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Access to Human Biospecimens

How to pool and publish biobank data from different
hospitals / institutions safeguarding (in the interest of
users and biobanks)

- Anonymization / patients’ personal rights?

- Confidentiality

of scientific projects and

of biobank contents and know-how?

- Autonomy with respect to biobank governance?

...and how to motivate biobanks to share their data (and

material)?
- Project/business
case?
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Honest Broker

W Focus: Organize, facilitate and accelerate access to
partner biobanks and their users

® No competitor

Of biobanks: no material of their own

Of users: no research interests of their own in the user's field

W Responsible for

E-infrastructure

Management and governance of network

M Active interface towards international infrastructures
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Register vs. , Projektportal®

B Register:

Updates done manually by questionnaires / data entry

Drawback for users: Specific search for cases / samples impossible
Drawback for biobanks:

Biobanks not informed on users / envisioned projects

Data granularity inversely related to privacy, confidentialiy, and maintenance efforts

® ICT infrastructure with web-based query tool:

Automatic updates on a regular basis, controlled/initiated manually
Drawback for biobanks: Data needs to be harmonized and anonymized
Specific case/sample-related information for users

Specific project-related information for biobanks

~Spam filter for biobanks
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Scope of P2B2

B Project search tool (including scientific services)
Generic project structure

Expand CRIP concept towards all kinds of disease specific
(Kompetenznetze) and population-based biobanks

Integrate project search tool into German Biobank Register
(www.biobanken.de) = Cooperation with TMF

Open / restricted to registered German biobanks
Open for additional software tools

B CRIP as a blueprint
Tissue banks / Institutes of Pathology = all disease areas
Operative since 2006 = proven and tested

Flexible architecture = Hospital-wide biobanks
(Workshop 2010)
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CRIP Privacy Regime |

Research

2) Ahonymize

Search
Profile

1) Pseudonymize
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CRIP Privacy Regime Il

http://crip.fraunhofer.de

Cell Tissue Bank
DOI 10.1007/s10561-010-9190-8

ORIGINAL PAPER

Safeguarding donors’ personal rights and biobank
autonomy in biobank networks: the CRIP privacy regime

Christina Schroder - Karsten R, Heidtke -
Nikolaus Zacherl -+ Kurt Zatloukal -
Jochen Taupitz

Received: 23 April 2010/ Accepted: 14 June 2010
© Springer Science+Business Media B.V. 2010

Abstract Governance, underlying general ICT (Infor- Introduction
mation and Communication Technology) architecture,

http://www.springerlink.com/content/257x56488841215k/fulltext.pdf
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CRIP ICT Architecture

® IBMT: Central database with web-based interactive query tool

B CRIP Partners: Integrative Research Databases (IRDBs; by IBMT; ,local®
databases)

Data import (pseudonymized), export (anonymized)
Data harmonization
Pre-processing, calculation of values, mapping, etc.

Anonymization

B Web Services
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Federated ICT Architecture

e

Blasen-_
- karzinom?

Deutsches
Netzwerk
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CRIP Toolbox Meta biobank 1117
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P2B2

Vin

_ Deutsches
- Arzteblatt

Din Zmitachuilt nr Arshwart) Gegriinul 3878

Kick-off meeting, Berlin, November 22, 2010

BIOBANKEN

Forscher starten nationale Infrastruktur

Rund 400.000 Euro Férdergeld des Bundes-
forschungsministeriums stecken das Fraunho-
fer-Institut filr Biomedizinische Technik in 5t
Ingkert und die Technologie- und Methoden-
plattform fir die vernetzte medizinische For-
schung in den Aufbau einer Datenbank, die
Infermationen aus verschiedensten, krankheits-
. lationsgenetischen Bio-
mit fir externe Forscher
n Auftakt machten En-
er SepNet-Biobank, die
nilen Diabetes, die Bio-
etzes HIV (Bochurm), die
bank CNHF, die Marin-

heimer BioPsy-Sammlung flir neuropsychiatri-
sche Erkrankungen und die epidemiclogische
SHIP-Bicbanrk in Greifswald. ,,Um die sehr un-
terschiedlichen Datenséitze automatisch einzu-
lesen, haben wir bereits beim Aufbau unserer
CRIP-Infrastruktur eine flexible Software ent-
wickelt”, erklarte IBMT-Projektleiterin Dr. Chris-
tina Schréder. Die Initiative startet nach dem
finanziellen Scheitern der EU-Biobank-Infra-
struktur BBMRI und im Vorlauf zu einer nationa-
len Initiative, die darauf abzielt, an finf Stand-
orten in Deutschland Biomaterialbanken zu
bindeln, Die entsprechende Ausschreibung
wirel Arfang néchsten Jahres enwartst.

