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RESULTS Lrlzobrgation items and service MOCK-UP

Communication with donors is essential for 1. It was generally considered as valuable 1. Donor profile
biobanks and useful to have a portal for  Login information Medizinische Lakeside Universitat Klagenfurt Wilkemment X
communicating with donors. e Contact details

INTRODUCTION

Hier noch eine Nachricht flir den Spender.

a7 24

Erneuerung der Zustimmungserklarung X

* to establish trust,
2. The portal should enable donors to 2  Informed consent

gather overview about their relationship
with the biobank, should link to relevant

* motivate donations of biological material
and data, and

Medizin und Wissenschaft haben sich

« List of signed informed consents
« Adjustment of informed consents

weiterentwickelt und wir haben flur neue Spenden

einen neuen "Informed consent” entwickelt. Wir

* suUpport necessary processes. Information about biobanks in general and | _ » Saen Sl s s Sty Spencion s
. | 3 about the contacted biobank in particular. *  Opt-out information Meine Spenden Datenspende S
A portal Where Stake-hOIderS receive SpeCIfIC ° ReCOnsentlng Ubersicht tiber Ihre Spenden & Daten in unserer Biobank und wie Um Langzeiteffekte zuverldssig zu erforschen, suchen wir spatere
and persona“zed Information i1s considered as 3. Donors should be offered a diese verwendet werden kénnten. Untersuchungsergebnisse und Lifestyle-Daten von unseren Spendern.
a tool to facilitate this communication communication channel with the biobank 3. Donations e " |
- . _ penden ansehen aten spenden
through the portal. +  List of donations
4. The details of information about * Collections containing donations Weiterfihrendes

. donations and their use has to be « Data donations

eXtremely Carer”y deSigned to avoid any e Consent for fo”ow_up examinations
problematic inferences by the donors and

great care Is necessary to avoid

Was ist die Biobank Klagenfurt?

Wie kann ich die Biobank erreichen?

4. Usage of donations

Wie kann ich zusatzlich Daten spenden?

Informed Consent

I m|SunderStand|ngS ) PrOJeCtS USIng CO”eCtlonS InCIUdIng Legen Sie fest wie Ihre Daten von unserer Biobank verwendet werden In welchen Projekten genau wurden meine Proben verwendet?
The goal Of thls StUdy was 1o explore tqe _ _ _ donor,S SampleS diirfen. Sie kénnen lhre Zustimmung jederzeit widerrufen.
requirements for such a portal, elicit which 5. The level of detail of information about . . | Fine andere Frage stellen .
] . . . . . . ° General I|St Of prOJeCtS &, Aktuelles Formular herunterladen
Information should be provided, and which donations and their use depends heavily
processes could be supported. on the information systems of the 5. General information Zustimmung verwalten  Zustimmung widerrufen
The goal is not a general (software) solution individual biobanks and which information * Information about biobank
In which granularity they can reasonably

for all biobanks but rather a framework which « Information about biobanking in

can then be instantiated by each biobanks produce. general
according to the local situation and « Educational Material (articles,
possibilities. videos, etc.)

6. Contact information
e Contact form
 Email, address, phone

CONCLUSIONS REFERENCES

ACKNOWLEDGEMENTS

METHOD

For eliciting the we followed an iterative The resulting list of requirements is MITCHELL, Derick, et al. Biobanking from the patient perspective. This Work_ h_as b_een supported by_the Austrian
approach using horizontal prototyping. complemented with arguments for the inclusion Research involvement and engagement, 2015, 1. Jg.,, Nr. 1, S. 1-17. Egpscclzehsur:éniitﬁ]rilrl:r:;\éu;i;l;l;ngévl\\qiir\]ﬁc(:g?‘t 1118(170/0010_
A f|rst. set of requirements was collected In or exclusion of certain information items, KLINGLER, Corinna, et al. Evaluating the German Biobank Node as V/3¢/2018) | |
interviews and a workshop. discussions for the appropriate level of coordinating institution of the German Biobank Alliance: engaging with
Then a n:jOCk-upkpofr]talldwaS pLOdUCEd, ] granularity for some information items and stakeholders via survey research. Biopreservation and biobanking,
presented to stake-holders who were then arguments about the efforts required by 2020, 18. Jg., Nr. 2, 5. 64-72.
asked . . . .
biobanks to provide the information items on a GOTTWEIS, Herbert; GASKELL, George; STARKBAUM, Johannes. CONTACT INFORMATION
to comment on the mock-up and . . . R . .
personahzed basis. Connecting the public with biobank research: reciprocity matters.

provide additional information

requirements, respectively, 8  We expect the final mock-up to be a generic
provide arguments for and against the blueprint for biobanks considering to develop

Nature Reviews Genetics, 2011, 12. Jg., Nr. 11, S. 738-739.

Viadimir A. Shekhovtsov, Johann Eder

EDER, Johann; GOTTWEIS, Herbert; ZATLOUKAL, Kurt. IT solutions for _
Department of Informatics-Systems

inclusion of the presented information privacy protection in biobanking. Public Health Genomics, 2012, 15. Jg.,
fams 3 such a portal. Nr. 5, S. 254-262. Alpen-Adria-Universitat Klagenfurt
The results led to a cycle of implementing, EDER, Johann, et al. Information systems for federated biobanks. Universitatsstralie 65-67,
presenting, and discussing versions of the Transactions on large-scale data-and knowledge-centered systems |, 9020 Klagenfurt, Austria
mock-up. 2009, pp. 156-190. .
8 {volodymyr.shekhovtsov, [ohann.eder;@aau.at

The final version was then presented to a
larger audience and comments were
collected in a questionnaire.

EDER, Johann, HAHN, Stefan. WP2_D2.3.1 Report Donor Portal
Requirements. BBMRI.at working paper, 2020.



mailto:johann.eder%7D@aau.at

