SAPHIRe Biobanks and Genomic Initiatives Report

not exhaustive; we are still working to update these, if you would like your regional information to be represented please contact us https://www.saphire-eu.eu/get-in-touch

SAPHIR

AT Osterreich / Austria (National level)

CBmed
Member European '1+ Million Genomes' Initiative

Biobanking and BioMolecular resources Research Infrastructure Austria

Wien / Vienna

VetBiobank

AT13

Ceprotin Treatment Registry

MedUni Wien Biobank

AT22 Steiermark / Styria

Biobank Graz
Styrian registry of congenital anomalies - contributes to the EUROCAT network

CBmed

AT33 Tirol

Biobank of the Medical University of Innsbruck and the Tirol Clinics

BE Belgique / Belgié / Belgium (National level)

Belgian Cancer Registry

Member European '1+ Million Genomes' Initiative
Belgian Virtual Tumourbank

Belgian Diabetes Registry (BDR)

Belgian Biobanking and Biomolecular Resources Research Infrastructure (BBMRI)

BE1

https://www.cbmed.at/about-cbmed/

http://bbmri.at/home

https://www.vetmeduni.ac.at/de/vetcore/research-units/research-uni

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://www.meduniwien.ac.at/hp/biobank/home,

https://biobank.medunigraz.at/en

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://www.cbmed.at/about-cbmed

https://www.i-med.ac.at/biobank/index.html

https://kankerregister.org/default.aspx?lang=EN

https://virtualtumourbank.kankerregister.org/tumourbank.aspx?lang=

http://www.bdronline.be,

https://www.bbmri.be/

Région de Bruxelles-Capitale / Brussels Hoofdstedelijk Gewest / Brussels Region

Willy Gepts Collection - the disease process in type 1 diabetes discovered

EUNEFRON: registry of the European network for the study of orphan
nephropathies

Belgian sickle cell anemia registry
Central Registry of Rare Diseases (CRRD)
Diabetes Biobank Brussels

Banque de sang de cordon ombilical de I’'ULB, accréditée par I'agence américaine
FACT (Foundation for Accreditation of Cellular Therapy)

Biobank Brussels Health Campus

Banque de cellules a visée thérapeutique, accréditée depuis 2009, dans le
programme d’inspection (the Joint Accreditation Commitee of the ISCT and EBMT
ou JACIE)

Banque de cellules souches hématopoiétiques

Biotheque Wallonie Bruxelles

BE2  Vlaams Gewest / Flanders Region

Flemish Biobank

https://gepts.vub.ac.be/index.php

https://www.orpha.net/consor/cgi-
bin/ResearchTrials_RegistriesMaterials.php?Ing=EN&data_id=67934&

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

http://www.diabetesbiobank.or;

https://www.bordet.be/fr/therapie-cellulaire-hematologie

https://www.vub.be/2020/biobank

https://www.bordet.be/fr/therapie-cellulaire-hematologie

https://www.bordet.be/fr/therapie-cellulaire-hematologie

http://www.biotheque-wallonie-bruxelles.be/en

https://vlaamsebiobank.cmi-vzw.be
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Diabetes Biobank Brussels
Biobank Brussels Health Campus

Antwerpen registry of congenital anomalies - contributes to the EUROCAT network

BE3  Wallonie / Walloon Region

Hainaut and Namur registry of congenital anomalies - contributes to the EUROCAT
network

Biotheque Wallonie Bruxelles

BG bvnezapus / Bulgaria (National level)

Member European '1+ Million Genomes' Initiative

Biobanking and BioMolecular resources Research Infrastructure Bulgaria

CH  Schweiz/Suisse/Svizzera/Switzerland (National level)

Swiss Research registries and databases
SACHER: Swiss Adult Congenital HEart disease Registry
Observer Country European '1+ Million Genomes' Initiative

EUROCAT VAUD Switzerland - Registry of congenital malformations of canton Vaud

Swiss registries for Interstitial and Orphan Lung Diseases (SIOLD Registries)

cY Kurtpoc (Kypros) / Cyprus (National level)

Member European '1+ Million Genomes' Initiative

Molecular Medicine Research Center (MMRC) Biobank

cz Cesko / Czech Republic (National level)

Biobanking and BioMolecular resources Research Infrastructure Czech Republic

Member European '1+ Million Genomes' Initiative

DE Deutschland / Germany (National level)

Member European '1+ Million Genomes' Initiative
German Biobank Node (GBN)
German National Cohort - NAKO Gesundheitsstudie

genomDE - The German Genome Initiative

DE1 Baden-Wiirttemberg

The Human Short Stature Gene Allelic Variant Database

OSTEOPETR: International registry of patients suffering from osteopetrosis

DE2  Bayern / Bavaria

German PAM/MFM registry: Patient registry for hereditary protein aggregate
myopathies (PAM) / myofibrillar myopathies (MFM)

