How to Navigate the European (and Global)
Biobanking Landscape Best?

Europe Biobank Week, Vienna, September 16, 2016

christina.schroeder@izi-bb.fraunhofer.de
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Fraunhofer at a Glance

Fraunhofer is a not-for-profit organization undertaking applied research of
direct utility to private and public enterprise and of wide benefit to society.
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The Biobanking Landscape...
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...1s still fragmented
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http://bbmri-eric.eu/bbmri-eric-directory-2.0
https://catalogue.bbmri.nl/
https://www.irlocator.isber.org/
http://biobanken.de/

Biobank and (scarce) Biospecimen
Locators cannot/do not Interoperate

Biobank Catalogs / Directories:

Updates manually (paper-based or web-based questionnaires) or over MIABIS

Overview biobank information

Biospecimen Locators / Metabiobanks:

,Negotiator®:

envisioned with BBMRI
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Industry‘s Specific Requirements are Unmet
by Existing Infrastructure

» Need to “distinguish the ones you can work with”

» Exemplary industry questions to “fit-for-purpose”
biobanks include:

*Therapy / prescription data available?

=Yes, electronically; Yes, paper; No

=Are consent templates available in English?

=Custom prospective collections possible?

Z Fraunhofer

1Z1



Industry-oriented Biobanks‘ Open Question

How to showcase our services and resources best?
= Simply
= Efficiently

= Compliant with ethical and legal regulations
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ESBBtranslate brings together biobanks and industry
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Mission

The ESBBtranslate Working Group brings together ESBB members and pharma/ biotech industry
representatives in order to identify, elaborate and launch common research projects. Concepts to maximize
the societal benefit and scientific and economic valorisation of biobank-based health R&D (e.g. the concept
of Open Innovation) will be identified, evaluated and applied.

ESBBtranslate Manifesto

News

Member Area  Profile

Us WGs Bb Shop Meet Join Jobs

translate

http://esbb.org/working-groups/esbbtranslate/
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http://esbb.org/working-groups/esbbtranslate/
http://esbb.org/working-groups/esbbtranslate/
http://esbb.org/working-groups/esbbtranslate/
http://esbb.org/working-groups/esbbtranslate/

ESBBtranslate have developed ,,Industry‘s®

Questionnaire

ESBB translate meeting at Leipzig October 2014, by A. Schmitz & A. Cooreman

What is in your Bio Bank?

suggestions for a multiple choice quesfionnaire which could be filled in by the ESBB memb
bichanks and connected to the ESBE member database and made available -

to members only, pseudonymized with ESBE acting as a broker, or even publicly

 Btransiate

Question

| Answer options

Dizease Areas

|dentify the top three disease areas
represented in your bank

Three database fields, each to tick one of
predefined options (which are the same for
all fields) - e.g. neuradegensaration (brain),
cardiology, respiratory, gynaecology,
urology, auto-immune, gastro,
endrocinology, etc

What is the approximate size of = sample
cohort in top three disease areas

Three fislds, one far each, with predermed
options = 10 = 100- 1000 - 10000

Types of sample

What types of samples does your Bio Bank
hald?

One database field with predefined options —
tissue, blood fraction, tissue & blood fraction,
other biofluids

Tissue preservations

Cne database field with predefined options —

Prucasgmg tima known? from warm
ischemia to preservation

Matched samples available?

_Multiple time points?

© Fraunhofer 1ZI-BB
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ESBB and Fraunhofer CRIP Group are offering a
demonstrator

(- @ https://preview-crip fraunhofer.de/intern/fragen-demo/cgi/fragen.cqi c Q Suchen wBa O 3§ 4 & d
) E iteria biobank
S . . powered by criteria  biobanks
=
B Biobank Directory .. vemonstrator Z Fraunhofer |
* Btranslate 2 0. g
Biobanks: 0

l General info I Disease areas I Sample types I Ethics & Consent I Donor data I Process info -
W

Country | -

https://preview-crip.fraunhofer.de/intern/fragen-
demo/cqgi/fragen.cqi
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https://preview-crip.fraunhofer.de/intern/fragen-demo/cgi/fragen.cgi
https://preview-crip.fraunhofer.de/intern/fragen-demo/cgi/fragen.cgi
https://preview-crip.fraunhofer.de/intern/fragen-demo/cgi/fragen.cgi
https://preview-crip.fraunhofer.de/intern/fragen-demo/cgi/fragen.cgi
https://preview-crip.fraunhofer.de/intern/fragen-demo/cgi/fragen.cgi

Features of Demonstrator Include Query Tool...

