
Supplementary 1, Questionnaire to collect epilepsy characteristics 

Epilepsy questionnaire 

Relation to the child:   mother              father           guardian             supervisor  

1.General Information 

1.1    Gender child     Male          Female 

1.2 Date of Birth    ____________________ (Years and months) 

1.3 Ethnic group     Caucasian / European 

      Mediterranean, African (African- American) 

      Asian, Latin American (Spanis)h 

      Other, namely   ___________________ 

2. Early development and medical history 

2.1 Did the pregnancy take a normal course?                                  Yes        No   

      If not, what complications occurred?                                         ___________________ 

2.2 Was the child born around the due date?                              Yes        No 

      If not, how many weeks and days did the pregnancy last?       ___________________ 

2.3 Were there any problems at birth?        Yes        No  

      If so, what complications occurred?                                      ___________________ 

2.4 What was the birth weight?                                                   ________________oz. 

2.5 Was the child very weak (limp) as a baby?       Yes        No  

2.6. Were there problems when drinking?                                        Yes        No 

2.7 How old was the child when he/she started to roll over?  (Years and months)  ___________________  

2.8 Can your child sit by himself/herself ?        Yes         No 

     If so, from what age                   (Years and months)  _________________ 

2.9 Can your child walk?           Yes         No 

      If so, from what age                 (Years and months )  ___________________ 

2.10 Can your child talk?           Yes         No 

     If so,      With sounds     With gestures     With Words      With sentences  

2.11 Is there currently an increased muscle tone/spasms?              Yes          No 

2.12 Have there been febrile/convulsions seizures in the past?       Yes          No 

    If so, at what age?                                                               (Years and months)              ___________________ 

2.13 Has there been an inflammation of the brain or meninges in the past?     Yes          No 

2.14 Has there been an accident with a head injury and/or loss of consciousness?       Yes          No  

     If so, at what age?                                                              (Years and months)  ___________________ 

3. Family history 

3.1 Are there more people with the ATR-X Syndrome in the family?      Yes         No 

     If so, in which family member does it occur        ___________________ 

3.2 Is the mother a carrier of the ATR-X gene?                                      Yes    No         Unknown 

3.3  Are there febrile/convulsions seizures within the family?                 Yes        No 

    If so, in which family member does it occur:       __________________ 

 Brother / sister  

 Mother        Mother side     Uncle/aunt     Nephew / niece    

 Father         Father side      Uncle/aunt     Nephew / niece   

3.4 Does epilepsy occur in your family?                                                Yes        No 

    If so, in which family members            ___________________ 

4. Epilepsy 

This part of the questionnaire must be completed only if there is (was) epilepsy. If this is not the case, please  



continue the questionnaire at "5. Suspicion of epilepsy." 

4.1 At what age did the first attack appear?      (Years and months)  ___________________ 

4.2 Can you describe what happened during the attack?      __________________________________ 

4.3 Have the attacks changed through the course of time ?            Yes    No       

     If so, what happened during the other attack(s)?                            ___________________ 

4.4 Do you think that your child can feel the attacks coming?         Yes    No         

      If so, how do you notice this?                                                        ___________________ 

4.5  Does your child seem to suffer from the attacks?                    Yes    No  

4.6 How long do the attacks last?                                                 minute(s) __________________ 

4.7 How is your child reacting immediately after an attack?          ___________________ 

4.8 Are there any factors that seem to provoke the attacks?            Yes    No       

      If yes which one(s)                                                                         ___________________ 

4.9 Do the attacks occur during the day or at night?                        Daytime    Night 

4.10 Do the seizures occur while sleeping or when awake?       Sleep        Awake 

4.11 How often do the attacks occur?  ___times a year   ____times a month   ___ times a week   ____times a day 

4.12 Do the attacks occur in quick succession or in series?           Yes    No 

4.13 What medication is currently being used for the epilepsy?              ___________________ 

4.14 What is the effect of this medication on the attack?                         ___________________ 

4.15 Does/did the child suffer from side effects due to this medication?     Yes    No    

      If yes, what effects?  ____________________________________________________________________ 

The following questions refer to medications for epilepsy used in the past 

4.16 What medication did the child use in the past for epilepsy?   ___________________ 

4.17 What was the effect of this medication on the attacks?    ___________________ 

4.18 Were there any side effects from the medication?      Yes    No       

      If yes, what effects?          ___________________ 

4.19 What was the reason to stop the medication?             ___________________ 

4.20 What medication that the child used, or is still using for epilepsy, has had the best  

      effect on the attacks? _____________________________________________________________________ 

5.Suspicion of epilepsy  

If there is indeed (or has been) epilepsy you may skip this part of the questionnaire and continue answering 6  

the "other questions” 

5.1 Have there ever been times when the child has stiffening of the arms, legs or face?      Yes    No 

5.2 Have there ever been times when the child had shocks, twitching or shaking in the arms, legs or face?  

               Yes    No 

5.3 Have there ever been times when the child was absent/did not contact / was not responsive?   Yes    No 

5.4 Have there ever been times when the child was restless in his sleep?       Yes   No 

6.Other Questions  

6.1 Was there ever a CT scan or an MRI scan made of the brain?       Yes    No 

    If so, when and where? ___________________________________________________________________ 

6.2 Was there ever conducted genetic research?                                     Yes    No 

    If so, when and where?  ___________________________________________________________________ 

6.3 Was there ever performed an electroencephalogram EEG       Yes    No 

      If so, when and where?  __________________________________________________________________ 

6.4 If there is something we have not covered but you find it interesting, please use the space below to make a 

comment    _______________________________________________________________________________ 


