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SHEFFIELD SHARED CARE PROTOCOL 
TREATMENT OF EPILEPSY IN ADULTS                            

 
Background information 
 
Patients with epilepsy have been cared for jointly between consultants and GPs for many 
years with GPs taking prescribing responsibility. The introduction in recent years of a number 
of new drugs with which GPs may be unfamiliar has led to concern about clinical 
responsibility. Their use is no different in principle from older drugs already prescribed by 
GPs and therefore it is appropriate for there to be a shared care protocol. 
 
Blood tests for monitoring of patients on antiepileptic drugs are very rarely required, 
and the practice of adjusting drug dose according to the results of antiepileptic drug 
levels is strongly discouraged unless there is a question of adherence.   
Instead most drugs are titrated to tolerance.  Where intoxication is suspected, the Epilepsy 
Nurse Specialists or Consultant Neurologist involved should normally be consulted for 
advice.  Routine blood tests for monitoring of liver function or white cell count are not 
indicated for any antiepileptic medication, and doctors should be aware that antiepileptic 
drugs, especially phenytoin, phenobarbital, primidone, carbamazepine, oxcarbazepine and 
topiramate, induce liver enzymes but that this process is harmless to the liver.  Such 
induction of liver function means these drugs interact with oral contraceptives and may 
reduce their efficacy. Lamotrigine also has modest effects on hormone levels.  It is unclear if 
this affects contraceptive efficacy. NICE guidance states that prescribers may wish to 
undertake baseline blood tests including blood count, electrolytes, vitamin D and calcium 
and repeat every 2-5 years in patients on enzyme-inducing drugs. As the risk of bone 
demineralization is probably greater on patients taking enzyme-inducing antiepileptic drugs, 
it is worth considering bone densitometry in older patients taking these drugs. 
 
Drug treatment - indications and recommended treatment regimes 
 
Indications, cautions, contraindications, side effects, doses and formulations are listed in the 
British National Formulary. These guidelines differ slightly from the regimes stated in the 
British National Formulary, but represent acceptable practice in the UK. They are endorsed 
by the Consultant Neurologists at the Royal Hallamshire Hospital and listed in the appendix 
to this protocol. 
 
There are occasions when non-adherence to the licensed indications of anti-epileptic drugs 
or use of unlicensed preparations may be justified, for instance where the licence indications 
do not reflect current knowledge, the indications do not include well proven uses of the drug 
or the license indications are over restrictive. The Consultant Neurologist may recommend 
the use of drugs beyond the licensed indications and will detail this in the correspondence to 
the General Practitioner who is being asked to take over the prescription.  Wherever the 
Consultant neurologists consider it to be indicated and if appropriate, they will explain the 
drug’s unlicensed status to the patient or carer. 
 
Patients seen in the epilepsy clinic are provided with a personalised care plan outlined in 
the letter to the GP and copied to the nurse specialist, which is implemented in consultation 
with epilepsy nurse specialists (ENS) trained by the Consultant Neurologists.  Epilepsy 
nurse specialists (ENS) would normally assist in titration of antiepileptic medication within 
limits recommended by the Consultant Neurologist.  The Consultant Neurologists will 
prescribe the first month’s medication for patients seen in the outpatient clinic unless the GP 
is willing to prescribe it, and GPs would normally be expected to continue prescribing after 
this.  Changes in treatment advised by the nurse specialists outside the outpatient clinic will 
be notified in writing to the GP and letters countersigned by the Consultant Neurologist in 
charge of the case.   
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Advice on adjustment of medication is readily obtainable by telephone from the nurse 
specialists or Consultant Neurologist.  
 
Epilepsy surgery would be considered in patients who are medically refractory. 
 
 
Management and referral guidelines 
 
First unprovoked seizure, (i.e. not caused by alcohol, anoxia due to syncope, etc.). 
 
Do not initiate antiepileptic drugs. 
Refer for investigation. 

Give advice about driving (i.e. patient stops and must inform DVLA www.gov.uk/epilepsy-

and-driving ) 

 
Second seizure before outpatient appointment 
 
Normal practice would be to discuss therapeutic options, or discuss on telephone with 
consultant (see below).  Immediate drug initiation may be appropriate and would involve: 

 If less than 25 years old with absence seizures (brief blank spells of sudden onset with 
sudden recovery) or generalised tonic-clonic seizures without aura (i.e. possible idiopathic 
generalised epilepsy) levetiracetam, lamotrigine or valproate (valproate NOT for women 
of childbearing age). 

