MORTaiity in Epilepsy Monitoring Unit Study
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II.Monitoring Unit activity since census: 1 2 3
a. Start date of documented census (review of activity) (dd/mm/yyyy): _ _/_ _/_ _ _ _ OO 0o
b. Number of long term video-EEG monitoring since start of census:  _ _ _ _ _ _ OO 0o
Proportion of pre-surgical versus other diagnostic long term monitoring: _ _ %/ _ _%| O O O
d. Proportion of adults versus children: __%/__%| o oo
e. Average duration of in-hospital days (including periods without supervised monitoring):
- For pre-surgical monitoring: o OO 0o
- For other diagnostic purposes: o OO0
III.Average duration of supervised video-EEG pre-surgical monitoring (>48h): 1 2 3
a. Number of days per monitoring: __d OO0
b. Number of nights per monitoring: __d OO0
Usual starting and ending hour of Day-time monitoring __h/__nh OO0
d. Usual starting and ending hour of Night-time monitoring __h/__nh OO0
IV. About Cardiac or Respiratory dysfunction during in-hospital: 1 2 3
Total number of cardio respiratory arrest collected since census: o OO0
1. Resulting in death: o OO0
0 In patients undergoing pre-surgical monitoring _ OO0
0 In patients monitored for other diagnostic purposes o OO o
0 With available EKG data o O 0O o
2. Resolving after resuscitation procedure: o OO0
0 In patients undergoing pre-surgical monitoring _ OO o
0 In patients monitored for other diagnostic purposes o O oo
0 With available EKG data o OO0
3. Spontaneously resolving ictal asystole: o 0O 0O 0O
o In patients undergoing pre-surgical monitoring o OO0
0 In patients monitored for other diagnostic purposes o OO0
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/] _ /200 _ || Last name:

Please, fax back this completed form to: Alice DUBOIS
+33 472 115 711




MORTEMUS Questionnaire Instructions

The primary objective of this survey is to identify deaths including SUDEP, and near-SUDEP cases
(i.e. cardio-respiratory arrest resolving after resuscitation procedure) that have occurred during video-
EEG monitoring and, if possible, to estimate the incidence of SUDEP/near-SUDEP in patients with
drug resistant partial epilepsy under these circumstances. In order to estimate the incidence, we need
data on the denominator (i.e. patient-years of monitoring) and are thus interested to get information
on long term monitoring also from centres without SUDEP/near-SUDEP cases. As a secondary
objective we wish to estimate the incidence of ictal asystole during monitoring although we realise
that this information is more difficult to retrieve and therefore might be less reliable.

We kindly ask you to be as complete as possible when you fill in the form. We realise that there are
questions to which you might only provide estimates as responses. If there are questions that you
cannot answer, please comment in the “Free comments” space below.

Start date of documented census: We ask you to review data from your monitoring unit as far back as
you feel confident with the reliability of the information.

Video-EEG monitoring: For the purpose of this survey, we are only interested in long-term in-patient
video-EEG monitoring. Hence, over the day out-patient video-EEG monitoring should not be
included.

Pre-surgical monitoring: This refers to invasive or non-invasive monitoring carried out as part of a
work-up in a patient that is a candidate for epilepsy surgery.

Feel free to contact us should you have any questions or comment to this survey

Philippe RYVLIN Torbjorn TOMSON Alice DUBOIS
Department of Functional Department of Neurology CRA
Neurology and Epileptology
Neurological Hospital Karolinska University Hospital
Lyon, FRANCE Stockholm, SWEDEN Lyon, FRANCE
+33 472 357 117 +46 851 773 705 +33 472 115 768
ryvlin@cermep.fr torbjorn.tomson@karolinska.se alice.dubois01@chu-lyon.fr
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