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An information journal for those with a particular interest in epilepsy

If not valproate then what?
Many of our paediatric colleagues will have been involved in the recently published
Epilepsy Twelve audit (Royal College of Paediatrics and Child Health 2012). This
document examines the care offered to children and young people with epilepsy and
as such had a broad range of quality markers based on guidelines issued by the
National Institute for Clinical Excellence (NICE 2004) and the Scottish Intercollegiate
Guidelines Network (SIGN 2005). The report highlights the variability of care provision,
none more so than in the area of paediatric epilepsy specialist nursing with only fiftythree percent of participating centres offering the service and forty-six percent of
children having access to one despite recommendations to the contrary (NICE 2012).
Nurses clearly have wide roles in supporting people with epilepsy with one of the
most important being to counsel women of childbearing age. This has been
recognised in the recent adult epilepsy specialist nurse competency framework (Leavy
et al 2012) and can be expected to feature in the updated paediatric epilepsy nurse
competencies due for publication later in 2013. Could it be that the relatively low
numbers of paediatric epilepsy specialist nurses is significantly contributing to the very
low levels of advice (thirty-seven percent) given to girls over the age of twelve about
pregnancy and contraception (Royal College of Paediatrics and Child Health 2012)?
Clearly, this is an emotive issue which can be very difficult to bring up with the young
person (and their parents), yet equally knowledge in this area is vital particularly when
one considers that although the rate of teenage pregnancy in the United Kingdom is
falling, in 2011 (the last year for which statistics are available) there were still 5991
conceptions in girls under the age of sixteen (Office for National Statistics 2013). This
has obvious implications in epilepsy with several antiepileptic drugs, chiefly
carbamazepine inducing the metabolism of the oral contraceptive pill thus markedly
reducing its efficacy. Add to that the teratogenetic effects of antiepileptic drugs and
the need for expert counselling at an early age becomes self evident. Epilepsy
specialist nurses, perhaps more than any other professional group, are in an ideal
position to provide that initial counselling as well as ongoing support through the
formative years of adolescence.
To consider just how difficult that period of counselling can be one could
hypothetically address the question posed by the title of this editorial. Let us imagine
a fairly common scenario. A girl of fourteen has just been diagnosed with juvenile
myoclonic epilepsy (JME). This is generally considered a lifelong condition
(Panayiotopoulos 2005) and one for which treatment, whilst often successful is limited
in terms of the choice of suitable medication. A thorough review of the literature by
Panayiotopoulos in 2005 concluded that valproate was still the drug of choice with
levetiracetam a useful newer possibility. Lamotrigine is probably reasonably effective
against tonic clonic seizures and absences but not myoclonus. Similarly, topiramate is
useful against tonic clonic seizures but only has a weak effect against myoclonus and
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absences. Clonazepam and possibly ethosuximide may
have roles, the former as an adjunct to provide better
control of myoclonus and absences in the case of the latter.
As yet there has been little published on the safety and
efficacy for the more recently UK licensed antiepileptic
drugs, e.g. lacosamide and zonisamide. Of the older
generation of drugs, phenobarbital has proven efficacy but
is little used for JME in the UK.
In 2007, SANAD (Marson et al 2007) compared the efficacy
of valproate with that of lamotrigine and topiramate in the
genetic (idiopathic generalised) epilepsies. They concluded
that, ‘Valproate is better tolerated than topiramate and more
efficacious than lamotrigine, and should remain the drug of
first choice for many patients with generalised and
unclassified epilepsies. However, because of the known
potential adverse effects of valproate during pregnancy,
more than the benefits for seizure control in women of
childbearing years should be considered.’
This final statement has been brought into sharp contrast by
the latest EURAP data on foetal malformations associated
with different antiepileptic drugs (Tomson 2011), which
suggests that at high doses (above 1500mg per day) the
rate of major foetal malformations associated with valproate
may be as high as twenty-four percent, a statistic made
even more significant when one considers that the same
paper suggests that foetal abnormality rates associated
with lamotrigine while still dose dependent are much lower
with the risks at doses below 300mg per day quoted at just
two percent. A number of publications also suggest that
levetiracetam is safer in pregnancy than valproate, most
notably one recent publication that estimates the
monotherapy major malformation rate to be under 1%
(Mawhinney, 2013).
What then are we to tell our fourteen-year-old patient and
her family? The bottom line is that she has a lifelong type of
epilepsy with her best chance of good seizure control
coming from a drug that carries significant risks if she ever
wants to start a family. The facts on their own seem to be at
odds with the ‘can do’ message that we try to convey both
to our patients and colleagues through educational
programmes such as PET (BPNA 2013). This is where the
advantage of an experienced highly skilled yet at the same
time readily accessible paediatric epilepsy specialist nurse
can make a crucial difference. The real debate isn’t so much
whether to use valproate or not but rather to ensure that the
decision making process, expertly led by the specialist
nurse, enables the young person (and her family) to make a
decision that is right for her. This must include a thorough,
honest appraisal of the risks and benefits of the various
treatment options available coupled with the most recent
available evidence for strategies to minimise risk.
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This very short review has focused on a small part of the
Epilepsy Twelve audit (Royal College of Paediatric and Child
Health 2012). Nevertheless, it illustrates a need for timely,
specialist and accessible support and information to be
made available for all children and young people with
epilepsy. Epilepsy specialist nurses are ideally positioned to
offer this support and in collaboration with their adult
counterparts could, through the use of transition clinics,
develop a seamless pathway for the patient through
childhood, adolescence and into adulthood. Of course,
there are many services in the UK that adopt this model but
as the Epilepsy Twelve audit has shown this is far from
being universal with significant variations in care and low
involvement of epilepsy specialist nurses being two of the
audit’s key conclusions. This may well be reflected in the
patient satisfaction results. Overall satisfaction levels of
parents and carers and young people with their epilepsy
care are fairly high (seventy-eight percent and eighty-two
percent respectively). However, satisfaction with the level of
epilepsy information given to children and young people and
the liaison between health services and schools are much
lower with the latter hovering around the fifty percent mark.
These are precisely the areas where epilepsy specialist
nurses can make a huge difference.
The Health and Social Care Act (Department of Health
2012) which came into force in April 2013 provides an
opportunity for clinicians to shape local health services. This
is a time where commissioners can be influenced and the
Epilepsy Twelve audit provides a vehicle for clinicians at a
local level to make a strong case for additional resources to
address the shortfalls found in the audit report. It will be
interesting to examine the impact of the report and changes
that are made as a result of it when the re-audit takes place
in 2013/2014. With proactive action from clinicians, and
particularly paediatric epilepsy specialist nurses, significant
improvements could be achieved.