Bavarian Genomes
The human TBX5 gene mutation database

MTCC (Muscle Tissue Culture Collection), Friedrich-Baur-Institute

DE3 Berlin

Pentrale Biobank der Charité

http://www.diabetesbiobank.or;

https://www.vub.be/2020/biobank

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://www.orpha.net/consor/cgi-
bin/ResearchTrials_RegistriesMaterials.php?Ing=EN&data_id=63356&

http://www.biotheque-wallonie-bruxelles.be/en

https://www.bbmri-eric.eu/national-nodes/bulgaria/

https://www.ispm.unibe.ch/research/research_registries_and_databa

https://www.sacher-registry.com/wp-content/uploads/2017/10/smw

https://www.orpha.net/consor/cgi-
bin/OC_Exp.php?Ing=en&Expert=60053

https://www.orpha.net/data/eth/CH/ID26501CH.pdf

http://www.ucy.ac.cy/mmrc/en/biobank

https://www.recamo.cz/en/bbmri/

http://bbmri.de/

https://www.dkfz.de/en/epidemiologie-krebserkrankungen/units/NAK

https://www.bundesgesundheitsministerium.de/themen/gesundheits

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://www.orpha.net/consor/cgi-
bin/ResearchTrials RegistriesMaterials.php?Ing=EN&data_id=122149

https://www.bavarian-genomes.de

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://biobank.charite.de,
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DE7 Hessen

MAISTHRO-Registry : multicentric thrombophilia registry (MAIn-ISar-THROmbose-

Register)

DE9 Niedersachsen / Lower Saxony

Hannover Unified Biobank

German Fanconi anemia registry

BMFS: Network for Congenital Bone Marrow Failure Syndromes (patient registry)

DEA Nordrhein-Westfalen / North Rhine-Westphalia

https://www.orpha.net/consor/cgi-
bin/ResearchTrials_RegistriesMaterials.php?Ing=EN&data_id=38385&

https://www.mhh.de/institute-zentren-forschungseinrichtungen/hann

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://www.orpha.net/consor/cgi-bin/ResearchTrials_Networks.php?

Nephronophthisis registry for patients in Germany, Austria and Switzerland

DEB  Rheinland-Pfalz / Rhineland-Palatinate

Mainz registry of congenital anomalies - contributes to the EUROCAT network

DED Sachsen / Saxony

BioBank Dresden
DKMS Stem Cell Bank

Leipzig Medical Biobank

DEE  Sachsen-Anhalt / Saxony-Anhalt

Centre Saxony-Anhalt registry of congenital anomalies - contributes to the

EUROCAT network

DEG Thiiringen / Thuringia

Bhtegrierte Biobank Jena

DK Danmark / Denmark (National level)

Danish National Biobank
GenomeDenmark platform
Member European '1+ Million Genomes' Initiative

Bio- and Genome Bank Denmark

DK01 Hovedstaden / Capital Region of Denmark

Nordic Database for Rare Diseases

EE Eesti / Estonia (National level)

Estonian Rare Diseases Registry for Wolfram syndrome, Alstrom syndrome, Bardet-
Biedl syndrome and other rare diabetes syndromes - contribuiting to EURO-WABB

Estonian Genome Centre / Estonian Biobank

Member European '1+ Million Genomes' Initiative

EL EAAabo_(Ellada) / Greece (National level)

Hellenic BBMRI Network

Member European '1+ Million Genomes' Initiative

ES Espaiia / Spain (National level)

Pulmonary Biobank Platform

https://www.medizin.uni-muenster.de/nephreg/das-register.

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://www.nct-dresden.de/forschung/core-units/biobank-dresden.h

https://www.dkms-nabelschnurblutbank.de/

https://life.uni-leipzig.de/de/wissenschaft_in_life/leipzig_medical_bio

https://www.orpha.net/consor/cgi-
bin/ResearchTrials_RegistriesMaterials.php?Ing=EN&data_id=31077&

https://www.danishnationalbiobank.com

http://www.genomedenmark.com/english

https://www.regioner.dk/rbgben/

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://www.orpha.net/consor/cgi-
bin/ResearchTrials_RegistriesMaterials.php?Ing=EN&data_id=108346
&RegistryMaterialName=Wolframi-sundroomi--Alstromi-sundroom--

http://www.biobank.ee

https://ec.europa.eu/digital-single-market/en/european-1-million-gen

https://biobank.bioacademy.gr/

https://biobancopulmonar.ciberes.org/en
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National Network of Biobanks

DNA National Bank - Banco Nacional de ADN

Member European '1+ Million Genomes' Initiative

Biobank Foundation National Cancer Research Center (CNIO)

Biobank of the Institute of Rare Diseases Research/Institute of Health Carlos IlI
(HER-ISCIIN)

ES11 Galiza / Galicia

RERGA: Registry for rare diseases in Galicia (Spain)
Biobank of the University Hospital Complex of Santiago de Compostela
Biobank of the Instituto de Investigacion Sanitaria Galicia Sur (11ISGS)

Biobank A Corufia

https://redbiobancos.es,

https://www.bancoadn.org/en

https://www.cnio.es/en/research-innovation/services/biobank,

http://bioner.isciii.es/home/

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://www.idisantiago.es/en/technology-platforms/biobank/

http://www.iisgaliciasur.es/home/biobanco

http://www.inibic.es

ES12 Principdu d'Asturies / Principado de Asturias / Principality of Asturias

Registro MEN: Spanish registry of multiple endocrine neoplasia,
pheochromocitomas and paragangliomas

RenalTube: Database of patients with primary tubulopathies
Biobank of the Principality of Asturias

