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RESIDRAS is a patient-partnered national platform for longitudinal phenotyping, treatment monitoring, safety 
surveillance and trial-ready research in SCN1A- and PCDH19-related epilepsies.
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Median registry follow-up

19.5 y
Median age at last follow-up 
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1.1 y
median age at first 
recorded follow-up
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 Centres undergoing  
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Key data available

36
Participating centres

Completed and ongoing projects based on registry data evidence:
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Precision medicine: from a national registry to neuronal 
modeling based on individual genome data
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DRAVET REGISTRY 
Data domains and key variables collected 

The Dravet Registry (RESIDRAS) is a registry for patients with Dravet syndrome and related epileptic encephalopathies. 
It collects standardized data across multiple clinical, genetic and follow-up domains.

DRAVET REGISTRY

1 Personal Information

• Date of birth, 
gender 

• Date of registry 
inclusion 

• Form status

2 Consents

• Informed consent for Dravet registry 
(date, version) 

• Consent for ERN data sharing 
• Consent for ERN registries 
• Consent to be contacted for research 
• Consent for DESIRE project 
• Form status

Family History – Siblings

• Number of siblings 
• Health status 
• Genetic investigation (if performed

5

7 Family History  
Genetic Analysis

• Genetic tests in family members 
• Results and findings

3 Personal History

• Birth data (pregnancy, 
birth, gestational age, 
head circumference, 
weight) 

• Diagnosis (clinical and 
molecular date, centre) 

• Neurological examination 
• Seizure onset 
• Psychomotor 

development at onset

Family History – Kinship

• Family history of 
epilepsy or 
febrile seizures 

• Related 
conditions in 
the family
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8 Genetic Investigation

• Gene(s) analyzed 
• Variant identification 
• Classification and zygosity 
• Copy number variation 
• Additional genetic 

findings

9 Seizure Onset

• Age at first seizure 
• Seizure types and 

features 
• Triggers and 

circumstances 
• First-line treatments

Epileptic Seizures  
Follow-up

• Seizure types (e.g. focal, 
generalized, other) 

• Frequency and duration 
• Last seizure date 
• Cluster and Status 

epilepticus
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Neurological – Follow-up 

• Neurological 
evaluation 

• Development and 
regression 

• Behavior and 
cognition 

• Comorbidities

11 Treatment – Follow-up

• Current and past 
ASMs 

• Start/stop dates 
and doses 

• Efficacy and 
reasons for 
change 

• Concomitant 
therapies

12 Adverse Events – Follow-up

• Adverse events and side 
effects 

• Serious adverse events 
• Outcome and severity 
• Relatedness to treatment

13 EEG – Follow-up

• EEG date and type 
• Background activity 
• Interictal abnormalities 
• Ictal findings (if available)
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15 Laboratory Tests 
Follow-up

• Hematology and 
biochemistry 

• Drug levels 
• Other laboratory 

tests

17 Growth Parameters

• Height, weight, 
BMI 

• Head 
circumference 

• Growth 
percentiles 
(WHO/CDC) 

• Dates of 
measurements

18 Cardiology Parameters

• ECG findings 
• Echocardiography 
• Cardiac symptoms 
• Relevant clinical 

evaluations

16 Other Investigations 
 Follow-up

• Neuroimaging (MRI, CT) 
• Metabolic and other tests 
• Results and dates

Patient Monitoring

• Visit information 
(date, centre, 
patient status) 

• Follow-up status 
and observational 
period 

• Data lock and form 
status
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Longitudinal coverage 
epilepsy follow-up records

8,333

Dravet S. SCN1A + 
tot. 397

Dravet S. SCN1A - 
tot. 25

Other S. SCN1A + 
tot. 143

PCDH19 
tot. 77

Female 
n. 201

Male 
n. 196

Female 
n. 18

Male 
n. 7

Female 
n. 86

Male 
n. 57

Female 
n. 74

Male 
n. 3

Age distribution at last follow-up
0-5 y 34 43 1 0 14 12 11 0

6-12 y 46 46 2 0 21 15 17 0
13-17 y 41 34 0 3 21 10 23 2

18 y 10 5 5 0 2 2 6 0
+19 y 70 68 10 4 28 18 17 1

Longitudinal coverage: 8,333 epilepsy follow-up records
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