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A longitudinal observational study of all patients diagnosed with or at high risk of 



and those for up to two relatives/carers (including the cost of transport, overnight stay in a shared 



What are the potential benefits of my relative/ward taking part? 
The information we get from this study may help us to treat future patients with prion disease better. 

Is there anything else that my relative/ward may be asked to do? 
In the event of your relative/ward’s death, additional information about the prion protein in the brain 
may help explain results from this study. This would require a post-mortem. Consent to a post-
mortem examination in the event of your relative/ward’s death is not