ES13 Cantabria

Valdecilla Biobank

Population registry of rare diseases and congenital anomalies of Cantabria

ES21 Euskadi / Pais Vasco / Basque Country

Biobanco Vasco

RACAV: Registry of congenital anomalies of the Basque Country - contributes to the

EUROCAT network

https://www.orpha.net/consor/cgi-
bin/ResearchTrials_RegistriesMaterials.php?Ing=EN&data_id=78701&

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://www.idival.org/en/Soporte/Biobanco-valdecilla

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://www.biobancovasco.org/en

https://www.orpha.net/consor/cgi-
bin/ResearchTrials_RegistriesMaterials.php?Ing=EN&data_id=31178&

ES22 Comunidad Foral de Navarra / Chartered Community of Navarre

Population registry of rare diseases of Navarra
Navarra BIOMED Biobank

Biobank of the University of Navarra

ES24 Aragdn /Aragon
Rare disease registry of Aragon

Biobank of the Aragon Health System

ES30 Comunidad de Madrid / Community of Madrid

ReeR: Spanish National Registry of Rare Diseases

Biobank Hospital Ramén y Cajal IRYCS

Hospital La Paz Institute for Health Research Biobank

Neurological Diseases Research Center Foundation Biobank - Brain Bank
Jiménez Diaz Foundation Biobank

Alcorcon Foundation University Hospital Biobank

Biobank of the Health Research Institute of the San Carlos Clinical Hospital

Biobank Centro Oncolégico MD Anderson-International Spain

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://www.navarrabiomed.es/en/servicios/plataformas/biobank

https://cima.cun.es/investigacion/plataformas-tecnologicas/plataform

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://www.iacs.es/servicios/biobanco

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://www.irycis.org/es/servicios/1/biobanco

https://idipaz.es/PaginaDinamica.aspx?ldPag=25&Lang=EN

https://bt.fundacioncien.es

https://www.comunidad.madrid/hospital/fundacionalcorcon/profesio

http://www.idissc.org/investigacion-servicios-unidades-soporte-investi

https://fundacionmdanderson.es/biobanco
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HGM HIV Biobank (regorio Marafion Hospital

Spanish Registry of Patients with Fanconi Anemia

Biobank i+12 Hospital October 12

Puerta de Hierro Majadahonda University Hospital Biobank (HUPHM)
SpainRDR: Spanish Rare Disease Registries Research Network (patient registries)
Biobank Biomedical Research Foundation Hospital de La Princesa

SIERMA: Information system on rare diseases in Madrid

ES41 Castillay Ledn

University Hospital of Salamanca Biobank

National DNA Bank: Rare diseases sample collection

ES43 Extremadura
Registry for rare diseases in Extremadura (Spain)

Biobank of the Badajoz Health Area

ES51 Catalunya / Cataluiia / Catalonia

MAR Health Park Biobank

IDIBGI Biobank (Girona Biomedical Research Institute Dr. Josep Trueta)
IGTP-HUGTP Biobank

IRBLleida BioBank

DNA repair biobank

GCAT- Genomics for life

Biobank of the Hospital Clinic de Barcelona

HUB-ICO-IDIBELL Biobank

Vall d'Hebron University Hospital Biobank

Biobank Pere Virgili Health Research Institute Foundation

Biobank of the Children's Hospital for research San Joan de Deu for research

ES52 Comunitat Valenciana / Valencian Community

SIER-CV: Information System on rare diseases in Valencian Community

Biobank for Biomedical and Public Health Research of the Valencian Community
(IBSP-CV)

CIBERER Biobank

La Fe Hospital Biobank

ES53 llles Balears / Balearic Islands

Population registry of rare diseases of Balearic Islands

Andalucia / Andalusia

ES61
Biobank of the Andalusian Public Health System
Registry for rare diseases in Andalusia

INCLIVA Biobank

Biobank-Valencian Institute of Oncology Foundation

http://hivhgmbiobank.com/

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://imas12.es/en/services/i12-biobank

https://investigacionpuertadehierro.com/biobanco,

https://www.orpha.net/consor/cgi-bin/ResearchTrials_Networks.php?

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://www.areasaludbadajoz.com/index.php/biobanco

https://marbiobanc.imim.es/

https://idibgi.org/en/biobanc

http://www.germanstrias.org/technology-services/biobank

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

http://www.gcatbiobank.org/qui-som/en_index/

http://www.clinicbiobanc.or;

http://www.vhir.org/services_portfolio/BIOBANK/biobank_services.ht

https://www.iispv.cat/en/plataforma-de-suport/biobanc-iispv

https://www.sjdrecerca.org/ca

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

http://grupos.fisabio.san.gva.es/web/rvb/inicio

http://www.ciberer-biobank.es/

https://bancodepatentes.gva.es/en/iisf/-/asset_publisher/xoxK0ZQPx

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://www.juntadeandalucia.es/salud/biobanco/es

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://www.incliva.es/servicios/plataformas/biobanco,

https://www.ivo.es/en/investigation/biobank,
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ES62 Regioén de Murcia / Region of Murcia

Online Biobank of the Region of Murcia

SIERrm: Information System on rare diseases in the Region of Murcia

EU European Union - European level

Euro-Bioimaging
Biobanking and Biomolecular Resources Research Infrastructure

EuroBioBank

Fl Suomi / Finland (National level)

