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0 To build a map of RD biobanks starting from European biobank
networks already established with EU support and large
networks outside Europe

0 To provide a common portal (ID card) for biobanks and registries
0 Motivate biobanks and registries to self-maintain their ID card
0 Analyse questionares

0 Provide an interface (human and machine readable) to the
database
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Current ID-Card Portal

0 Software Components from different projects

o RD-Connect, BBMRI.at, BBMRI-LPC, BioMedBridges, BibBoX
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Mapping of RD-Connect s

0 Mapping of 2074 registries and 608 biobanks from several
sources done

EuroBioBank, BBMRI, Orphanet,, Neuromics, Epirare, Eurocat, SCNIR,hqip,cordis, treat nmd, edfs, ....

0 Remove duplicates and review unified list:
981 registries / 506 biobanks

o ID Card System with a Core Implementation Group (CIG)

o Roll-Out started end of October 2014 with first Biobanks and
Registreis

0 94 Registries Invited

o0 Biobank Panel Assessment established
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BieBank St srzemedca

GRAZ Host Institution rd 4
Neue Stiftingtalstraiie 2 Tel.+43-316-385-72716
¢ 8010 Graz

The mission of the Biobank Graz, a central facility of the Medical
University of Graz, is to support research on the cause of diseases and
the development of improvements in disease diagnosis and treatment.

Austria

Main contact #

Home Collections SOPs Documents K
Karine Sargsyan
karine.sargsyan@medunigraz. at
Overview People
Biobank Graz @ Medical University of Graz Your request completed

successfully.
Acronym: BB-MUG Y

Type of Host Institution: Hospital
Source of funding:

Year of establishment: 2001
Target population: Regional

RD coverage: editor bbmri.at #

Also listed in: Orphanet, BEMRI

Standard ontology for phenotypic data collection: yes, more than one

MName of Ontologies used: Human Phenotype Ontology (HPO) Robert Primschitz #
Biomaterial available: blood, plasma, tissues, saliva Information Technology
Imaging available: Not applicable

Berthold Huppertz #
Director

Karine Sargsyan #
The mission of the Biobank Graz, a central facility of the Medical University of Graz, is to Management

= Dr.KarineSargsyan.jpg
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RD-Connect ID-Card

o Overview of all Registries/Biobanks in the Catalogue
0 Recent activities of Registries/Biobanks
o Search for Disease codes

o ORPHAS52

0 Dent disease
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Neue Stiftingtalstraie 2 Tel.+43-316-385-72716
8010 Graz

The mission of the Biobank Graz, a central facility of the Medical .
Austria

University of Graz, is to support research on the cause of diseases and
the development of improvements in disease diagnosis and treatment.

Main contact #

Karine Sargsyan
karine.sargsyan@medunigraz.at Fl

Home Collections SOPs Documents

Collections

Tissue Collection Pathology - TC.patho ca detis

name of sample collection: Tissue Collection Pathology
accronym: TC.patho

description of sample collection: The tissue collection, residing at the Institute of
Pathology at the University of Graz, Austria, contains
mare than 1.4 million paraffin-embedded and more
than ...

url:

BRIF id of sample collection:

type of sample collection: longitutinal

Origin of Samples: Institute of Pathology

Contact Person: Karine Sargsyan
Name

Role Director
Phone +43-316-380-7604

e-mail

Organization Medical University of Graz
Department Biobank

Address Neue StiftingtalstraBe 2

71D anin
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the development of improvements in disease diagnosis and treatment.

Home Collections Documents Main contact #
Karine Sargsyan

karine.sargsyan@medunigraz.at

Standard Operating Procedures

<+ Add SOP pre-examination processes for FFPE tissue — RNA

Pre-examination processes V 2.3
id:143847 edit - detail

SOP name: Pre-examination processes V 2.3
1. OUTSIDE THE LABORATORY
1.1 Primary tissue collection manual

Information about the primary sample donor

the health status of the primary sample donor (e.g., healthy, disease type, Not Specified
concomitant disease);

the information about routine medical treatment and special treatment prior to  Not Specified
tissue collection (e.g., anaesthetics, medications, surgical or diagnostic
procedures (e.g., biopsy device used for the collection));

the time of ischemia within the body (warm ischemia) by recording ischemia-  Unknown
relevant vessel ligation/clamping (usually arterial clamping time).

