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MINUTES OF THE WP 02, 10, 11, 12 - MEETING

Date:


Wednesday, 3rd May 2006
Location:
Institute for Legal Informatics [IRI], University of Hanover
Agenda
9:30 – 9:45 

Welcome (IRI)

9:45 – 11:00

Presentation of WP 2 (USAAR)

· Data flows

11:00 – 11:15
Coffee break

11:15 - 12:30

Presentation of WP 10 

· Data flows (CRID)

· Ethic issues (UH)

· Pseudonymous and anonymous data (IRI)

12:30 - 14:30  
Lunch break (guided tour)

14:30 - 15:45  
Presentation of WP 11 (Custodix)
· Technical and organisational measures
15:45 - 16:00  
Coffee break

16:00 - 17:15  
Presentation of WP 12 (FORTH)
17:15 – 18:00
Discussion

19:30


Dinner / social event

Participants



CRID


Jean-Marc Van Gyseghem

Custodix

Brecht Claerhout
FORTH

Dimitris Kafetzopoulos


UH


Regine Kollek


USAAR

Norbert Graf

UHANN

Nikolaus Forgó




Marian Arning




Tina Krügel




Nicola Dissen




Christian Krökel




Seyavash Amini
Minutes
1. WP 02

Norbert started with a presentation of dataflow within the Nephroblastoma trial SIOP 2001/GPOH. The dataflow was discussed and Norbert explained where personal data is processed and where data is pseudonymised. International research centres only get pseudonymous data.
There are agreements between parents and the CCR concerning an informed consent on the one hand and between the local physician or hospital and the trial centre on the other hand. The agreements between the local physician and the trial centre mainly concern the obligation to observe the standards of the trial. Up to now there are no data protection standards agreed on in the trail.
2. WP 11

Brecht reported about technical measures and options of data security and pseudonymisation. We agreed that it is important to have a close collaboration between WP 10 and WP 11.
3. WP 10

Regine talked about the scope of ethics in general and ethical issues that will be relevant within ACGT. Especially ethical problems concerning the informed consent were discussed.
Jean-Marc started with a presentation of the dataflow from the legal point of view. In a second step he raised the question whether genomic data is personal data. Several problems, especially the fact that genetic data not only concerns the data subject, but also affects relatives, were discussed. This will be a problem to be solved while creating a new informed consent, which will written by CRID.
Furthermore the terms “anonymous data” and “pseudonymous data” were discussed. Aim of this research is, to have as little processing of personal data as possible and therefore have as little data processing within the scope of the Data protection Directive as possible. 

It is important for ACGT that pseudonymous data can be seen as anonymous data for the researcher who doesn’t have the link that identifies the data subject. Different opinions, especially the Austrian point of view, were mentioned. 
Beside this everybody agreed that to create an informed consent is very important. Within ACGT there will always be processing of personal data. For this processing we will need an informed consent. Therefore both solutions have to be seen cumulative.
4. WP 12

Finally Dimitris explained the dataflow within the Breast Cancer ACGT TOP-trial. He gave an overview what data will be collected and processed within the trial and discussed an example of an informed consent that included four sections, dealing with specificity, confidentiality, availability and issues concerning research results and property. Finally he talked about the complexity, problems and challenges of the future grid infrastructure. In the end a final discussion followed.[image: image1.png]
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