Member European '1+ Million Genomes' Initiative
Hematological Biobank (FHRB)
Finnish National Node of BBMRI-ERIC

THL Biobank (Finnish Institute for Health and Welfare)

FI193 Keski-Suomi / Central Finland

Central Finland Biobank

FI1B1 Helsinki-Uusimaa / Region of Helsinki

Register of Congenital Malformations

Helsinki Biobank

FI1c1 Varsinais-Suomi / Southwest Finland / Turku

Auria biobank

FI1D6 Pohjois-Pohjanmaa / Northern Ostrobothnia

Biobank Borealis

FI11D7 Lappi/Lapland

Arctic Biobank

FR France (National level)

CONSTANCES cohort
French National Research Infrastructure for Biological Imaging

Observer Country European '1+ Million Genomes' Initiative

FR1  lle de France

The Tissue Nonspecific Alkaline Phosphatase (ALPL) Gene Mutations Database
UMD LMNA (Lamin A/C) mutations database

RaDiCo-MARFAN: National cohort on Marfan syndrome and apparent diseases
Escort-Hu: European sickle cell disease cohort- hydroxyurea

French National Registry for Rare Diseases (BNDMR)

NF-France: genotype/phenotype database on neurofibromatosis 1

French sickle cell anemia registry

Paris registry of congenital anomalies - contributes to the EUROCAT network

FRB Centre-Val de Loire

http://www.biobanco.imib.es

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://www.eurobioimaging.eu

http://www.bbmri-eric.eu/

http://www.eurobiobank.or;

https://www.helsinki.fi/en/infrastructures/biobank-platform/infrastru

http://www.bbmri.fi

https://thl.fi/en/web/thl-biobank

https://www.ksshp.fi/fi-FI/Potilaalle/Biopankki

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://www.hus.fi/en/about-hus/helsinkibiobank/Pages/default.aspx

https://www.auria.fi/en

https://www.oulu.fi/medicine/node/207208

https://www.constances.fr/index_EN.ph

https://france-bioimaging.or

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate
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https://www.helsinki.fi/en/infrastructures/biobank-platform/infrastructures/hematological-biobank
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NF-France: genotype/phenotype database on neurofibromatosis 1

FRJ Occitanie
UMD TGFBR2 (transforming growth factor, beta receptor Il) mutations database
UMD FBN2 (fibrillin 2) mutations database

UMD FBN1 (fibrillin 1) mutations database

FRK  Auvergne-Rhéne-Alpes

Auvergne registry of congenital anomalies - contributes to the EUROCAT network

Rhone-Alpes registry of congenital anomalies - contributes to the EUROCAT
network

VetBiobank

FRL  Provence-Alpes-Céte d’Azur

French Disease Registry for Wolfram syndrome, Alstrém syndrome, Bardet-Bied|
syndrome and other rare diabetes syndromes - contributes to EURO-WABB

FRY  Départements d'Outre Mer

French West Indies registry of congenital anomalies - contributes to the EUROCAT

network

La Réunion French Island registry of congenital anomalies - contributes to the
EUROCAT network

HR Hrvatska / Croatia (National level)

Member European '1+ Million Genomes' Initiative

HU  Magyarorszdg / Hungary (National level)

Member European '1+ Million Genomes' Initiative

HU1 KOZEP-MAGYARORSZAG

DNA biobank of the Department of Molecular Genetics and Diagnostics

HU11 Budapest

National NF Register

HU23 Dél-Dundntil / Southern Transdanubia

Marfan biobank

Neurofibromatosis type 1 biobank

IE Eire / Ireland (National level)

Observer Country European '1+ Million Genomes' Initiative

IE0O5 Southern

South East of Ireland registry of congenital anomalies - part of BINOCAR and
EUROCAT network

IE06 Eastern and Midland

Dublin registry of congenital anomalies - contributes to the EUROCAT network

IL Israél (National level)

National Laboratory for the Genetics of Israeli Populations

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://www.orpha.net/consor/cgi-
bin/ResearchTrials_RegistriesMaterials.php?Ing=EN&data_id=59919&

https://www.vetbiobank.com/vetbiobank/?lang=en

https://www.orpha.net/consor/cgi-
bin/ResearchTrials_RegistriesMaterials.php?Ing=EN&data_id=108348

https://www.orpha.net/consor/cgi-
bin/ResearchTrials_RegistriesMaterials.php?Ing=EN&data_id=113742

https://www.orpha.net/consor/cgi-

bin/ResearchTrials_RegistriesMaterials.php?Ing=EN&data_id=108281

http://catalogue.rd-connect.eu/web/dna-biobank-of-the-department-

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://www.orpha.net/consor/cgi-
bin/ResearchTrials_RegistriesMaterials.php?Ing=EN&data_id=62136&

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate
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INT International level

International Society Biological and Environmental Repositories

IS island (National level)

Biobanks

IT Italia / Italy (National level)

Member European '1+ Million Genomes' Initiative

Biobanking and BioMolecular resources Research Infrastructure of Italy

ITC1 Piemonte /Piedmont

Biobank of the Regional Reference Center for Multiple Sclerosis

ITC3  Liguria

Biological Resource Center IRCCS Policlinico San Martino Hospital
Integrated tissue-genomic biobank