 In definite idiopathic generalised epilepsy, ethosuximide or phenobarbital may be useful 
as second line drugs. 

 If localisation-related (i.e. focal or partial onset) seizures, such as complex partial or 
secondary generalised seizures, prescribe modified release carbamazepine or 
lamotrigine. 

 Advise about driving, and in women teratogenic risk of drugs (doubling of risk of major 
congenital abnormalities except for valproate where the risk is much higher).  Note the 
interaction of carbamazepine, felbamate, oxcarbazepine, perampanel, phenytoin, 
phenobarbital, primidone, rufinamide and topiramate with oral contraceptive pill (double 
dose of oestrogen combined pill equivalent to a minimum of ethinyloestradiol 50mcg 
required or use alternatives), post-coital contraceptive and contraceptive implant. 
Lamotrigine also interacts with the oral contraceptive pill to a limited degree, and we 
recommend warning the patient that the contraceptive efficacy might be affected.   

 Depo contraceptives such as Depo-Provera injections and intrauterine coils are 
acceptable.  However contraceptive implants should be avoided.  

 Warn about risk of allergic reactions, which can be serious (Stevens Johnson syndrome) 
with phenytoin, carbamazepine, phenobarbital and lamotrigine. Warn about an increased 
risk of suicidal ideation (1-2%) with antiepileptic drugs.   

 
Criteria for referral of patients established on treatment 
 
Any of the following: 
 

 When patient or general practitioner is not comfortable to continue with the existing 
regime due to either continuing seizures or drug side effects. 

 Advice in respect of concordance. 

 Special situations, e.g. 
- pregnancy, preconception counselling 
- occupational advice 
- driving 
- discontinuing medication. 

http://www.gov.uk/epilepsy-and-driving
http://www.gov.uk/epilepsy-and-driving
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Role and responsibilities of the hospital team 
 
The consultants will provide appointments for patients with first ever seizures, or with drug 
resistant seizures. In these cases there is aimed to be: 
 

 initial assessment by Consultant Neurologist.  

 follow-up with ENS or designated trainee if required. 
 
If shared care is initiated, the hospital will provide the GP with a summary of the assessment 
and a statement of the drug regime together with any appropriate advice.  
 
For patients with a change in medication, epilepsy specialist nurses will liaise with 
Consultants and ask GPs to issue a prescription, but hospital doctors will also prescribe new 
second line drugs for the first four weeks if the GP is uncomfortable in initiating the change. 
The nurse specialists will normally review seizure frequency and side effects, before the GP 
is asked to change the prescription.  
 
Role and responsibilities of the GP and primary health care team 
 
The GP will be asked to accept prescribing responsibility and share clinical responsibility of a 
patient under this shared care arrangement. 
 
The GP will be responsible for routine care and ongoing support for patients under shared 
care. If more frequent review is considered appropriate, this will be clearly indicated in writing 
to the GP.  
 
NICE recommends an annual structured review that may be undertaken by GP 
 
The GP will seek advice from the hospital or refer patients back to the consultant when 
appropriate, and will use the "fast track" facility when clinically necessary. Information from 
primary care which would assist with diagnosis/reappraisal of patients with seizures includes 
a history of minor events e.g. myoclonic jerks, absences etc., previous drug history and any 
investigations. An eyewitness should also be sent to the clinic whenever possible. 
 
Education, information, advice and support 
 
The Epilepsy Nurse Specialists (ENS) may be contacted for advice to GPs and for 
information, advice and support for patients. 
 
For medical advice and drug changes the Consultant Neurologist should be contacted, 
however they may refer enquirers to the ENS if appropriate.  
 
Telephone advice from:  
 

 ENS (0114 271 2186 - direct line) 
 

 Consultant Neurologists (Dr Grünewald 2712306, Dr Howell 2712942, Dr Reuber 
2268688 or Dr Dennis 2712769) 

 

 Second on call Neurology specialist registrar (0114 271 1900 - pager) 
     
Intranet website: http://nww.sth.nhs.uk/nhs/NeuroScience/Neurology/ 
 
 

http://nww.sth.nhs.uk/nhs/NeuroScience/Neurology/
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Budget implications 
 
Prescribing costs should not form part of discussions on clinical responsibilities between 
clinicians. 
 
Where there are major financial implications of the prescribing of certain drugs by hospital 
doctors the CCG pharmacy advisor should be consulted. 
 
