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Dear Editor,
Prion diseases are devastating, rapidly progressive and uniformly fatal neurodegenerative conditions for which there is no cure.1 BMJ Best Practice advocates a focus on symptom management and quality of life and provides suggestions as to how to approach some more common symptoms of prion disease.2 However, to our knowledge, there are currently no published comprehensive clinical guidelines for management of prion diseases. While a general supportive approach and early involvement of palliative care may benefit, there is an urgent unmet need for an evidence-based and consensus-based approach for best management of people with these complex disorders.1 We have endeavoured to explore current practice across three large tertiary centres in collaboration with the UK National CJD Research and Surveillance Unit. This comprised a systematic and structured retrospective review of case records of people with prion disease recently assessed across the centres to understand current trends and inform future direction. We extracted information from case records of 30 individuals including type of Creutzfeldt-Jakob disease, presenting symptom complex, latency of referral to palliative care services, reasons for referral, overall prognosis, members of the interdisciplinary team involved, treatment approaches implemented and final place of death. Our overall aim was to highlight common … 
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