Meanekeipt Mo 12 18 Jshrgong 2010
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P2B2 Biobank Partners

Kompetenznetz
Diabetes melitus

Projektportal —

- o o o mpetenznetz
- o o @ o | HIV/AIDS

Deutsches l I l

Biobanken-Registé @
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P2B2 Work Plan

M Single sign-on with German Biobank Register

M Integration by web-links and web services

= Register entries of P2B2 biobank partners up-date automatically

Launch
August 2012

Kickc_)ff— April 8, Conferenc
Meeting 2012 e
Nov. 2010 Sept. 14,
20171
IRDBS, central database, query tool
] Ethical filters
Technical and Core data set Interface towards
contractual Database BBMRI Overview Catalogue Approval
framework agreement enational nodes

0 4 gVeb-services -> www.biobanken.de

23

e

http://www.tmf-ev.de/Themen/Projekte/D025 02 P2B2.aspx Monate
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P2B2 Database Contract

M Draft / advice by T.M. Spranger
M Legal framework for handling of human samples

@ Rights and liabilities
Data transfer
Project management and delivery

Fees and cost recovery

® Same wording with all partners / equal treatment

M Ready for signature
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P2B2 Core Data Set

M Integrated so far: BioPsy, PopGen, KompNet HIV/AIDS

m Case-centric”
W 28 (+) items

Nr. |Name Beschreibung Datentyp |Wertebereich

1 biobank name MName der Biobank Textfeld alphanumerisch

2 |bighank Kurzel Textfeld alphanumerisch
(BiobankAcronym)

3 |biobank contact |MName des Textfeld alphanumerisch
Ansprechpartners
(dieser muss nicht
der Ansprechpartner
fur IT sein)

4 biobank email E-Mail-Adresse des Textfeld alphanumensch zzgl. ,.", .-.. ._"
Ansprechpartners und ,@"

5 |ppsn Pseudonym?* Patient / | Textfeld alphanumerisch
Proband

6 |psn Pseudonym Fall Textfeld alphanumerisch

7 |sex Geschlecht eindeutige |m, w, mannlich, weiblich**,

Auswahl unbekannt

8 age Alter bei Zahlenfeld |numensch [Jahre]
Probenentnahme

8a |dateofbirth Geburtsdatum* Datum Datum (JJ)), MM/ oder

TT.MM.JJLJ)

= height GroBe Zahlenfeld | numernisch [cm]

10 |weight Gewicht Zahlenfeld | numerisch [kg]

11 | ethnicity Ethnizitat eindeutige |kaukasisch,

Auswahl
11a |mother ppsn der Mutter Textfeld alphanumerisch
11b | father ppsn des Vaters Textfeld alphanumerisch
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Additional Software Modules / Tools

¥ [RDB-Interface / API provided (December 2010)

B IMFL Uni Munster (F. Uckert)
Use case HIV/AIDS

® Uni Erlangen, Lehrstuhl f. Med. Informatik (H.U. Prokosch)
Use Case SepNet
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Project Details

Scope of Project P2 B 2

Please give us an idea and a i
shortoutine of your work and the = | Thanks for your request, which
question(s) this project shall
answer. This will help our
partners to tailor their proposals has been forwa rdEd to
to your research needs =l
Thank you.
Select Required Cases Localization Disease Specimen L
l‘—‘ 900-902 - Fibroepithelial
4 30 MNB0-NE64 - Disorders of breast Neoplasms Tissue (FFPE) : # m |
Further specification of cases/ =] — S ;
specimens = Popg@[m Diabetes melitus
7 50 NBO-NG4 - Disorders of breast 200 294 ﬁ'g'.f")’l‘gg:‘: Lot Tissue (FFPE) .
Further specification of cases/ ;l
specimens =

Requested Methods

Select checkboxes fram the list of [~ pNABCE ™ Tissue microamay [~ Gene expression profiling - .
scientific services available atthe = gy ™ WINIS blot Genomic losses/gains F d b k th 1 O kd /
St r Cwnsbot T 0 eedpack witnin workdays
[~ Morp In-situ hybridization [~ FISH
[ Imm [~ Functional assays I~ Macro-Microdissection

automatic reminder

Your request concerning the following project has been forwarded
to our database parttners and will be answered within 10 warkdays,
including:

® [etailed data on required material
* Contact provider(s)

Project

Scope of Project: pl’OpOS&l

hiomarker research

Requested Material:

CE4 - Malignant neoplasm of kidney, except renal
pelvis

Disease: Mot specified

Specimen: Tissue (G

Renuired cases: 100

Requested Methods:

Mot specified

Coordination

Localization:
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Status quo / from patchwork towards national node???

Nationale Network
Biomaterial-
banken-

nitiative

=¥ \ | Gesundhei Meta-
="=memame= = Jrschu Biobank
P2B2 l I l
alsches

R XJ ®5I0BANK
PR Y @S UISSE

A collaborative network

Deutsche
Zentren der

edizinische Universitit Graz

Biobanken-Register

N\

cBMB/
IRDB/KN

Data

Biobank/
LEpidemiolJ Patho. LKompNetJ Database

EU

Nation

Region

Hospital/
Institution

Hospital/
Department/
Institute
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Vision

__—

Statistical
groups
S~—
Anonymized Meta biobank /

K-anonymity /
Pseudonyms

hub

Data

LBiobank 1J

Biobank 2

v

LBiobank 3J

BBS,
CRIP,
TuBaFrost
etc.

cBMB/
IRDB/KN

Biobank/
Database

EU

Nation

Region

Hospital/
Institution/
Consortium

Department/
Institute
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P2B2 vs. www.amazon.com

Amazon’s mission statement:
“We seek to be Earth’s most customer-centric company for three primary

customer sets:
e Consumer customers,
» Seller customers and
» Developer customers.”

The German Biobank Register and P2B should seek to be
Germany‘s most researcher centric biomedical research infrastructure for

three primary researcher sets:
» User researchers (from academia and industry)
» Provider researchers (biobanks) and
» Developer researchers (ICT).

www.cloud.fraunhofer.de
Trusted Cloud of TMF
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Thank you...

... Karsten R. Heidtke, Oliver
Gros, Matthias Dobkowicz

...for your attention!
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