References 
 
NICE CG 137 The epilepsies: the diagnosis and management of the epilepsies in adults and 
children in primary and secondary care  
 
 

http://publications.nice.org.uk/the-epilepsies-the-diagnosis-and-management-of-the-epilepsies-in-adults-and-children-in-primary-and-cg137
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SHEFFIELD EPILEPSY SERVICES (ADULTS) 

 
Appendix 1: Agreed schedules for the introduction and withdrawal 

of anti-epileptic drugs 
 

This document outlines information where local recommendations may vary from those in 
British National Formulary (BNF), including significant adverse effects, withdrawal 
recommendations, precautions, licensed dose ranges and any requirement for blood testing.  
The BNF remains the authoritative resource.  
 
* indicates hepatic enzyme inducer and possible interaction with contraceptive drugs. 
 
NB If patients cannot tolerate the flexible titration or withdrawal schedules outlined below 
then smaller steps or longer intervals between steps may be used  
 

1 Acetazolamide  
– Introduce at a dose of 250mg daily, increasing in 250mg steps every one to four weeks until 
seizures are controlled, intoxication becomes unacceptable or a dose of 1g is reached in three 
divided doses.  Withdraw at a maximum rate of 250mg weekly. 
 

2 Benzodiazepines - other 
i.e. clobazam, lorazepam, diazepam 
– These may be used in accordance with an individual care plan as an oral rescue medication 
to prevent seizure clusters or secondary generalisation particularly in partial seizures. 
Maximum doses are tailored to the individual.  
– Clobazam 10mg (may also be used for catamenial seizures) maximum doses 60mg daily 
– Lorazepam 1mg. Maximum dose 4mg (2mg in the elderly) 
– Diazepam 5mg-10mg. Maximum dose 30mg (15mg in the elderly) 
 

3 *Carbamazepine Modified Release  
– Introduce at 100mg once or twice daily, increasing in 100mg steps every one to two weeks 
until a dose of 300mg bd is reached.  Thereafter increase only if further seizures occur at a rate 
of 100mg every two to four weeks until seizures are controlled or symptoms of intoxication 
becomes unacceptable.  In case of rash (unless severe) withdraw at a rate of 200mg per week.  
Severe rash may require admission and immediate withdrawal of Carbamazepine.  In non-
urgent withdrawal, withdraw at a rate of 200mg every two to four weeks. 
 

4 Clonazepam    
– Introduce at a dose of 0.5mg-1mg nocte, increasing in 0.5mg- 1mg steps every two to four 
weeks until seizures are controlled, symptoms of intoxication become unacceptable or a dose 
of 2mg tds is reached. Some patients may require even smaller increments due to sedative 
effects Withdraw at a rate of 2mg per month. 
 

5 Diazepam (Rectal) 
– Used as rescue medication with an individualised care plan. BNF guidelines recommend 
0.5mg /kg body weight. Maximum of 30mg daily. 
 

6 Ethosuximide 
– Introduce at a dose of 250mg once or twice daily (only use for absence attacks in idiopathic 
generalised epilepsy, not for convulsive seizures). Maximum dose 1g bd.  Withdraw at a rate of 
500mg every two to four weeks. 
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7 *Felbamate – special monitoring required (RED traffic light drug) 
– Introduce at a dose of 400mg three times daily, increasing in 400mg steps every 2 weeks 
until seizures are controlled, symptoms of intoxication become unacceptable or a dose of 2.4g 
in three divided doses is reached. Some patients may benefit from a dose of up to 3.6g in three 
divided doses. Withdraw at a rate of 400mg every one to two weeks.  
Patients need counselling about the risks of aplastic anaemia and liver failure prior to 
commencing treatment. Nurse to monitor for signs of bleeding, bruising, symptoms of 
anaemia or infection indicative of bone marrow suppression. FBC and LFT’s every two 
weeks for the first year then three monthly thereafter. Responsibility for monitoring 
resides with the prescriber; however the GP should record on patients clinical system 
as hospital only drug to facilitate clinical checking and safety warnings.  
 

8 Gabapentin 
– Introduce at 300mg - 400mg daily, increasing in 300mg- 400mg steps every one to four 
weeks until seizures are controlled, symptoms of toxicity become unacceptable or a dose of 
1.2g tds is reached.  A small number of patients may benefit from and tolerate higher doses 
even up to 4.8g daily.  Withdraw Gabapentin at a rate of 300mg- 400mg every one to four 
weeks. 
 

9 Lacosamide  
– Introduce at a dose of 50mg once or twice daily increasing in 50mg – 100mg daily every one 
to two weeks to a maximum of 300mg bd is reached. Withdraw by 50mg every one to two 
weeks. 
 