Information on the primary tissue sample

the time point when tissue is removed from the body Not Specified
if applicable, time when the specimen is placed into formalin solution Specified

the description of tissue type, tissue condition (e.g., diseased, unaffected by  Specified
the disease) and collection site, including references to any marking applied in

the operating theatre made by surgeon or radiologist

Information on the primary tissue sample processing

the recording of any additions or modifications to the primary sample after

removal from the body (e.g., labelling for the orientation of the specimen (e.g.,

|« Dr.KarineSargsyan.jpg & Alle einblenden ~ x
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o CEN Standards

CENTC_140_tissue_FFPE-protein_LL_20140408.doc
CENTC_140_tissue_protein-cryo_20140408.doc
CENTC_140_WG 3_blood_cellular RNA_20140206.doc
CENTC_140_WG 3_blood_genomic DNA_20140206.doc
CENTC_140_WG 3_tissue_FFPE_DNA_20140206.doc
CENTC_140_WG 3_tissue_FFPE_RNA_20140408.doc
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CENTC_140_WG 3_tissue_frozen_RNA_20140407PR.doc [Kompatibilititsmodus]
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SOP-Mapping

0 ENTC_140_WG 3_tissue_frozen_RNA_

Headings

16-8&

CENTC_140_WG 3_tissue_frozen_RNA_20140407PRI.doc [Kompatibilititsmodus]
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TC 140 W1 00140090:2014 (E)

Wescperabre wars lchemid can teauk in more pronounced changes of RNA proies than: duieg
postoperatve cold schemis [SPIDIA RNA tssue bomarker stucies. Viertler, Ksp et al. manusenpt in
praparation]. RNA profies can also vary curing the preanalytical phat dmndno o0 the origin and type of
tssue, the underlying Gisease, the surgical procecure, the drug regime. and drugs administersd for
anaostnesia or restment of concomitant disease. The stabiity of e speciic Guantitatve RNA profiie(s) of
interest should be investigated throughout the compiete preanalytical workfiow prior o the develogment and
implementation of an anayteal test.

Alough desiatie, B mey aot heeys be pussble o melneh & staedardznd cokd aad wers achermis mes
he medical

be documented. If a commercal product is not uses in accordance with the manufacturers' instructions,
gonsibisty for its use and performance kes with the user.

guiatons on ansport ang handing snall te considered (see EN ISO 16169:2012, 5.4.5 and

the laboratory
tissue collection manual
tion about the primary sample donor
pion shouid include, but is not kmited to:
status of the primary sample donor (e.9.. healthy, disease type. concomitant disease):
n about routine medical treatment and special treatment prior 10 lissue collection (e.9.,
I)? medications, surgical or Giagnostic procedures (e.g., biopsy device used for the

of ischemia within the body (warm ischemiz) by recording ischemia-reievant vessel
lamping (sually arterial clamping bme).

ion on the primary tissue sample
on shatl inciude, but s not imited to:
pont when tissue is removed from the body

‘time of freezing the tissve Javtle fo dutecaios i lng fee: sa puiod Lekeeen reemcret from
Body — unti freezing of the sam|

he. descripton of tissue type, bs: (e.0. diseaseq, unaflected by the disease) and
collection ste, including relurces 1o s any marking appied in the operatng theatre made by surgeon
or radiciogist.

513 Information on the primary tissue sample processing

The folowing steps shat be cone:

1. tha recording of any additions or modifications 1o the primary sample after removal from the body
g for s orantagon of Do s5ecinan (6 0o Liemarkng. SHes), INGROHOTY

. the. selection and use of transport containers anc packages (e.., cooling Box, box for storing and
transportation, vacuum packaging):

TC 140 W1 00140090:2014 (E)

3. thaselection and use of feg. transport:

4. taladeling of the sample barcode (1D or 20). samole
type. quantity. organ tssue of origin) and adisonsi Goumentaion (efomason 83 speched s 51
512 and 613, 1. 10 3] It & sngle sample container contans several alquots of the llm.
specimen. and the aliquots represent different features (e.g., tissue type, disease status, locasion) this
snall be documented.