B https://preview-cripfraunhofer.de/intern/fragen-dema/cgi/fragen.cqi c Q, Suchen

E

S powerg

B Biobank Directory ../ oemonstator % Fr

|

¢ Btranslate

General info Disease areas Sample types Ethics & Consent Process info
Main types of samples - v

Method of preservation - v criteria Diobanks

SOPs | - v

reset all MNo. of matching

Biobanks: 6

ample processing time known

Are matched samples available?

Your Selection:
* Country all
" * Time known? Yes

Can patients be asked for further samples?

e custom prospective collections possib
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...and Links to Fit-for-purpose Biobanks

€ | @ nhttps://preview-cripfraunhofer.de/intern/fragen-demo/cgi/fragen.cgi

E

-

B Rinhanl Dirartarv .. .

BE

AT

AU

ES

DE

GB

' Btransiate
Mame of biocbank Acronym Country
Biobank 2 BB2
Biobank 5 BBS5
Biobank 6 BBG
Biobank 4 BB4
Biobank 3 BB3
Biobank 1 BB1

Website
www.biobank2 example.org
www._biobankb example.org
www.biobankt example_org
www._biobank4 example.org
www biobank3 example.org

www biobank1 example. org
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Concept for ESBB Biobank Directory has been
conser*~-

gév __Biobank Directory i owmmssm
ok anslate

@ of biobank  Acronym  Country URL
1 B8B1 G Www bsobank 1 exampie org
Biobark 2 862 BE www biobank2 exampie.org

Biobank 4 884 ES www biobank4 exampie org

Biobank 3 883 DE W biobank3 example org

ad Tiya

\ NMO

\_—""02015 Fraunhofer 1zI-88
= Level 1. Retrieve biobanks
= Level 2: Drill down to retrieve cases and specimens
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ESBB Biobank Directory will be implemented with two
guery levels

= ,Retrieve biobanks":
According to Demonstrator

= Drill down":
Links to metabiobanks or sample stratification
functionalities of connected biobanks, e.g.

Fraunhofer Metabiobank;

Breast Cancer Campaign;
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https://metabiobank.fraunhofer.de/
http://www.breastcancertissuebank.org/

ESBB Biobank Directory will be seamlessly integrated
Into existing Biobanking Landscape

= Level 1 ,Retrieve biobanks":

Automated upload of MIABIS datasets
Integration with metabiobanks

Information complementary to existing databases

= [evel 2 ,Drill down"/ Fraunhofer Metabiobank:

Direct integration with partner biobanks

Webservices to share requests with partner directories
(Example CRIP — biobank suisse)

Integration with upcoming Fraunhofer platform
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Fraunhofer Metabiobank

= Online since March 2016

= Based on CRIP Concept* and software portfolio
(CRIP Toolbox )

= Will replace CRIP and P2B2

= Foreseen to participate in wider Fraunhofer platform for
Biomedical Research Information, Communication, and
Computation

*Schroder C, Heidtke KR, Zacherl N, Zatloukal K, Taupitz J: Safeguarding donors' personal rights and biobank autonomy
in biobank networks: the CRIP privacy regime. Cell Tissue Bank 12 (2011), 233 — 240.
http://www.springerlink.com/content/257x56488841215k/fulltext.pdf
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http://crip.fraunhofer.de/en/toolbox
https://bricc.fraunhofer.de/htdocs/pdf/BRICC_v1.0.pdf
https://www.fraunhofer.de/de/forschung/fraunhofer-initiativen/industrial-data-space.html
https://www.fraunhofer.de/de/forschung/fraunhofer-initiativen/industrial-data-space.html
https://www.fraunhofer.de/de/forschung/fraunhofer-initiativen/industrial-data-space.html
https://www.fraunhofer.de/de/forschung/fraunhofer-initiativen/industrial-data-space.html
https://www.fraunhofer.de/de/forschung/fraunhofer-initiativen/industrial-data-space.html
https://www.fraunhofer.de/de/forschung/fraunhofer-initiativen/industrial-data-space.html
https://www.fraunhofer.de/de/forschung/fraunhofer-initiativen/industrial-data-space.html

