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1. INTRODUCTION

1.1 INTENTION OF THE DATABASE

The database for patients with epilepsy is a joint project of the
University of Mannheim, Germany and the University of
Southern Queensland, Australia.

The system offers the possibility to easily access all patient
data at a local level, without the need of looking for paper files.
Moreover, it allows the collection of anonymous data via the
internet.

As the number of patients in the database increases, a truly
evidence-based evaluation of therapy options will be possible,
on the basis of up-to-date primary patient data. This should
allow an objective state-of-the-art view of different epilepsies,
similar to the large database of pediatric patients with
oncologic diseases created in Germany.

The database has been written in English to allow international
use. Text can be entered in English, German, French, Spanish,
Italian and Portuguese.

The database has been developed only for this purpose, without
any involvement or help from the pharmaceutical industry.

1.2 DATA SAFETY

Data safety was evaluated by the University of Mannheim and
the system was approved without any objections.
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2. DATA BASE

The program is started by clicking at ,START“, ,PROGRAM*,
~MEDICAL INFORMATICS EPILEPSY,”“ which opens the ,LPATIENT
CENTRE*" with the options ,PATIENT*, ,REPORTS", ,TOOLS* and
~HELP“.

Patient Centre E |

Fatient Reportz Tools  Help
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2.1 PATIENT
The options available are ,SEARCH"” and ,,ADD NEW*.

2.1.1 ,SEARCH*

Allows to look for patient data already entered. Enter the
patient’s name (or part of it), and a list with the patients in the
system with this name will appear. You can now either double
click the first name, or you can click once and hit the ,SEARCH*
button again.

Patient Search |
Fatient HReportz Toolz Help

— Patient Search

Fatient's M ame Search | Select |
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2.1.2 ,ADD NEW*

In order to add a new patient, click ,,ADD NEW®, the options
~PATIENT, HISTORY, SEIZURE DETAILS, MEDICATION, NOTES*
are offered.

A. LPATIENT®

Enter the patient’'s name, address, phone number etc.

Patient Centre |
Patient Reportz Tools Help
Patient T Histary T Seizure Details T Medication T Motes
—Patient Hame and Detals——————— — Patient &ddrezs Details
First Mame I Street Address I
Secand Marme | |
Lazt Marme I Citw/Suburb I
Eirthdate I State I
Sen T Male Postoode I—
" Femals County |
Phone Mumber I
oK | Cancel

= Attention: After entering one page, just click the next page
(e.g. ,HISTORY"). By clicking o.k. the data are saved but you
will have to open the patient’s file again. (,SEARCH").
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B. »HISTORY*

Summarizes important facts of the history. In the categories
~AGE AT ONSET*, ,WALKING ALONE AT* and ,,FLUENT SPEECH
AT“ the zero should be replaced by the corresponding age,
when saving the data a zero will be saved otherwise.

Perzonal Details |
Patient Reportz Toolz Help
Fatiett T T Seizure Details T b edication T Motes )
— Family Higtary — Patient Hiztan

™ Family members with seizures [T Complications during pregnancy / delivery

Tupe of seizure, if known I [T Fehbiile corvulzions

[T Congenital dizorder

— E pilepay Histom

Specified:l
Age at onzet I CEIE]
4 0 ! [T Medical problems besides epilzpsy
Inderlying disease: . Specified:l
[ Turnour [T Malfarmation

[~ Head Injumy [T “accination .
' . Wk I b I ths of
[ Other dizease - pleaze specify: SIING Siane S0 s 6 8g=

I Fluent speech at ||:| wears of age

EEG-Findings Curmrent Su:hu:u:ull
" Momnal If known, please specify
" Focal Epilepsy
" Gereralized Epilepsy

Education |

Profezsion |

O, | Catizel

= Attention : In order to delete a patient already entererd the
easiest option is to over-write the data with the informtion of a
new patient.
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C. ~SEIZURE DETAILS*

Seizure type, frequency, duration are asked for. As to the unter
the seizures can be classified as
correct the

LSEIZURE CLASSIFICATION®,
~oGENERALISED*“ or
classification, click at ,,UNCLASSIFIED SEIZURES“ and enter the

correction.