Phil Tittensor Co-editor
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Delivering epilepsy care: Clinical
Commissioning Groups and new ways of
working
Pam Mantri, Epilepsy Nurse Specialist, Cert Ed, BA, RNLD, Dip Epilepsy Care, Non-medical prescriber, MSc Epilepsy Practice

Introduction

The introduction of CCGs will change the way in which

The government published the White Paper, Equity and

existing providers or indeed existing services. Almost 66%

Excellence: Liberating the NHS in 2010. This paper

of CCGs do not have, nor do they plan, a written needs

announced that GPs would take over the commissioning

assessment of the health and social care needs for people

role as part of the government’s aim to create a clinically

with epilepsy. Almost 74% (75/102) of responding

driven commissioning system, which was more sensitive to

authorities do not include a section mentioning care of

patient needs (DoH, 2010). To deliver healthcare in this way

people with epilepsy in their Joint Strategic Needs

211 Clinical Commissioning Groups (CCGs) replace the 151

Assessments (Epilepsy Action, 2013a). With approximately

Primary Care Trusts (PCTs). All of the 8000 GP practices in

350 epilepsy nurse specialists in the UK currently there will

England are now part of one of these CCGs, each of which

be many CCG catchment areas where epilepsy nurse

commission care for an average of 226,000 patients (Kings

specialists are not employed. This may suggest to other

Fund, 2013).

CCGs that they also do not need to employ epilepsy nurse

services are commissioned. They are not obliged to fund

specialists and can accordingly make cost savings. Even
From April 2013 the Clinical Commissioning Groups (CCGs)

where CCGs do commission epilepsy nurse specialists,

become responsible for designing local health services in

they may elect to commission alternative providers, perhaps

England by commissioning or buying health and care

on a freelance basis or on short term contracts. This may

services (PHORCAST, 2013). This includes responsibility for

have implications for levels of nurse specialist autonomy

arranging urgent and emergency care, and most community

with adverse effects on grading.

health services, working in partnership with patients,
healthcare professionals and local communities and

CCGs may of course terminate existing services and may

authorities.

be more likely to do so if they do not understand the need
for the service or if they do not feel that it is cost-effective.

