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Doctors decide disclosure of sudden unexplained death
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B
ritish neurologists are guided by their judgement, not published guidelines, in telling
patients about sudden unexplained death in epilepsy (SUDEP), a survey discloses.

National Institute for Health and Clinical Excellence (NICE) guidelines advocate that
patients and their families and carers should be given this information. In reality, practice
among neurologists differs, with only 5% complying, most (61%) telling a few patients, a
quarter telling most, and 8% telling none. Neurologists with an interest in epilepsy were
more likely to comply, maybe because of familiarity with the guidelines. They were less
likely to report a negative reaction, maybe being more at ease about the disclosure or their
patients having come across the subject before. Years as a doctor or seniority did not affect
the findings. About half the respondents discussed SUDEP in just one circumstance—when
patients asked—otherwise it was when patients asked or if they had risk factors for SUDEP.
Almost all thought that patients did not understand relative risks for SUDEP well; nearly
half (47%) did not consider that knowing about SUDEP affected patients’ quality of life; but
a third thought that broaching the subject caused anxiety.

The response rate was 82% for consultant neurologists and about 19% for specialist
registrars.

NICE guidelines do not advise how, when, and by whom information on SUDEP should
be given. The prevailing view of medical leaders and patient groups is for as much as
possible, covering every contingency, to be given up front, denying patients’ right not to
know.
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