (any o)

Add a5 omitted search citera

Omitted search citeria (any o)

CoTomaas =
co10D345

Co10DU450

CO10DI450A AND
CD10/D451

Co10DI451A
Cotom5
Co10450

BUT
NOT

Delete al Delete selected Delete al Delete selected

DANISH
NATIONAL
BIOBANK

Diagnosis ) Sample ) Report Definition JRUEY -

First name and last name *
Bartlomie] Wilkowski
Title *
PhD.
Afiliation *

-Send a search

IT udvikler

Country *

E-mail

baw@ssi dk

Name your search

| o]

Submit

Delete all Delste selected

Biobank Register

- request

DANISH

BIOBANK

Biobank Register

D o

Select Biobank

‘Copennagen Hosps

Danisn Cancer Society Blobank

Parovancan .

Genstic Bicban o

Sample types
Biood

<

coat @ Serum # Piasma ¥ Fier papse ¥ Whale biocd

Tissue

Y
Greeriarg zamoies.
551 dagnostc samples

Sample criteria

 Bopsy ¥ Larger specmen ¥ Bons marrow ¥ Fing nesaks aspiration ¥ Canvical cytology # Omer cytologies @ Autopsy ¥ Brain autopsy

Other types

Advanced sample types

o a g samples) © Al samples

af s @ Aot Nk ¥ Urne  Feces ¥ Nasapharymgeal swad

Sample taken (expressed in years)
1850

DANISH
NATIONAL
BIOBANK

Patient

nosis

Report definition

rimary variable

Year of birth v
econdary variable
Gender v

Counting unit

Number of samples ¥

(Optional) Classify samples into 3 categories:
Sample taken date

cors sampies) © Onty sampies

Biobanhk Register
RoporeDeintion W N

Defining
aggregated

days before the *incident diagnosis” date and earlier

s e -OUEPUL fOrmat

- at the "incident diagnosis” date

For more details, use help.

Add report ‘
X-value Y-value  Counting unit Before interval in days __ After interval in days
Yearofbith  Gender Number of samples. Delete



http://www.nationalbiobank.dk/
http://www.nationalbiobank.dk/
http://www.biobanks.dk/
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- An individual’s date of birth and CPR number (PIN)

- Data about the diagnoses assigned to an individual during
hospitalization (ICD8/ICD10 codes + diagnosis date)

- Data about pathologies found and registered by any pathology center
(Patobanken) in Denmark (SNOMED codes + pathology date)

- Data about the individual’s biological materials (blood, tissue, etc.),
Including sample taken date

Requirements to build such a system / participate in the system:

- Data Protection Agency permission

« Danish National Biobank -> part of Statens Serum Institut, the
owner of all healthcare-related data in Denmark
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HOW DO WE GET THE DATA? i

 How do we recruit new participating biobanks?
1. direct contact (they contact us, or we contact them)
2. why should they participate?
a. better visibility of their samples to the researchers =
= higher usage of their samples in research =
= fame & funds 4
b. Dbetter understanding of the collected materials
(linkage of the existing samples to the donor’s historical,

current and future diagnoses)

Input data template:
PIN number
Sample type
Sample taken date
Umbilical (Y/N)
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Collection name # samples / # donors Sample types

Patobank 12.3 million / 3.4 million Various paraffin embedded tissue
samples
Neonatal Screening Biobank ~ 2 million / ~ 2 million Filter paper;
(PKU)
SSI diagnostic samples ~ 850.000 / ~ 560.000 Plasma; Serum; Filter paper;

Whole blood; Amniotic fluid;
Spinal fluid; Biopsy; Bone marrow;
Cytology; Urine; Feces;
Nasopharyngeal swab;

Danish National Birth Cohort ~ 620.000 / ~ 149.000 Buffy coat; Plasma;
(BSMB) Filter paper;
Copenhagen Hospital ~195.000/ ~ 192.000 Whole blood
Biobank
Diet, Cancer and Health ~170.000 / ~ 57.000 DNA; Plasma; Serum
Cohort
Greenland samples ~ 38.000/~17.000 Buffy coat; Plasma; Serum; Filter

paper; Whole blood; Urine; Feces;
Nasopharyngeal swab;

Total: 16.3 million samples 155 million diagnoses (ICD-8/ICD-10)
5.1 million donors 35 million pathologies (SNOMED)
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register@nationalbiobank.dk
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