Personal Details
Patient Feportz Tool:  Help

»PARTIAL®. In

order to

BEDIENUNGSANLEITUNG

lzual time of seizures
[ Dwuring dagtime
[T Dwring nights
[T Waking up/falling aslesp

Patient [ Hisoy | {8eizure Details Mediation | Nates
— Seizure details — Seizure Clazsification
Mumber of zeizures Generalized Partial
||:| Iper day j " Tornic-Cloric ™ Psychaornatar [Comples partial]
) . = Taonic ™ Motor signs
Diuration of seizures .
= Clonic = Somatosensan
i~ Few seconds .
~ Atonic [Drop attack] ™ Aura
30 - B0 Seconds . .
. = Myoclonic = Benign focal
= 1 -9 Minutes . . _ ;
 More than 10 minutes " Myoclonic-astatic Fartial anzet with secondany
= Abzence generalization

€ Other

[T Unclassifed Seizures

— Sundromes — e geizures favoured by
™~ west [T Sleep Deprivation
"~ Lennos-Gastult [T Fever
™ Other ™ Diarhea

[T Television / Computer Screen
[ Medization / Drugs

ak.

Cancel
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D. ~MEDICATION*

In order to enter both current and former drugs choose the
button ,ADD NEW*“.

Perzonal Detailz |
Patient FReportz Toolz Help

...............................

Patient T Higtary T Seizure Details T EHEdicatiunE T Notes

...............................

— Curretit Medication

Add Mew | [elete | St Llsingl

— Paszt Medication

[elete |

14 | Cancel
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D. ~MEDICATION*

In the menu

BEDIENUNGSANLEITUNG

~MEDICATION“ and ,DATE STARTED* appear.

Choose the medication and enter the date when the medication
was begun and confirm with ,OK*.
Drug levels as any other more detailed information should b
estated in the ,NOTES*" section.

Perzonal Details |
Fatient Reportz Toolz Help
Patient T Histary T Seizure Details T Medication T Motes )

— Current Medication

Add Mew |

[Velete | S Llsingl

— Past Medication

[relete |

—A&dd Medication

M edication

Drate Started

ak.

Bromide -
Carbarnazepine —
Clobazam

Clonazepam _— J
Ethosusimide

Felbamate

GahaEentin |

oK. |

Cancel
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D. ~MEDICATION*

The ,,SIDE EFFECTS®“ button gives the common side effects of
the drugs, choose by directly clicking at the side effects listed.
Withdrawal of a drug can be entererd with the button ,STOP
USING*“, enter the date. This will move the medication into the
list of ,PAST MEDICATION®. ,,DELETE* is only for correction of
wrong entries.

Personal Details |
Fatient Reportz Tool: Help
Patient T Hiztary T Seizure Details T Medication T Maotez
— Current Medication —Walproate

Started medication [6.3.2002 =]

[~ Seizure Fres

Reduction in seizures  Mare than B0%
" Less than 0%
¥ Mo reduction

Add Mew | Delete | Stop Llsingl

— Past Medication Cide-effects

[] Excessive bruizing or bleeding tendency ﬂ
[] Ferver

[ Hair lozs [
[] Mental confusion

[ Muzcle weakness j

Other zide-effects

[VElete |

Ok | Cahicel
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E. -NOTES*

This is an important section, because the ,click-the-Box*
approach does not contain all relevant information for every
patient. This is not possible, because trying to cover all
possible issues would blow up the databse to at least thirty
different pages which in turn would severly impede the use of
the database. In the note section all important information not
previously stated can be given, this section is extremely helpful
when seeing a patient again. EEG-, MRT-findings, drug levels,
clinical information should be gathered here.

Personal Details |
Patient Reports Toolz Help

Fatient T Higtory T Seizure Detalls T b edication T ‘Notes: ]

)4 Cancel |
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2.2 MENU ,,REPORTS*

The ,LPATIENT LIST” can be printed.

Patient List

Email:

2.3 TOOLS

At ,UPDATE PERSONAL DETAILS" you can enter your name and
E-mail address.

Ef Personal Details
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2.3 TOOLS

,UPLOAD DATA" allows the data transfer by a simple click. A
traffic light will appear, the green light indicates the successful
data tranfer of the anonymous data.

3. DATA ANALYSIS

This option will be available within the next few months giving
overall information on all patients in the system as to:

Patients

Seizures

Medication

Success of therapy related to
Seizure/Medication

Side effects and

Duration of therapy

Additional reports can be obtained by directly contacting the
authors.
4. CONTACT

Drstkoenig@aol.com
elke.longin@kikli.ma.uni-heidelberg.de

5. AUTOREN

Peter Dobson and Prof.James Taylor
University of Southern Queensland
Australia

PD Dr. St. Kodnig
Universitats-Kinderklinik
Theodor-Kutzer-Ufer
68167 Mannheim

Tel: 0621/383-2243
Fax: 0621/383-2967
Drstkoenig@aol.com
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