Specimens should be kept in the transport container and on weice or mz‘c 10 8 °C in order to minimize
RNA profile changes. The different temperatures of the sample surrounding curing o0 leckors 404 fe0-
temperatures in dfferent rooms, transport) should be documented. I thi m , he

should be classified as ambient temperature, room temperature, mmuun:'ctu'c

N Accidentby breazng and thawing tha lssus (03 by utig cool pecks n » wiseg mancr) whlnad o RNA
dagradation when also impact

5.2 Transport requirements.

The taboratory in parnership with the cinical or surgery cepariment shall estabiish & protocol for the transport
srocedure of Mo specmen.

The primary tssue sample should be transporied at 2°C to 8 °C or on wet-ce without delay in orcer to
minimize the RNA profie changes.

The required conditons as specified in the protocol for the transport procecure shal be documented including
any deviations therefrom,

NOTE

6 Inside the laboratory

6.1 Information on the primary tissue sample receipt

The name of the person receiving e primary tssue sample shall be documented. The tissue sample amival
e 4na condilons (6.0 hekng. anspor condions incluing lamparsure. Uasue ype nd quanity of me
primary sa kg /braakin galum-—vm«wm-um samplos shall be documanted. Any
ceviations. nan the establisnec protaco for e ranspart procedure (see 5 2) shall be documented.

6.2 Pathological evaluation of the specimen

The pathological evaluation and documentation of the prmary sample shall be done by or under supsrvson
or ofa y (e.g-.board

Local or regional reguiations may spply.

Thereafter the selection of appropriate parts of the primary sample for molecular analyses and
lyses as wel 8s for furtner ‘shail be done by or under supervision of
ly &y (09.. board

Where tissues are removed without the recuirement of histopathological Gagnosie, exAMALAN. AG6CHAn. 800
at. Py

Whnere frazen section diagnosis is needed. the selected part of the specimen is frozen i an appropriate

freezing medwm.

Tne remaning sample frozen in he freezng medum can be siored o furtner proulud for molecular

sugnon:- For the remaining part of the sample not used for frozen section di corrosgonding part
"o specimen shal o cotecied and proceseed for Nsopahologicel evalaton of he Caluiar compOSEOn

lnd Gisease cONGUON present in the respective specmen.

EE DD Drucklayoutansicht [Ab 2| Seiten: 7von14 | Worter 1288von3972 | L ¥ |
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SOP-Mapping

Heading / Structure of the CEN Standard

O

quantity of the primary sample, leaking/breaking of the
container) of the received samples shall be documented.

Any deviations from the established protocol for the transport
procedure shall be documented.

NS/DFS

of the
The logical ion and d ion of the primary
sample shall be done by or under supervision or responsibility
of a medically qualified (¢.g., board centified) pathologist.
Thereafter the selection of appropriate parts of the primary
sample for molecular analyses and histopatbological analyses as
well as for further rescarch purposes shall be done by or under
supervision of a medically qualified (c.g., board cerufied)
pathologist.
‘Where tissues are removed without the requirement of
bustapatbological diagnosis. evaluasen, selecionand.

‘Where frozen section diagnosis is needed, the sclected part of
the specunm is frozen inan :ppmpmx: ﬁv:czmg mndmm

Er0Zen Secons A5,

board cenifiedpashalogist, Thc remaining slmplc frozen in the
freezing mcdmm can be stored or further processed for

For the ining part of the sample not
used for frozen section diagnosis, a corresponding part of the
specimen shall be collected and processed for histopasbplagical
evaluation of the ceilular composition and disease condition
present in the respective specimen.

oalits cellular.
dition.and jon.status hy.a.

