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An educationally adapted  case report from a district where level of care deteriorates
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In a country with very small number of professionals in epilepy care, where tertiary level  centre is not structured  but combination of various  programmes actually cover most of these activities in collaboration with quartary centres abroad,  

a regional hospital with neurological ward subserving cca 400 000  population had in the past been able to serve the needs of PwE through regular weekly clinics (not called epileptology) via  5 doctors  - a specialist in paediatrics, 2 neurologists, a neuropsychiatrist and a psychiatrist who had all learned EEG with expert colleagues (at least 3 months). They also had modest interest in research in epilepsy but  all of them were also busy in other fields

staffing: The hospital now became a university hospital : the 5 colleagues  died, retired or are just about to: epilepsy care  for adults is offered by  1 person 3 x a month, and paediatric epilepsy clinics continue (1) with help of the retiring specialist . 

The 2 persons remaining in the field are expected to assume more academic positions – as the hospital was promoted to University,  and will be unable to devote more time to epilepsy care  (the paediatrician maybe even less). 

EEG equipment, staff and training: Department of Paediatrics and Dept of Neurology plan to buy EEG machines, Psychiatry stopped since the EEG technician retired and they see no interest in own lab. No prolonged videoEEG has been available at any of the Units. There has been no exchange of views or attempts to plan EEG activity in common betwee the 3 units. The psychiatrist formally trained in EEG has other priorities, stops to reed EEGs but continues to see patients with epilepsy and psychiatric co-morbidity. Another  paediatrician trained in EEG at community level hardly sees any patients  or EEGs as everybody is referred to the only overloaded hospital pediatrician who also reeds EEGs from a neighbourl town. So, a well educated person has not been able to use her high level training.  EEG training in the country is now formalized as a  6 month and expensive course(4000 EUR) only done by one University Department requiring prolonged absence from work that hardly any hospital can afford. Distance learing has not yet become a practice in the district.

Recent national data show that the district seems to have had the smallest rate of referrals to presurgical evaluations and surgical management of epilepsy in the country. Repeated national pharmaco - epidemiological surveys indicate that use of novel drugs has been smallest in the region.

Patients start to humbly complain about long waiting times via selfhelp groups and counselling hotline offered by the League. 

Initiatives by the Chapter

The League initiates a meeting : Heads of Neurology, Psychiatry and Child Neurology Units are contacted  to discuss the situation –  a deteriorated level of care for PwE in the region. The meeting was followed by a letter of intent with very highly set ambitions to the Direction of the newly upgraded teaching hospital: to become a  tertiary epilepsy centre.  Suggestions to increase collaboration when planning equipment and offers to facilitate postgraduate education of the staff were also accepted. The League also offered support to any efforts intended to improve the deteriorating care in the region.

On the proposal of the League, and with money collected by the League, a SRNurse was sent to attend a 3 month specialist epilepsy nurse course epilepsy in the UK;  upon return she had successfully put up a new task-group with professionals and patients and serves as a member of the League, but no interest seems to exist in the institution at community level to include her new knowledge in everyday practice ( continues to be utilized only as paediatric SRN); so she considers finding a new job but is expected to be faithful to the League. 

For the last few years the Chapter has been targeting the district as the venue for most of its  professional postgraduate and patient-oriented initiatives (drug management, psychiatry, employment, managing acute seizure, status, surgery…)

National situation in other districts is being analysed in a similar way to be discussed before the National (Ministerial Counselling) Boards of Neurology, Paediatrics and Psychiatry, and  with the Undersecretary of Health.  

How would your Chapter deal with the situation?
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