10 Lamotrigine 
For patients not taking other anti-epileptic drugs 
Introduce at 25mg daily for two weeks before increasing further as follows.  Increase to 50mg 
daily for two weeks. Then increase in steps of 25mg- 50mg per fortnight can be until seizures 
are controlled, symptoms of toxicity become unacceptable or a dose of 300mg bd is reached.   
For patients taking Sodium Valproate 
– Introduce at 25mg on alternate days for two weeks, then 25mg once daily for two weeks, 
then increase by 25mg every two weeks until symptoms of toxicity become unacceptable or a 
dose of 150mg bd is reached. (Doses up to 300mg/day may also be given in a single 
undivided daily dose).  Patients who are also taking Sodium Valproate sometimes tolerate 
higher doses, but monitor closely for intoxication above 200mg daily.  
For those patients taking an enzyme inducing anti-epileptic drug (carbamazepine, 
felbamate, oxcarbazepine, perampanel, phenytoin, phenobarbital, primidone, rufinamide and 
topiramate) – Introduce at 50mg of Lamotrigine daily and increase in 50mg steps every two to 
four weeks until seizures are controlled, symptoms of intoxication become unacceptable or a 
dose of 300mg bd is reached.  Some patients on enzyme inducing drugs will tolerate higher 
doses.   
–   Withdraw Lamotrigine at a rate of 25mg-50mg every one to four weeks. 
– Lamotrigine theoretically increases the metabolism of hormones in the OCP and thus may 

have the potential to reduce its efficiency.   
– In patients established on lamotrigine treatment addition of oral contraceptives to their drug 

regime may lower the effectiveness of the anti-epileptic medication. In these circumstances 
an increase of lamotrigine dose of about 30% should be considered. 

 

 

11 Levetiracetam  
– Introduce at a rate of 250mg once or twice daily, increasing in 250mg-500mg increments one 
to four weekly until seizures are controlled, symptoms of intoxication become unacceptable or a 
maximum of 2g bd is reached.  Withdraw at a rate of 250mg-500mg every two to four weeks. 
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12 Midazolam (Buccal) 
– Used as rescue medication in line with STH unlicensed medicines policy. Each recipient will 
have an individualised care plan signed by the Consultant Neurologist. Special training of 
carers is required. Usual dose 10mg (1ml of 10mg/ml solution) administered into buccal cavity 
or intranasally. Usual maximum dose 20mg in 24-hours 

Prescribers need to be aware that there are two different strengths of buccal 
midazolam in common use in Sheffield. The strength should be specified on the 
prescription and is normally: 
Midazolam 10mg in 1ml Buccal Liquid for adults (currently unlicensed) 

Midazolam 5mg in 1ml Buccal Liquid (Buccolam
®

) for children (currently licensed for use from 

3 months to 18 years of age). 

 
13 Methsuximide – (RED traffic light drug) 

– An unlicensed medicine in the UK. Imported from and licensed in Europe. No special 
monitoring required but patients should be counselled regarding haematological adverse 
effects presenting as fever, sore throat, lethargy, unexplained bruising /bleeding. These should 
be reported and investigated for evidence of myelosuppression. 
– Introduce at 300mg once or twice daily. Increase by 300mg per week until seizures stop, 
symptoms of intoxication occur, or a dose of 1200mg/day is reached. However the dose could 
be increased up to 1800mg daily if patient not optionally controlled and tolerates a higher dose 
 

14 *Oxcarbazepine 
– Introduce at a dose of 150mg – 300mg daily, increasing in 150mg – 300mg steps two to four 
weekly until seizures are controlled, there are signs of intoxication or a dose of 1200mg bd is 
reached.  Withdraw at a rate of 150mg – 300mg two to four weekly.  Avoid in patients taking 
Carbamazepine. 
 

15 Paraldehyde   
– Rectal solution (50:50) in olive oil. Adult dose 5-10mls individualised to patient care plan 
 

16 *Perampanel 
– Introduce at 2mg once daily and titrate monthly in 2mg steps.  Note interaction with oral 
contraceptive above 8mg/day.  
 

 

17 *Phenytoin 
– Introduce at 250 mg- 300mg daily. Increasing in 25mg steps every two to eight weeks until 
seizures are controlled or symptoms of intoxication become unacceptable. Withdraw at a rate 
of 25 mg - 100mg per month. 
 