Enlic.¢. hasal i pathokigl

NS/GPS/GS

NS/DFS

NS/DFS

NS/DFS

NS/DFS

Table 1 - SOP i i ies: p p for frozen tissue to RNA
3|
Documentation /Information Category Attribute Category
Tnformation about the primary sample donor NS/GPS/GS
* i health status of the primary sample donor (c.g., healthy, NS/DFS
discase type, concomitant diseasc):
*  the information about routine medical treatment and special
treatment prior to tissue collccnon (c.g., anaesthetics, NS/DFS
surgical or d (c.g., biopsy
device used for the collection));
* the nme of lschcmu wnhm the bod) (wwm lschcmu) by NS/DFS
(usually
ﬁ]ﬂs#%)ﬁuu_ﬁ
ation on the primary e samp NS/GPS/GS
= the time point when tissue is removed from the body NS/DFS
* thetime of freezing the tissue sample (to determine the lag NS/DFS
time: time period between removal from the body — until
freczing of the sample);
*  the description of tissue type, tissue condition (c.g., discased, | NS/DFS
unaffected by the discase) and collection site, including
references to any marking applicd in the operating theatre made
by surgeon or radiologist.
Taformation on the primary tissue samplc processing NS/GPS/GS
*  the recording of any additions or modifications to the primary
sample after removal from the body (c.g., labelling for the
orientation of the specimen (c.g., ink-marking, stitches),
incision(s));
*  the selection and use of transport containers and packages (c.g., | NS/DFS
cooling box, box for storing and transportation, vacuum
ing);
*  the sclection and use of stabilization procedures (c.g., cooling NS/DFS
methods) for transport;
*  the labelling of the sample transport container (c.g., NS/DFS
registration-number, barcode (1D or 2D), sample type, quantity,
organ tissue of origin) and additional documentation
* Ifasingle sample container contains several aliquots of the
same specimen, and the aliquots represent different features NS/DFS
(e.g., tissue type, discase status, location) this shall be
Tmlpnn Tequirements NS/GPS/GS
The laboratory in partnership with the clinical or surgery NS/DFS
department shl!l establish a protocol for the transport procedure
of the specimen.
*  The primary tissuc sample should be transported at 2 °C to 8 °C [ NS/DFSVS
or on wet-ice without delay in order to minimize the RNA
profile changes.
* The required conditions as specified in the protocol for the NS/DFS
transport shall be any
deviations therefrom
Information on the primary tissue sample receipt NS/GPS/GS
*  The name of the person receiving the primary tissue sample NS/DFS
shall be documented.
* The tissuc sample arrival time and conditions (c.g., labelling,
transport conditions including temperature, tissue type and NS/DFS

monitoring the temperature should be used.

Cryo-preservation of the specimen

*  the recording of freezing procedure (c.g., freezing in liquid
nitrogen, snap-freezing in isopentane cooled by liquid nitrogen
or dry ice, freezing in an appropriate freezing medium, freezing
with controlied cooling rate);
the recording of freezing time point;
the tissue size determines the size of the container and the
sample should not exceed 1 cm in one dimension;
the sclection of the sample conainer for cryp-storage
the labelling shall be suitable for the respective frozen storage
conditions
the labelling of the gryp-storage container shall contain the
minimum information of (a) the patient ID, which can
be in the form of a code;
the basic information on ¢.g., the tissue type, tissue and discase
condition such as affected (c.g., Wmor) or unaffected, unless a
sample tracking system can supply this information coupled to
the identification of the sample used in

NS/GPS/GS
NS/DFS

NS/DFS
NS/DFSVS
NS/DFS

NS/DFS

NSDFS

Storage requirements
* The constant temperature shall be below -70 °C. Systems

NS/GPS/GS
NS/DFS/VS
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SOP-Mapping

0 Description of groups of attributes (sections)

NS=non specified
GPS=group partialy, specified
GS=group specified.