The King’s Fund has outlined priorities for commissioners

Mynors, Perman and Morse (2012) advise multiple sclerosis

(Naylor et al, 2013); CCGs should spend resources so that

(MS) nurse specialists to ensure that their services are

outcomes are maximised and achieve value for money.

visible, valued and accessible. Nurse specialists need, to

CCGs are required to employ a more systematic approach

be aware of their activity levels and cost, and to

to chronic disease management, to further patient

demonstrate that they can deliver savings (ibid) as well as

empowerment, to improve self care, to improve primary and

effective care.

secondary prevention, and to reduce admissions for people
with ambulatory care sensitive conditions (ACSCs).

Personal situation

CCGs are using their new responsibilities to commission

On retirement after 34 years of continuous service as a

services in new ways, with local circumstances and

nurse within the NHS I became self-employed in order to

conditions influencing activity. This represents both

complete some work with the local CCG. Twenty seven

opportunities and threats to nurses providing specialist

years of my career had been spent working as a learning

services, so it is prudent for epilepsy nurse specialists and

disabilities nurse, the last ten of which were spent in

health providers to be aware of the priorities and proposals

developing epilepsy services for adults with learning

of their local CCGs and to engage in two-way dialogue with

disabilities. During this time I completed the Epilepsy

them.

Diploma through Leeds Metropolitan University. This was
followed by seven years as an epilepsy nurse specialist
during which time I completed the MSc in Epilepsy Practice,
4
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again through Leeds Metropolitan University. During one of

ii) Non elective hospital admissions

the modules in the MSc I completed some work on non-

The CCG identified patients by NHS number and practices

elective admissions made by adults with epilepsy, which

were forwarded these numbers along with a questionnaire

was later published (Mantri, 2008). On retirement, I was

devised by the GP lead and the nurse. The practices each

asked by Epilepsy Action to comment on the draft Annual

held a practice review which the nurse and/or GP attended.

Epilepsy Review template devised by NHS North Yorkshire

The nurse wrote the first draft of a report based on these

and Humber. My experience and qualifications partly

findings and this was reviewed by the GP and the nurse,

fulfilled the requirements of three local CCGs who had

resulting in a completed report with recommendations. The

prioritised developing their primary care epilepsy service.

GP compiled an action plan from these recommendations
after consultation with the CCG and the nurse has been

My work with CCGs

involved in taking forward some of these actions. This has
included liaising with the local learning disability service and

CCGs can commission any service or individual to carry out

organising a meeting with all of the (six) epilepsy nurse

activities which they deem will achieve their goals. I am

specialists in the region, looking at working practices and

currently working with three CCGs, one in a self-employed

referrals.

capacity for specific projects or aspects of larger pieces of
work. This is in a mainly rural area with areas of social

iii) Comment

deprivation. The epilepsy care here is carried out largely by

The former PCT had advised the nurses that it was “not

GPs within 15 general practices. They access secondary

core business” to review non-elective admissions. The

care neurology and epilepsy nurse specialist services from

CCG, however, felt this was important activity and was in a

the regional epilepsy service and also from a visiting

position to commission this work directly without having to

neurologist at the local hospital who has a local community-

rely on the existing provider. This meant that the existing

based epilepsy nurse specialist attached. The work with

nurse specialist and provider organisation had no input into

the other two CCGs is in a different area which is urban and

the report and its emerging action plan, although the PCT

in close proximity to the large regional hospital-based

nurse was involved in the education event. Existing services

epilepsy service. These two CCGs both include areas of

thus need to be aware of CCG aims and priorities, and to

social deprivation and affluent areas, each having 18

ensure that they are involved in epilepsy service planning

general practices. Whilst these two CCGs are funding the

and dialogue with CCGs or there is a danger that they may

post, the nurse is based within the hospital-based epilepsy

be excluded.

service, sharing an office with the epilepsy nurse specialists.
Employment here is through the hospital nurse bank.