18 Pregabalin 
– Introduce at 25mg -75mg once or twice daily.  Increase in steps of 25mg-75mg every one to 
two weeks to an initial dose of 150mg twice daily, then increase in steps of 25mg –75mg every 
one to two weeks until seizures stop, side effects intervene or a maximum dose of 300mg 
twice daily is reached.  
–  Withdraw Pregabalin at a rate of 25mg -100mg every one to two weeks 
 

19 *Primidone 
– Introduce at 125mg at night first dose. Increase in 125mg steps each week until seizures are 
controlled, symptoms of intoxication become unacceptable or a dose of 750mg bd is reached.   
–  Withdraw at a rate of 250mg per month 
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20 *Rufinamide 
– Introduce at 100mg once or twice daily and increase in 100mg -200mg increments every one 
to two weeks. Maximum dose of 900mg bd but can be increased further dependant on body 
weight (see BNF) 
 

21 Retigabine 
Retigabine should now only be used as an adjunctive treatment for drug-resistant partial onset 
seizures with or without secondary generalisation in patients aged 18 years or older with 
epilepsy, where other appropriate drug combinations have proved inadequate or have not been 
tolerated. 
Summary of product characteristics recommends caution with drugs which could prolong QT 
interval and certain patient groups at elevated risk such as those with known prolonged QT 
intervals; structural heart disease and those over 65 should have an ECG before starting 
treatment and one at maintenance dose. 
Pigment changes (ie, discolouration) of ocular tissue—including the retina—have been 
reported in two long-term clinical studies of retigabine and a compassionate use programme. 
These studies also observed blue-grey discolouration of the nails, lips, or skin. Patients who 
are currently receiving retigabine treatment should be reviewed at next appointment. 
Comprehensive ophthalmic examination should be done at the start of treatment and at least 
every 6 months thereafter during treatment. This will need to be performed by secondary care 
ophthalmology. Treatment should only continue after a careful reassessment of the balance of 
benefits and risks if pigment changes are detected 

 
22 Tiagabine  

Introduce at a dose of 5mg daily and increase in 5mg increments every 1-2 weeks until 
seizures improve, adverse effects occur or a maximum dose of 15mg three times daily is 
reached. Withdraw at same rate medication introduced unless rapid withdrawal needed e.g. in 
rare event of non convulsive status withdrawal on an individualised basis as advised by 
consultant. 
 

23 *Topiramate 
– Introduce at 25mg once or twice daily.  Increase in steps of 25mg-50mg every one to two 
weeks to an initial dose of 50mg twice daily.  Consider further dose increases in steps of 
25mg-50mg every one to two weeks until seizures stop, side effects intervene or a maximum 
dose of 400mg twice daily is reached.   
– Withdraw Topiramate at a rate of 50mg every two to four weeks.  . 

24 Sodium Valproate (Use either standard or slow release preparation). 
-Introduce at a rate of 300-500mg once or twice daily, increasing to an initial dose of 800-
1,000mg daily. Titrate if required in 300-500mg increments every 2-4 weeks until seizures stop, 
side effects become unacceptable or a maximum dose of 1.5g bd is reached. 
Withdraw at a rate of 300-500mg every 2-4 weeks unless serious adverse event demands 
more rapid withdrawal. 
 

25 Vigabatrin 
– Visual fields must be tested prior to introduction and checked three monthly for first year and 
six monthly thereafter. This will normally be arranged by secondary care. 
– Introduce at a dose of 250mg- 500mg daily, increasing in 250mg- 500mg steps every one to 
four weeks until seizures are controlled, symptoms of intoxication become unacceptable or a 
dose of 1.5g bd is reached.   
– Withdraw at a rate of 250mg- 500mg per month. 
 

26 Zonisamide 
– Introduce at 25mg-50mg once or twice daily.  Increase in steps of 25mg – 100mg every two 
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to four weeks to an initial dose of 150mg daily.  Consider further dose increases in steps of 
25mg every 1 to 2 weeks until seizures stop, side effects intervene or a maximum dose of 
500mg daily is reached.   
– Withdraw zonisamide at a rate of 50mg every one to two weeks. 
 

 
The above has been ratified by Sheffield Teaching Hospitals Trust clinical 
Governance team, the Neuropharmacist, Neurologists and Nurse Specialists named 
below. All nurse specialists must have completed the Sheffield neurology 
department’s clinical competencies - Pharmacological Management of Epilepsy. 
 
RATIFIED BY EPILEPSY SERVICES GROUP September 2013 
 
Annual Review Date: September 2014 
 
References:- 

 Summary of Product Characteristics (SPC) for drugs1-26 above 

 NMC Standards for Medicines Management 

 STH Policy for the use of unlicensed and off license medicines 

 British National Formulary 
  
  
  
   
 