Cell line and DNA Biobank from patients affected by Genetic Diseases

Genetic Bank Galliera

ITC4 Lombardia / Lombardy

Humanitas Hospital Biological Resources Center
IEO Biobank and Biomolecular Resource Infrastructure (IBBRI)
Biological Resource Center - San Raffaele Hospital

DNA and Cells Biobank from Patients with Neurodegenerative and metabolic
Diseases

INGI-Val Borbera

Mario Negri Institute Biological Resources Center
Neuropathology

Biobank of skeletal muscle peripheral nerve DNA and cell cultures

Plasma and DNA from patients with ischemic cerebrovascular & neurological
diseases

Residents in an area contaminated with TCDD
The Besta Criobank for Brain Tumors
VAS-EBVD (European Biobank on Vascular Diseases)

Neuromuscular Disease Biobank "Cells, tissues and DNA from patients with
neuromuscular diseases", Ist. Neurologico C. Besta

Institutional Biobank of cryopreserved tissues and liquid biopsies

Cell line and DNA Bank of Genetic Movement Dis and Mitochondrial Dis - Besta
Institute Milano, Italy

CCPP Biobank

Parkinson Institute Biobank
Biobank for research Bruno Boerci
POLI-MI Biobank

International registry of bone fragility fractures in the young

https://www.isber.or

https://www.landlaeknir.is/um-embaettid/greinar/grein/item32062/li

https://www.bbmri.it/en

http://www.sanluigi.piemonte.it/enti/crsm.shtml

https://www.ospedalesanmartino.it/ricerca-scientifica/introduzione-cr

https://www.gaslini.org/reparti/laboratorio-genetica-umana,

https://www.humanitas.it

https://www.ieo.it/en/RESEARCH/Research-Support/Clinical-Research

https://www.istituto-besta.it

https://research.hsr.it/en/index.html

https://www.marionegri.it/eng/biological-resources-center

https://www.istituto-besta.it

https://www.istituto-besta.it

https://www.asst-monza.it/ospedale-di-desio

https://www.istituto-besta.it/

https://www.vas-int.net/biobank-ebvd-eb

https://www.istituto-besta.it,

https://www.istitutotumori.mi.it/

http://catalogue.rd-connect.eu/web/bank-for-the-diagnosis-and-
research-of-movement-disorders-mdb-fondazione-i.r.c.c.s-istituto-

https://www.ccppdezza.it/ricerca/biobanca

https://www.parkinson.it/banca-dna.html

https://www.policlinico.mi.it/eng/care

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate
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https://www.isber.org/
https://www.landlaeknir.is/um-embaettid/greinar/grein/item32062/lifsynasofn

Cell lines and DNA bank of Pediatric Movement Disorders and Neurodegenerative
Diseases

Biological Bank Screening AAA - Varese
Biological Bank of Ovarian Tumors IRCCS-Mario Negri Institute

IRCCS Biobank Centro San Giovanni Di Dio Fatebenefratelli

ITF2 Molise

Neuromed Biobanking Center

ITF3  Campania

Incontinentia Pigmenti Genetic BioBank

Bank of Biological Samples CEINGE-Advanced Biotechnology scarl

SDN Biobank

Biobank animal models experimental tumors

Genetic Biobank for Rare Diseases Myopathies and Cardiomyopathies
Biological Resources Center-Institute of Genetics and Biophysics CNR
Biological Resource Center -IGB-CNR-Incontinentia Pigmenti Genetic Biobank
Institutional Biobank

Campania registry of congenital anomalies - contributes to the EUROCAT network

Bank for the Diagnosis and Research on Neuromuscular Disorders (NHMGB),
Cardiomyology and Medical Ge

RIAF: Fanconi's Anemia Italian Registry

ITF4  Puglia

Genomic and Genetic Disorders Biobank of patients with Williams Beuren
Syndrome and other genomic syndromes

Bari Institutional Biobank

Genetic Biobank from patients with Williams-Beuren syndrome and other genomic
disorders

ITF5 Basilicata

IRCCS-CROB BASILICATA BIOBANK

ITG1 Sicilia /Sicily
Biobank IOM

Hematopoietic stem cells

ISMAC: Sicilian registry of congenital anomalies - contributes to the EUROCAT
network

fetal mesenchymal stem cell bank

Research Biobank of Sciacca

ITH1

http://www.mitopedia.org/eng/chisiamo.ph

https://www.marionegri.it/eng/biological-resources-center

https://www.fatebenefratelli.it/it/ricerca_irccs-brescia

http://www.neuromed.it/biobanking-centre/

http://www.igb.cnr.it/ipgb,

https://www.sdn-napoli.it/irccs-sdn/biobanca-sdn

https://www.malattierare.org/UO/cardiomiologia.as

http://www.igb.cnr.it/ipgh/

https://newportal.istitutotumori.na.it/biobanca

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

http://catalogue.rd-connect.eu/web/bank-for-the-diagnosis-and-
research-on-neuromuscular-disorders-nhmgb-cardiomyology-and-