CCGs 2 and 3
This temporary post was advertised and commenced in

CCG 1

May 2012. This post had much broader parameters and

The self-employed work is within a CCG where they have

the nurse was asked to look at non-elective hospital

prioritised a project, “Improving services for people with

admissions, and practice and educational needs. The

epilepsy”. This project commenced in 2011. It was GP-led

nurse devised a plan to address these requirements;

and the nurse specialist was delegated specific parts of the
project; education, and reviewing and reporting on non-

ELEMENTS OF THE POST

elective hospital admissions made by adults with epilepsy.

1. Liaison with practices

Initially the nurse arranged a meeting between the GP lead

2. Review of non-elective hospital admissions

and a member of Epilepsy Action to discuss the Annual

3. Education and development

Review template and the Primary Care toolkit.

4. Clinical
5. Liaison/other

i) Education

6. Strengths and limitations of the post

The CCG held half day Protected Learning Time events
(PLTs) and one was designated for epilepsy education. The

i) Liaison with practices

nurse was involved in the organisation and content of the
epilepsy education event for practice nurses and GPs, and

PURPOSE

identified and contacted speakers. The nurse gave a

Unfamiliar with the geographical area and local services, the

presentation to the practice nurses about Annual Epilepsy

nurse set out to visit each general practice and to hold a

Reviews based on the aforementioned template as the

discussion based on a proforma devised by the nurse (see

CCG had adopted this throughout their GP practices.

Table 1).
5
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These meetings were designed to initiate discussion with

The nurse visited 28 (of 36) practices who responded to

the practices about their concerns/issues/problems in

requests for visits. The nurse has tabulated responses from

epilepsy management within primary care, liaison with

these discussions and is using them to formulate an action

secondary care and to identify any educational needs.

plan. This will be discussed during a meeting when the

Prevalence, registers and Annual Epilepsy Reviews were

CCG reviews the completed activity after one year in post

also discussed.

and with the secondary care epilepsy service.

Table 1: Meeting proforma

ii) Review of non-elective hospital admissions made
by adults with epilepsy

GP Practice
meetings

Practice name, present, date

Identify

1. Adults (≥ 18 at time of admission)
who have had emergency epilepsyrelated admissions 01 April 2010 –
31 March 2012
(CCG is supplying this data)
2. People who are not seizure free
(QOF)
3. Any specific problems – patients,
annual reviews…or support needed
4. Any educational needs for practice
(with view to ½ day educational event
or in-practice education if required)

Consider

Discussion

PURPOSE
The literature and a recent local review carried out in CCG 1
suggests that people with epilepsy have disproportionately
high use of health resources including non-elective hospital
admissions. The local review suggested that approximately
33% of admissions were potentially avoidable or
inappropriate. In times of economic austerity and the need
to make more efficient use of resources including the
reduction of admissions CCGs need to be aware of their
local situation.

1. Validating register – national
prevalence 0.75% – 0.97%
2. Epilepsy audit

PROGRESS
The nurse is currently undertaking a review of non-elective
hospital admissions made by adults with epilepsy. The

1. Annual epilepsy reviews – by clinician
(toolkit/templates)
2. Primary/secondary care liaison/
systems/problems
3. Other

CCGs provided raw data for all admissions made by people
with epilepsy between 01 April 2010 and 31 March 2012.
The nurse has made this data more accessible, identifying
individual patients by NHS number and grouping them by
practice. By this process it can be easily seen how many
admissions each patient made and which GP practice they

PROGRESS

were listed under at the time of their admission.

Participation within practices has varied from two nurses or
one GP to the majority of practice members including GPs,

The nurse has provided each practice within each of the

nurses and practice managers.

two CCGs with details of patient admissions including
costs. The nurse has reviewed the discharge letter from

Some practices incorporated the meeting into existing

each admission and is in the process of liaising with

practice meetings so that the whole practice was involved,

individual practices to discuss how to identify and manage

which tended to generate the most effective discussion.

inappropriate or avoidable admissions.