Many Features Render Fraunhofer Metabiobank
a Tailor-made Use Case for Industrial Data Space (IDS)

IDS-Use Case-Merkmale CRIP-Toolbox / Metabiobank

Verknupfung Daten von
mehreren Datenquellen

Integration verschiedener
Datenarten

Kombination verschiedener
Datenguter

Beteiligung mindestens zweier
Unternehmen

Integration Unternehmens-
architekturebenen

Grundlage fur das Angebot
,Ssmarter Services"

Extern: Daten aus unterschiedlichen Biobanken /
verschiedener Standorte

Intern: Zusammenfiihrung von Daten aus KIS, LIMS,
BIMS, ...

Daten aus KIS, LIMS, BIMS; Qualitatsmerkmale; SOPs;
Informed Consent; ...

Privat: Probendaten, Falldaten, Patientendaten
(anonymisiert), SOPs;

Offentlich: Klassifikationen, Kodierungen, Datensatze
(ICD, SNOMED, UICC, SPREC, MIABIS, ...

12 Biobankpartner, Research Community

Versorgung, Biobank, Forschung

Metabiobank Portal, CRIP, P2B2, p-bioSPRE, BRICC
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ESBB Biobank Directory is ready for take-off

v Concept and proposal consented with ESBBtranslate and
approved by ESBB
v Further details: Interview with Dr. Oliver Gros,

https://www.youtube.com/watch?v=0j0OmwmhVwIQ

(recorded by ESBB‘s CEO Dr. Robert E. Hewitt in April 2016)

v Fundraising ongoing

https://www.facebook.com/biobanks/ph
otos/pch.747578452009235/747578408
675906/?type=3&theater
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https://www.youtube.com/watch?v=0jQmwmhVwlQ

ESBB Biobank Directory will be a critical and
sustainable piece in the worldwide biobanking puzzle...

v Compliant with all ethical and legal regulations
v" Driven by leading (clinical) biobanks
v Geared towards Industry‘s Requirements

v" Full interoperability / no duplication of effort and data
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...supported by a German not-for-profit organization:
Fraunhofer worldwide

......

[ ore

‘ Koo

Salvador Jakartcng

pinas

Subsidiary
Center

Project Center
ICON / Strategic Cooperation
Representative / Marketing Office

Senior Advisor
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Thank you!

...Matthias Dobkowicz, Rukeia ElI-
Athman, Thomas Finkenwirth, Harry
Freitas da Cruz, Oliver Gros, Karsten
R. Heidtke, Tim Juttner, Sascha
Kunze
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CRIP Privacy Regime

SCHUTZ

Berlin

...beispielhaft!

Compliant with

List of Requirements...

Practice on Secondary Use
of Medical data...

Research

3) Statistical G[ous

Metabiobank

. S h
2 Anonmlze e

1) Pseudonymize

Schroder C, Heidtke KR, Zacherl N, Zatloukal K, Taupitz J: Safeguarding donors' personal rights and biobank autonomy
in biobank networks: the CRIP privacy regime. Cell Tissue Bank 12 (2011), 233 — 240.

http://mww.springerlink.com/content/257x56488841215k/fulltext.pdf
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Features of our metabiobanks

Retrieve data / cases and specimens on a case-by-case and
sample-by-sample basis

= ...over Web-based parameterized queries ...

...across the entire spectrum of diseases...

...on anonymized data only: Privacy preserving

= Utilize all pre-existing information management systems
= No ICT skills required

= Semi-automated / controlled data export

= Project request:
- Establish ,Biobanking on demand”?
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CRIP Toolbox

&
Q,
Import = |
Free | _
text Pseudony- Harmom_ Ar;(;%?
q mised Data sation _sation.
recoras div. Formats P
/’: ___________________
5 Project request

http://www.crip.fraunhofer.de/en/toolbox
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