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

://www.operapadrepio.it/it/ricerca-scientifica

ricerca/genetica-medica.html

https://www.orpha.net/consor/cgi-
bin/ResearchTrials_RegistriesMaterials.php?Ing=EN&data_id=70666&

https://www.crob.it/crob/home.js

http://www.grupposamed.com/iom-ricerca

https://www.orpha.net/consor/cgi-
bin/ResearchTrials_RegistriesMaterials.php?Ing=EN&data_id=27780&

https://www.ospedaliriunitipalermo.it/unitaop_malattie_rare_del_san

Provincia Autonoma di Bolzano / Bozen / Autonomous Province of Bolzano

Cooperative Health Research in South Tyrol Study Biobank

ITH2

https://it.chris.eurac.edu/

Provincia Autonoma di Trento / Trentino / Autonomous Province of Trento

Trentino Biobank

ITH3 Veneto / Venetia

http://www.tissuebank.it/biobanca.asp
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ricerca

Registry for Wolfram syndrome, Alstrém syndrome, Bardet-Bied| syndrome and
other rare diabetes syndromes - contributing to EURO-WABB

North-east Italy registry of neurofibromatosis
ARC-Net (Applied Research on Cancer)
Neuromuscular Bank of Tissues and DNA

Italian Registry for patients with Shwachman Diamond Syndrome

North-East of Italy registry of congenital anomalies - contributes to the EUROCAT

network

Surgical Clinic | Tumor Tissue Biobank

Banca degli Occhi del Veneto ONLUS Foundation
Biobank Rare Diseases and Neuro Rehabilitation

Pediatric Oncological Biological Bank

ITH4 Friuli-Venezia Giulia

CRO-Biobank

ITH5 Emilia-Romagna

Brisighella Heart Study Biobank

Tumor Skeletal Tumor Biobank

LTTA Biobank (Laboratory for Advanced Therapy Technologies)
REM: Multiple Osteochondromas Registry

Biological Resource Center IRST

BIOGEN: Diagnostic and research genetic Biobank

Biorepsitory of tissue and blood samples, lymphocytes and DNA from patients
affected by solitary/multiple osteochondroma and peripheral chondrosarcoma

ROI: Osteogenesis Imperfecta Registry
Italian registry of skeletal dysplasia

Genetic Biobank

ITI1  Toscana /Tuscany

Cell lines and DNA bank of hereditary cancers
Biogene

Tuscan Cancer Registry / Regional Laboratory of Cancer Prevention of ISPRO
Oncological Network, Prevention and Research Institute, Florence, Italy

Tuscan Registry of Congenital Anomalies

Cells lines and DNA bank of Rett syndrome and other X-linked mental retardation

Genetic Biobank of Siena

da Vinci European BioBank
ITI3  Marche

Marche Biobank — Collaborative platform for personalized medicine

ITI4 Lazio

Biobank of the National Center for Epidemiology Surveillance and Health Promotion

Biobank IRE

https://www.orpha.net/consor/cgi-
bin/ResearchTrials_RegistriesMaterials.php?Ing=EN&data_id=93988&

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://arcnetit.wordpress.com

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://www.orpha.net/consor/cgi-
bin/ResearchTrials_RegistriesMaterials.php?Ing=EN&data_id=28632&

https://www.fbov.or

https://hsancamillo.it/biobanca

http://www.aosp.bo.it,

http://www.ior.it/en/rizzoli-sicilia/rizzoli-orthopaedics-institute

https://Itta.tecnopoloferrara.it/competence.php?G=eNortjKOUjJWsgZc

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

http://www.irst.emr.it/AssistenzaeRicerca/ImmunoterapiaTerapiaCell

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://www.orpha.net/consor/cgi-
bin/ResearchTrials_RegistriesMaterials.php?Ing=EN&data_id=70331&

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://www.aou-careggi.toscana.it/internet/index.php?option=com

http://www.ispo.toscana.it/registri

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

http://www.biobank.unisi.it/BankOrganization.as

https://www.marchebiobank.it/en/homepage

https://www.iss.it/home?p p id=com_liferay portal search web por
tlet_SearchPortlet&p_p_lifecycle=0&p_p_state=maximized&p_p_mod
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http://www.ispo.toscana.it/registri
https://www.marchebiobank.it/en/homepage/

Biological Bank INMI L. Spallanzani
OPBG Research Biobank

Cryolab

LT Lietuva / Lithuania (National level)

Member European '1+ Million Genomes' Initiative

LU Luxembourg (National level)

Member European '1+ Million Genomes' Initiative

Integrated Biobank of Luxemburg

Lv Latvija / Latvia (National level)

Genome Database of Latvian Population

Member European '1+ Million Genomes' Initiative

MT Malta (National level)

Member European '1+ Million Genomes' Initiative
University of Malta BioBank

MALTA CONGENITAL ANOMALIES REGISTRY - contributes to EUROCAT

NL Nederland / The Netherlands (National level)

Parelsnoer Biobanken | Health-RI Multicenter clinical biobanks
Biobanking Netherlands

Dutch Nationwide Pathology Databank

first national genomic database for cancer research
Netherlands Biolmaging Advanced Microscopy

Member European '1+ Million Genomes' Initiative

NL1  Noord-Nederland / North Netherlands

Lifelines Cohort and Biobank

NL11 Groningen

Oncological Life Study — OncolLifeS

Acutelines

University Medical Center Groningen Cohort and Biobank Coordination Hub
Pathology biobank University Medical Center Groningen

