Comments on ICSU “Open Data in a Big Data World” Accord
From Monique Frize:
It would be good for you to send the link to the accord document as I am not sure everyone has read it. Although open source data sounds like a good thing, there are serious concerns about privacy and confidentiality of patient data for example. Even anonymised data can identify some persons. I deal with medical databases since 20 years and it is always a huge deal to get the database. Identifying parameters need to be removed, and contracts signed, data destroyed after a time period, etc..
Here is one small paragraph from the accord which adds to my concerns:
"The open data principle has ethical implications for researchers and research subjects. It can appear to override the individual interests of the researchers who generate the data, such that novel ways of recognising and rewarding their contribution need to be developed. The privacy of data subjects needs to be protected. In a regime of open sharing in which data are passed on from their originators, there is loss of control over future usage, whilst anonymisation procedures have been demonstrated to be unable to guarantee the security of personal records."
The URL for a short version of the accord is:
http://www.icsu.org/science-international/accord/open-data-in-a-big-data-world-short
I do not agree that we should respond by email without a good discussion in a face-to-face meeting. There is far more to this issue than one would think.

From Akos Jobbagy

I agree with Monique, risks come together with 'big data'.



[bookmark: _GoBack]From Eva Bezak and Madan Rehani:

Both agree that we should endorse the Accord

