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Increasing Need for Biological Resources

Personalized medicine A
— new patient subgroups

— more biomarkers/molecular signatures
more samples

Drug development > larger cohorts
— Biomarkers for toxicity/efficacy different ethnic groups

Translational research
— Human disease relevance

New technologies specific sample quality

— -omics technologies > BBMR'

— molecular tools Biobanking and
_ Biomolecular
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The ESFRI Process:
Towards a Research Infrastructure

Proposals from ESFRI | FP7 | Dead Preparatory | Construction ||Operation
Member states Roadmap | call | line Phase Phase Phase
| Lo )
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Evaluation by 1 proposal Funding
Expert groups L. Peltonen ~ 5 Mio €
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The Facility

BBMRI is a pan-European and internationally broadly accessible research
infrastructure and a network of existing and de novo biobanks and
biomolecular resources. The infrastructure will include samples from
patients and healthy persons, representing different European
populatios (with links to epidemiological and health care information),
molecular genomic resources and biocomputational tools to optimally
exploit this resource for global biomedical research. BBMR'
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BBMRI will meet the increasing demand for biologic®
material of academia and industry of all EU member
states by

* Providing a pan-European inventory

« Complementing existing resources and technologies

» Ensuring coordinated development of resources and technologies
» Establishing clear access rules

* Facilitating transnational combination and exchange of biological
materials and data

* Reducing the fragmentation of the scientific community
 Developing a sustained financial basis BBMR'
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Participants and Associated Organisations

m Peparatory phase
27 months

m Funding 5 mio €

m 54 Participating
institutions

m 190 Associated
organisations

m 29 Countries
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Organization (prep phase)

STRATEGIC

Governance council Stakeholder
{participants, ass. organizations)y forum

w Coordination board Steering comittee
E (external projects) (WP leaders, chairs)
E
Project Management Executive Funding Financing
Farticipants We1 Management We7 Participants

Blomaolecular resources
Technologies
WPd

Participants Participants Participants Participants Participants
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The Team: WP Leaders and Chairs

Coordination:

Population-based Biobanks:
Disease-oriented Biobanks:
Biomolecular Resources:

Databases & Biocomputing:

Ethical, Legal and Societal Issues:

Funding and Financing:

Governance Council Chair:
Advisory Board Chair:
Coordination Board Chair:
Stakeholder Forum Chair:

K. Zatloukal, AT; E. Vuorio, FlI

M. Yuille, UK; M. Pasterk, FR

L. Peltonen, FI/UK; A. Metspalu, EE
E. Wichman, GER, T. Meitinger, GER
U. Landegren, SE; M. Taussig, UK
J.-E. Litton, SE

A. Cambon-Thomsen, FR

G. Dagher, FR; C. Brechot, FR

L. Peltonen, FI
G.-J. van Ommen, NL

K. Zatloukal, AT

M. Grifith, IR BEBMRI
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The Legal Structure of BBMRI:
Distributed hub and spoke structur

e
@ Secretariat (statutory seat)

O Hubs for domains

Biobanks
Biomolecular res.
—4& Technology centers

Associated partners
Hospitals

Universities

* & & o

Service providers*

O National Coordinators
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Define criteria

* Which samples and data
can be combined?

 Need for evidence-based
standards

Develop tools
« Data exchange
« Sample transport
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BBMRI inventory

 BBMRI questionnaires have been developed commonly by all WPs
» Stored in a relational database system

Country Network Core Collection Country Network Core Collection

AT 1 11 11 IE 0 2 2

BE 0 2 2 IL 1 2 2

CH 1 2 2 IS 1 4 4

DE 3 35 51 IT 3 33 74

DK 0 1 1 LV 0 1 1

ES 5 13 24 NL 1 50 68

EU 4 2 30 NO 0 6 6

FI 0 3 3 PT 0 1 35

FR 3 34 102 RO 0 2 2
GR 0 2 3 SE 0 9 9

HU 1 11 40 UK 1 13 13 BBM RI

TOTAL 25 239 485 Biobanking and
Biomolecular
+ ~200 supplements Resources Research
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Web-based Overview Catalogue

naging resources

for biomedical research

Key data of the individual biobanks (Background, objectives, number of
samples etc.) with links to homepages