Geneticlines

TransplantLines

EUROCAT Northern Netherlands - contributes to the international EUROCAT
network

NL2  Oost-Nederland / East Netherlands

Radboud Biobank
AGORA: biobank (DNA) voor aangeboren afwijkingen en kinderkanker

Radboud Biobank - lJzerbiobank (cellijnen, DNA, serum en urine)

NL32 Noord-Holland

http://www.ospedalebambinogesu.it/en/home

http://www.cryolab.it/index.htm

https://www.ibbl.lu

http://biomed.lu.lv/en/research/core-facilities/genome-centre,

http://www.um.edu.mt/biobank

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://www.health-ri.nl/parelsnoer

https://www.bbmri.nl/

https://www.palga.nl/en

https://www.hartwigmedicalfoundation.nl/en/database,

http://wiki-lifelines.web.rug.nl/doku.php

https://umcgresearch.org/nl/w/oncolifes

https://www.umcg.nl/-/medisch-wetenschappelijk-onderzoek/acuteli

https://umcgresearch.org/nl/w/umcg-cohort-and-biobank-coordinatio

https://research.rug.nl/en/datasets/pathology-biobank-university-me

https://www.umcg.nl/-/medisch-wetenschappelijk-onderzoek/geneticl

https://www.umcg.nl/-/medisch-wetenschappelijk-onderzoek/transpl

https://www.orpha.net/consor/cgi-
bin/ResearchTrials_RegistriesMaterials.php?Ing=EN&data_id=64425&

https://www.radboudumc.nl/en/research/radboud-technology-center

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate
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https://www.ibbl.lu/
https://www.health-ri.nl/parelsnoer
https://www.palga.nl/en/
https://www.hartwigmedicalfoundation.nl/en/database/
http://wiki-lifelines.web.rug.nl/doku.php
https://umcgresearch.org/nl/w/oncolifes
https://www.umcg.nl/-/medisch-wetenschappelijk-onderzoek/acutelines
https://umcgresearch.org/nl/w/umcg-cohort-and-biobank-coordination-hub
https://research.rug.nl/en/datasets/pathology-biobank-university-medical-center-groningen
https://www.umcg.nl/-/medisch-wetenschappelijk-onderzoek/geneticlines
https://www.umcg.nl/-/medisch-wetenschappelijk-onderzoek/transplantlines
https://www.radboudumc.nl/en/research/radboud-technology-centers/radboud-biobank

Biobank CEEx studie (fibroblasten)

Registry NXT - Genzyme's Rare Disease Registries

NL33 Zuid-Holland / South Holland

ENCORE Biobank voor Neuro-Cognitieve Ontwikkelingsstoornissen
(bloed/speeksel/huidbiopten)

EPCOT: European prospective cohort on thrombophilia

Biobank Bone Remodeling and Mineralisation Disorders (whole
blood/plasma/serum/urine/DNA/bone)

Biobank Frontotemporale Dementie Erasmus MC
(DNA/RNA/plasma/serum/weefsel)

Limburg (NL)

BioBank Maastricht UMC+

NL42

Biobank Clinical Genetics

NO Norge/Norway (National level)

Member European '1+ Million Genomes' Initiative

Biobank Norway

PL Polska / Poland (National level)

Observer Country European '1+ Million Genomes' Initiative

Polish Biobank Network

Wielkopolskie / Greater Poland Voivodeship

PL41

PRCM: Polish registry of congenital malformations - contributes to the EUROCAT
network

Dolnoslgskie / Lower Silesian Voivodeship

PL51
Biobank of the Medical University of Wroctaw

Biobank of the Polish Center for Technology Development

PL63 Pomorskie / Pomeranian Voivodeship

Central Bank for Tissues and Genetic Material Medical University Gdansk

PL71 toédzkie / tédZ Voivodeship

Registry for Wolfram syndrome, Astrom syndrome, Bardet-Biedl syndrome and
other rare diabetes syndromes contributing do EURO-WABB

Biobank todz

pL72 Swietokrzyskie / Swietokrzyskie Voivodship

Biobank Swietokrzyski Regional Science and Technology Center

PL91 Warszawski stoteczny / Warsaw Capital Region

Laboratory for Cell Research and Application of the Medical University of Warsaw
Biobank

PT Portugal (National level)

Banco Portugués de Cérebros / Portuguese Brain Bank (Hospital Santo Anténio
CHPorto)

Member European '1+ Million Genomes' Initiative

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://www.orpha.net/consor/cgi-

bin/ResearchTrials_RegistriesMaterials.php?Ing=EN&data_id=103154

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://www.orpha.net/consor/cgi-
bin/ResearchTrials RegistriesMaterials.php?Ing=EN&data_id=126676

https://www.orpha.net/consor/cgi-
bin/ResearchTrials_RegistriesMaterials.php?Ing=EN&data_id=126672

https://www.biobank.nl/

https://www.ntnu.no/biobanknorge

http://bbmri.pl/pl

https://www.orpha.net/consor/cgi-
bin/ResearchTrials_RegistriesMaterials.php?Ing=EN&data_id=63685&

http://www.biobank.umed.wroc.pl/

http://www.biobank.eitplus.pl

https://informator.gumed.edu.pl/422

https://www.orpha.net/consor/cgi-
bin/ResearchTrials_RegistriesMaterials.php?Ing=EN&data_id=107199

http://www.biobank.uni.lodz.pl

http://biobank.rent.pl

https://Ibbk.wum.edu.pl/en/offer/biobank

https://www.bancodecerebros.chporto.pt,
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https://klinischegenetica.mumc.nl/ik-ben-zorgprofessional/biobank-klinische-genetica
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GenomePT