0 Description of items within groups
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NS= non specified

DFS=data field given

VS=value SpeCifiEd Table 1 — SOP information categories: pre-examination processes for frozen tissue to BNA
i
Documentation [Information Catepory Attribute Category
Information about the primary sample donor WSGPRGS
*  the health status of the primary sample donor (e.g., healthy, WEDFE
discase type, concomitant disease];
*  jhe information about routine medical freatment and special
treatment prior to tissue collection (e.g., anacsthetics, NETFS
medications, surgical or diagnestic procedures (e.g., biopsy
device used for the collection));
* thetime of ischemia within the body (warm ischemia) by NSTFs
recording ischemia-relevant vessel ligation/clamping (usually
arterial clamping time).
Information on the primary tissue sample WSGPSGS
*  fhe time point when tissue is removed from the bady WSTFS
* the time of freezing the tissue sample (to determine the lag WESTFS
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o Describe your SOPs within ID-card portal

Main contact
Karine Sargsyan
karine.sargsyan@medunigraz.at

Home Collections SOPs Documents

Standard Operating Procedures

Pre-examination processes V 2.3
id:143847 edit - detall

SOP name: Pre-examination processes V 2.3
1. OUTSIDE THE LABORATORY
1.1 Primary tissue collection manual

Information about the primary sample donor

the health status of the primary sample donor (e.g., healthy, disease type, Not Specified
concomitant disease);

the information about routine medical treatment and special treatment prior to  Not Specified
tissue collection (e.g., anaesthetics, medications, surgical or diagnostic
procedures (e.g., biopsy device used for the collection));

the time of ischemia within the body (warm ischemia) by recording ischemia- Unknown
relevant vessel ligation/clamping (usually arterial clamping time).

Information on the primary tissue sample




SOP-Mapping within ID-Card

o (Easy) editing by biobank editors
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if applicable, time when the specimen is placed into formalin solution

<«

Specified

the description of tissue type, tissue condition (e.g., diseased, unaffected by the disease) and collection site, including references to any marking
applied in the operating theatre made by surgeon or radiologist

S

¥ Specified [

Not Specified

Unknown

T

the recording of any additions or modifications to the primary sample after removal from the body (e.g., labelling for the orientation of the
specimen (e.g., ink-marking, stitches), incision(s))

<«

Specified




SOP-Mapping within ID-Card = *=
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0 Beta Test ongoing within the RD-Connect ID card and the BBRMI.at Portal

o SOP mapping can be connected to collections / sample descriptions

® 06

(©)(2) (8] (8] [+ % bbmri.at/we:

¢ |uReades) @l

8010 Graz
The mission of the Biobank Graz, a central facility of the Medical el
University of Graz, is to support research on the cause of diseases and
the development of improvements in disease diagnosis and treatment.
Home Collections SOPs Documents Ma.m contact
Karine Sargsyan

karine.sargsyan@medunigraz.at

Standard Operating Procedures

Pre-examination processes V 2.3
id: 143847 edit - detall

SOP name: Pre-examination processes V 2.3
1. OUTSIDE THE LABORATORY
1.1 Primary tissue collection manual

Information about the primary sample donor

the health status of the primary sample donor (e.g., healthy, disease type, Not Specified
concomitant disease);

the information about routine medical treatment and special treatment prior to  Not Specified
tissue collection (e.g., anaesthetics, medications, surgical or diagnostic
procedures (e.g., biopsy device used for the collection));

the time of ischemia within the body (warm ischemia) by recording ischemia- Unknown
relevant vessel ligation/clamping (usually arterial clamping time).

Information on the primary tissue sample
the time point when tissue is removed from the body Not Specified

if applicable, time when the specimen is placed into formalin solution Specified

the description of tissue type, tissue condition (e.g., diseased, unaffected by the Specified
disease) and collection site, including references to any marking applied in the
operating theatre made by surgeon or radiologist

Information on the primary tissue sample processing

the recording of any additions or modifications to the primary sample after Specified
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0 Get an overview of the structure of the SOPs used (what is defined)
o Compare Collections on the collection process

o Quality improvement indicator for a biobank/network

Next Steps
0 Extend the information collected on values (licensing?)
0 Create SOPs out of the entered data

o Compare SOPs structured in the same way
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