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Minimum Dataset for the UK MND Collections

All approved users of the samples from the Collections will receive a minimum
dataset of anonymised information on participants.

The minimum dataset includes the following information, as finalised and agreed by
the DNA Bank Management Committee at their meeting in September 2006. The
addition of the Survival (years) was approved by the MND Association’s Biomedical
Advisory Panel on 13" April 2018.

e Age

e Gender

e Affectation status (control, familial ALS, sporadic ALS etc)
o Diagnostic certainty (El Escorial status)

e Age on onset

e Survival (years)
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