Biobanco.pt

PT17 Lisboa / Lisbon
Biobanco-IMM

RENAC - Portuguese registry of congenital anomalies (contributes to the EUROCAT
network)

Centro de Estudos de Doengas Crénicas / Center for the Study of Chronic Diseases
(CEDOC) biobank at NOVA Medical School

https://www.genomept.pt

https://www.biobanco.pt/?setLn=en

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://www.orpha.net/consor/cgi-
bin/ResearchTrials_RegistriesMaterials.php?Ing=EN&data_id=31021&

http://ihmtweb.ihmt.unl.pt/Download/BIOTROP/BIOTROP_2016-
2020 IMPLEMENTATION vsf.pdf

PT20 Regido Auténoma dos Acores /Autonomous Region of Azores

Biobanco AZORBIO (Azores Biobank)

SE Sverige / Sweden (National level)

Swedish Genomes Program
Member European '1+ Million Genomes' Initiative

Biobank Sweden

SE22 Sydsverige / South Sweden

SMARCAL1base: Mutation registry for Schimke immuno-osseous dysplasia

SBDSbase: Mutation registry for Shwachman-Diamond syndrome

Sl Slovenija / Slovenia (National level)

Slovenian Genome Project
Member European '1+ Million Genomes' Initiative

NEUROMUSCULAR TISSUE BANK UNIVERSITY OF LJUBLJANA

UK United Kingdom (National level)

UK Clinical Research Collaboration Directory and Coordination Centre
UK Biobank

Member European '1+ Million Genomes' Initiative

Newborn Genomes Programme - Genomics England

100,000 Genomes Project - Genomics England

UKC North East (England)

BINOCAR: British Isles network of congenital anomaly registries

Newcastle MRC Biobank for Rare and Neuromuscular Diseases

UKD North West (England)

GREATER MANCHESTER BIOBANKING NETWORK

CCRN 2421 (Noonan/RASopathy patients): A registry study to characterize genetic
and pathway biomarkers in Noonan syndrome and other RASopathy patients - UK

UKE Yorkshire and The Humber

UK & Ireland Fanconi Anaemia Registry

CCRN 1055: Osteonecrosis of the Jaw (ONJ) Case Registry

UKG West Midlands (England)

http://www.seebmo.org/azorbio/azorbio.htm

https://www.scilifelab.se/infrastructure/national-projects/swedish-ge

https://biobanksverige.se

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

http://genom.si/en/index.html

http://catalogue.rd-connect.eu/web/neuromuscular-tissue-bank-unive

https://biobankinguk.or

https://www.ukbiobank.ac.uk/

https://www.genomicsengland.co.uk/initiatives/newborns

https://www.orpha.net/consor/cgi-bin/ResearchTrials_Networks.php?

https://www.ncl.ac.uk/biobanks/collections/nbrnmd

http://www.greatermanchesterbiobankingnetwork.ac.uk

https://www.orpha.net/consor/cgi-
bin/ResearchTrials_RegistriesMaterials.php?Ing=EN&data id=106251

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate
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https://www.genomept.pt/
https://www.biobanco.pt/?setLn=en
http://ihmtweb.ihmt.unl.pt/Download/BIOTROP/BIOTROP_2016-2020_IMPLEMENTATION_vsf.pdf
http://www.seebmo.org/azorbio/azorbio.htm
https://www.scilifelab.se/infrastructure/national-projects/swedish-genomes-program/
http://genom.si/en/index.html
https://www.ukbiobank.ac.uk/
https://www.genomicsengland.co.uk/initiatives/newborns
https://www.genomicsengland.co.uk/initiatives/100000-genomes-project
http://www.greatermanchesterbiobankingnetwork.ac.uk/

EURO-WABB: An EU Rare Diseases Registry for Wolfram syndrome, Alstrom
syndrome, Bardet-Biedl syndrome and other rare diabetes syndromes

UKH East of England

Antithrombin related diseases Mutation Database
UKI London
MRC Centre for Neuromuscular Diseases BioBank London

UKJ  South East (England)

UK10K RARE CHD - Congenital heart disease variant database
UKL Wales
Wales Cancer Bank / Cancer Tissue Biobank

UKM Scotland

Alan Foulis Collection — The Exeter Archival Diabetes Biobank

UKN Northern Ireland

Northern Ireland Biobank

EUROCAT: European surveillance of congenital anomalies

https://www.orpha.net/consor/cgi-

bin/ResearchTrials_Networks.php?Ing=EN&data_id=99892&RegistryM

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://www.ucl.ac.uk/child-health/mrc-cnmd-biobank-london

https://www.orpha.net/consor/cgi-bin/ResearchTrials_RegistriesMate

https://www.walescancerbank.com/index.htm

https://foulis.vub.ac.be/index.ph

https://www.qub.ac.uk/research-centres/PMC/TheNorthernlrelandBio

https://www.orpha.net/consor/cgi-bin/ResearchTrials_Networks.php?
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