
Key Questions 

 in Epileptology 

The Phenotyping   

    - What is Epilepsy?  

Epileptogenesis  

   - Can it be prevented? 

Seizures   

   - Can they be detected/prevented?  
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What needs to be done to 

provide minimal Standards 

of Care across Europe   
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Definition and Problems 

2 typical Cases 

A concept 



Standard of Care 
- Definition - 

What we mean:  

A very good care according to high standards  

for a reasonable price, taking “proven” scientific 

 results into account.  

This is often not operational   



The Definition of Epilepsy 

Chronic condition of the brain 

lowest common denominator: epileptic seizures 

Fisher et al., 2006; German Guidelines, 2007/2012 



Standard of Care 
- The Epilepsy Problem - 

• Epilepsy is one of the most “common neurological diseases”. 

 

• But it is not a single disease, rather a large group of different  

aetiologies unified via the leading symptom - the epileptic event. 

 

• Epilepsy has therefor two facets  for diagnosis and treatment:  

 1) The symptom seizure – is it a epileptic event? 

     What is the best treatment option for that aspect?  

 2) The aetiology of the seizures/epilepsy and its possible 

     consequences 

 

• Diagnostic and treatment aspects are highly variable. 

 

• Standards of care are therefor very difficult to define. 



Standard of Care 
- Requirements - 

 What does it need to diagnose an epileptic event as epileptic? 

 

 What does it need to define an epileptic syndrom? 

 

 What does it need to detect the epilepsy specific aetiology? 

 

 What does it need to decide for an optimal treatment? 

  

 What does it need to met the health care needs due to  

comorbidities? 

It needs a concept, thorough knowledge and resources  



Standard of Care 
- Defintion - 

Even the main symptom “seizure” is not treated in some areas 



Standard of Care 
- How often is it used - 

 Comparison: epilepsy patient, gen. population,  

chronic patients (asthma, diabetes, migraine) 

  

 Epilepsy: highest rate of hospitalizations and consultations 

 

 Epilepsy patients are more likely to say they had unmet mental care needs 

 

 Although individuals with epilepsy use more health care services than the 

general population, this increase appears to be insufficient to address their  

health care needs. 



11 

www.epileptologie-bonn.de 

Annual Costs per Patient with Epilepsy 

 - European Countries -  

Gustavsson et al.; European Neuropsychopharmacology (2011) 

11654 4493 



The Case with Early Epilepsy   
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A Mercedes-driver accelerated suddenly .... 

... An „epileptic seizure“ according to the police ....          



Optimal Care (Standards of Care)? 
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More than 50% of epilepsy specific findings are  not found in a 

standard MRI.     v. Oertzen et al., 2003 



Standard of Care 
- What went wrong? - 

 First unprovoked seizure – no treatment (standard of care?) 

 

 No intensive search for aetiology (normal MRI – standard of care?)  

 

 No treatment consideration (standard of care?) 

 Aetiology search inadequate. – seizures have reasons 

 

 MRI-standards inadequate – temporal angulation not adequate.  

 

 Possible danger for the patient: (paraneoplastic) limbic encepahalitis 

According to German guidelines – the decision was probably OK 



The Case with Chronic Epilepsy   
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First seizure with six years (CPS with sec. gen.) 

 

Became criminal with 10 years. 

 

Starting an education as locksmith. 

 

Finished it in prison > 30 years later 

 

1 – 3 seizures every night (CPS) 

Pharmacoresistant (7 AED), no aetiology search for more than 

 5 years (MRI always „normal“), epilepsy surgery never considered  



Pat. T. K., m., *11.05.67 



The Case with Chronic Epilepsy – Post-Op   

www.epileptologie-bonn.de 

Seizure free 

 

Out of prison 

 

Normalized behaviour 

 

Master locksmith 

 

Running a small company 



Standard of Care 
- What went wrong? - 

 Early start of epilepsy – “forgotten” patient 

 

 No intensive search for aetiology (normal MRI –never questioned) 

 

 No alternative treatment consideration (standard of care?) 

 Aetiology search inadequate – specialized MRI in an epilepsy center 

 

 MRI-standards inadequate – not evaluated by experienced hands 

 

 Possible danger for the patient – SUDEP and reduced life perspectives 

like suicide x 5, drowning x 20, etc. 



Surgery for Temporal-Lobe Epilepsy 
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 Wiebe et al.; NEJM 2001 



The Alternative    
- Early Epilepsy Surgery - 

Early surgical therapy for drug-resistant temporal lobe epilepsy: 

a randomized trial 
      Engel et al., JAMA 2012 

2 years – 2 „brand name“ AED - AMTE    Continued AED-Therapy 

2 years follow-up – 200 planned – 15/23 included 

11/15 versus 0/23 became seizure free p< 0.001 



Standard of Care 
- The Problem - 

• About 6 000 epilepsy patients per million population 

 

• 1/3 are problematic to treat or untreatable ( 2 000) 

 

• The density of neurologist in Europe is highly variable 

 

• The knowledge of epilepsy by MDs is highly variable 

 

• There is no systematic program (guidelines) in the 

escalation in diagnoses and treatment in Epilepsy 

for Europe. 



Standard of Care 
- A possible solution – the Network - 

neurologist or paediatricians (MDs) 

“epileptologists” Epilepsy 

 centers 

1 center per 2 -3 millions inhabitants 

Responsibility for > 4 000 “difficult” patients 

Research 

 centers 



Standard of Care 
- Epilepsy Center - 

All diagnostic procedures  
 experienced and qualified MDs, long-term monitoring,  

 qualified MRI (neuroradiology, PET), neuropsychology,  

 service: psychiatry, social work 

 

All therapeutic procedures 
 drug therapy, resective epilepsy surgery, 

 stimulation procedures, ketogenic diet, etc, 

 educational programs, study programs,  

 new therapies - controlling 

  

Research 



Standard of Care 
- The Concept - 

Standard operation procedures (SOPs) 

Easy to treat? Difficult to treat 

untreated 

GPs, neurologists, paediatricians 

Specialists 
Epilepsy centers 

Education 

2 years 5 years 

European Guidelines  

How to deal with epilepsy patients 

- a practical guide -  
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