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INTRODUCTION CHARACTERISTICS
The BBMRI-ERIC ELSI Knowledge

The information gathered in the The resources are organized in Bace 9 . e and|
Knowledge Base to provide hands-on three sections: ase.lnten S to be user-iriendly,
The BBMRI'ERIC ELSI guidance and promote practical know- praCt|Ca|, and accurate.
_ . . . (11 I :!! . . . . .
Knowledge Base Is an open how for the main actors of biobanking 1) TOp.CS topics for which the ELSI Concerning user-friendliness and
access resource platform comes from multiple sources, usually Services and Research Unit has ‘acticality. the KB avoids long lists of
containing information on ethical, from expert contributors. found a special interest or need in P Y, e J
. . . . L links, a confusing structure, and
) legal, and societal issues relevant et . the life sciences community; -
_ _ Covid Research and ELSI > I[i:\DIAS’EDAata Prr%terC\?s())n Iegallstlc Ianguage
to the life sciences, most notably S ’ .
. . 2) “Challenges and solutions: .
biobanking. . . | Regarding its accuracy, the long-term
scenario-based guidance; and 2T . .
sustainability (including technical

Gender in biomedical Incidental findings

e ©€@ 0w ﬁ e B e 3) “Guidelines for good research:” a maintenance) and correctness of the
| compilation of important documents content are among our key concerns,
ol O tha_t iInclude the legal f_ramevv_ork and so the contents are highly curated
sharing: MTA, DTA o ethical landscape of biobanking and frequently reviewed.
T research.
The aims of the BBMRI-ERIC ELSI
Knowledge Base are: a | ECAL FRAMEWORK
2 By combining a scenario-based and

t®

Preparation of a new Biobanking with children: .
project: what to do with A step-by-step - -
data? engagement process GUIDELINES, RECOMMENDATIONS, AND ETHICAL STANDARDS t0p|C based approaCh1 the BBM RI

Research involving minors

* To close the knowledge gap by

providing practical hands-on e S e search ntegtty i ERIC ELSI Knowledge Base provides
guidance and promoting practical T umanrighe . guidance and empowers our
know-how for researchers. N . community to gain knowledge
Responses to datz e e eIl eta sharing and data protectior = iIndependently on relevant topics.
 To provide users with a first i i e e Biobanking and biomedical research .

orientation on the subject
matter, as well as allowing them
to explore more  detalled

Information If desired In a self- CONCLUSIONS
service manner.
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The Knowledge Base is an integral part of BBMRI-ERIC and funded as a
key service of the research infrastructure guaranteeing its sustainability.

* To provide information to the user

on a self-serve basis. ELSI KNOWLEDGE BASE Several improvements on its conceptualisation and design could be 30102551 PMCID: PMC6308279.
realised in the context of Horizon 2020 Projects, most notably ADOPT
T | BBMRI-ERIC (GA No. 676550), CORBEL (GA No. 654248), and EOSC-Life
The ELSI Knowledge Base is our open-access resource platform (GA No. 824087). Especially, we thank our collaborators from the CO NTA CT I N FO R MATI O N
D I SC LA | M ER containing information on ELSI-related matters relevant in biobanking. BBMRI National Nodes, the Life Sciences Research Infrastructures and

Here you will find practical guidance on specific ELSI topics. project partners (eg. CY-Biobank, EUCAN-Connect, CINECA, B3Africa,
BBMRI-ERIC will not provide with all the . In need of ethical legal, or societal guidance? Browse our library !31MG; Intgrvene, etc) t? request Changes and adaptations
information exhaustively relevant to a topic. below! incorporating latest achievements in the Knowledge Base. . . .

. Lastly, we thank our users for their constructive feedback, which allows M elS|-helpd es k@bbm ri-eric.eu

Based on our combined expertise, however, us to improve user friendliness and close the knowledge gaps. - bb , :
BBMRI_ERI-C ELS| tearr_l. Can_ provide httQSZ / WWW-bbm”'e r|C.EU/EIS|- Design: Sci-lllustrate (https://www.sci-illustrate.com/) o VNIV el iG.E
practical guidance on specific ethical, legal, ——
and societal issues related to biobanking " kngwledge-base[ v/ @BBMRIERIC

and biomedical research via the ELSI
Helpdesk Network.
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