Overview of existing samples, sorted by disease group
Descriptive statistics of key questions (histograms etc.)
Search function and possibility to sort

Online entry of new biobanks with web-based forms and online update of
data already stored in the database

Comparison tables
User administration

— Future plans: Direct data transfer between European BBMRI

hub and component systems Bichaidrg are
Biomolecular
Resources Research

Infrastructure
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Number of samples by material
(EU: Nn=239 biobanks, D: n=35)

Material All Biobanks German Biobanks
DNA 1819758 123296
c¢DNA / RNA 82890 3530
Whole blood 324575 69403
Blood cell isolates (buffy coat, etc.) 770012 21131
Serum 1744656 345835
Plasma 1124293 177884
Fluids (urine, etc.) 250112 120494
Tissues, cryo preserved 491313 91370
Tissues, paraffin embedded 7871785 3082899
Cell lines 329810 2883
Other 809672 182097
TOTAL 15618876 4220822
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Focus of the biobanks
(EU: n=239 biobanks, D: n=35)

ICD group Disease focus !\lumber of N_umber of
biobanks EU biobanks D
AOO - Q99 Not specified 29 6
AO00 - B99 Certain infectious and parasitic diseases 33 5
CO00 - D48 Neoplasms 106 10
D50 - D89 Diseases. of the b.Iood a.nd bIoo.d—forming organ§ and 36 2
certain disorders involving the immune mechanism
E00 - E90 Endocrine, nutritional and metabolic diseases 52 7
F00 - F99 Mental and behavioural disorders 37 3
G00 - G99 Diseases of the nervous system 58 8
HO00 - H59 Diseases of the eye and adnexa 12 1
H60 - H95 Diseases of the ear and mastoid process 4 1
100 - 199 Diseases of the circulatory system 54 8
JO0 - J99 Diseases of the respiratory system 51 8
KOO - K93 Diseases of the digestive system 31 4
LOO -L99 Diseases of the skin and subcutaneous tissue 24 5
MO0 - M99 Diseases of the musculoskeletal system and connective tissue 40 5
NOO - N99 Diseases of the genitourinary system 20 3
000 - 099 Pregnancy, childbirth and the puerperium 23 1 BBMRI
P00 - P96 Certain conditions originating in the perinatal period 10 0 Biobanking and
Q00 - Q99 Congenital malformations, deformations and chromosomal abnormalities 18 1 Biomolecular
Other Diseases 36 6 Resources Research

Infrastructure



- aging re
for bion
e, di

Relative percentage of financial support — &
(EU: Nn=239 biobanks, D: n=35)

Funding by Funding by
———research grants Funds from ————research grants
Funds from = 28,03% patients = 23,14%
patients organisations, |
organisations, | p charity and o A;cess fees and
charity and foundations = income from
foundations = 5,00% | service (DNA
& 76% Access fees and extraction,
Z income from Private Funds genotyping,
Private Funds service (DMA from industry = etc.) = 2,57%
from industry = extraction, 3,21%
% -
i
13,57%

Public Funds =
16,66%

Funding by the Funding by the
—1 institution = inst\tt?tioi =
40,10% 44,64%
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How to join as an associated organization?

« Submit an Expression of Interest (Eol) by sending an emalil
to the Coordinator (kurt.zatoukal@meduni-graz.at)
— Associated organizations (— 200 biobanks)

* Fill in the core questionnaire and return it via e-mail to
questionnaires@bbmri.eu — Review

« Selection of candidates for the Infrastructure Prototype —
Detailled on-site analysis
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Further information for biobanks

« BBMRI general information

www.bbmri.eu

« Catalogue of European Biobanks
http://www.bbmri.eu/index.php/catalog-of-european-biobanks

* Report of Expert Groups
http://www.bbmri.eu/index.php/workpackages/wp-3
* MolMeth (Molecular Methods Database)

www.molmeth.org

« P3G Observatory BBMRI

Biobanking and
www.p3gobservatory.org Sidvian S
Infrastructure
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