The nurse also gave practices hard copies of the Primary
Care Resource Pack and Annual Epilepsy Review Templates

iii) Education and development

which were discussed during the meetings. These are also
available electronically. The nurse gave Practices a range of

PURPOSE

patient information booklets about a variety of aspects of

Developments in epilepsy practice and management have

epilepsy management (including, diagnosis, treatment,

been relatively rapid over the past ten years. In this time

safety, driving and employment) and informed them how to

there have been many new AEDs, NICE guidelines for

obtain these and a range of factsheets electronically.

epilepsy management were published in 2004 and updated

Updates in epilepsy management were also discussed

in 2012, seizure classification has been reviewed (ILAE,

including management of bone health, awareness of raised

2012) and with technological advances and research more

risk of anxiety and depression, and preconception

is known about epilepsy and its management. DVLA

counselling.

regulations have also been changed in this time (very
recently).
6
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Primary care practices have relatively few people with

PROGRESS

epilepsy on their caseloads, thus affording little opportunity

The nurse has held three mini-clinics and seen two patients

to build up clinical expertise (CCGs 2 and 3 averaging a

at home in CCG 3. The nurse made a range of

practice prevalence of 0.7%).

interventions including increasing antiepileptic drugs (AEDs),
changing AEDs and recommending that one patient is

Many primary care practitioners advise that any complex

referred to neurology to clarify seizure classification.

epilepsy management is carried out in secondary care, that
they have had no recent epilepsy education and feel

One practice in CCG 3 requested a notes review with

deskilled, therefore lacking confidence in epilepsy

recommendations for patients with learning disability and

management. The combination of these three factors

women of child-bearing age.

makes it very difficult to manage epilepsy confidently within
primary care.

CCG 2 has not requested any clinical input.

PROGRESS

The nurse has also made e-mail and telephone advice

Each CCG has protected learning time events and the

available to practices which both CCGs have taken up.

nurse requested sessions at each. CCG 2 offered two
sessions, one to introduce the post by having a stand and

v) Liaison/other

an opportunity to meet healthcare professionals. Primary
Care Toolkits and information leaflets were made available

PURPOSE

and some practice visits were arranged. At the second

In recognition of the complexity of issues faced by some

event the nurse held a joint epilepsy workshop with the two

patients with epilepsy it is necessary to liaise with existing

neurologists who specialise in epilepsy, looking at women

local agencies to ensure the best care is provided.

and epilepsy, FAQs and annual epilepsy reviews. This was

In recognition of intensive services required by a small

well-attended with over 60 GPs present and several

number of patients locally and in the surrounding area

practice nurses.

(specifically nonepileptic events); it may be useful to network
with interested professionals in other areas to explore

The nurse also held a joint presentation with the hospital-

economies of scale.

based epilepsy nurse specialist at one of CCG 2’s nurse
meetings, highlighting primary and secondary care epilepsy

PROGRESS

nurse roles and incorporating epilepsy care and annual

The nurse shadowed clinics of each member of the

epilepsy reviews.

secondary care epilepsy service (two neurologists and an
epilepsy nurse specialist).

The nurse also met with Practice managers from CCG 2 to
outline the new role and the function of practice visits.

The nurse has held three liaison meetings with local learning
disability services, followed by their request to hold quarterly

Following practice visits the nurse is liaising with practices

liaison meetings. These meetings sometimes involve the

who have requested in-practice education sessions.

neurologists and psychiatrists.

Practices in CCG 3 have not responded to any offers of

The nurse introduced the GP lead from CCG 1 to the

epilepsy education.

secondary care epilepsy service and to lead GPs in CCGs 2
and 3.

iv) Clinical
The nurse has met with Emergency Department and
PURPOSE

Emergency Admissions Unit staff to discuss issues with

Practices have expressed difficulties in managing patients

non-elective admissions made by adults with epilepsy.

with complex epilepsy and repeated non-elective hospital
admissions. The nurse offered joint mini-clinics at practices

The nurse has discussed issues of alcohol/epilepsy with

with practice staff to review patients with more complex

alcohol services and will be meeting with social work

epilepsy and to identify when patients should be (re-)

representatives and staff from walk-in centres.

referred to neurology or have AED therapy increased or
changed, also to identify problems and to give advice or
information.
7
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There is a potential for epilepsy nurse specialists to secure
long term funding but CCGs are more likely to commission

STRENGTHS

epilepsy nurse specialists if they can demonstrate their

From discussions with primary and secondary care there is

value. Mynors, Perman and Morse (2012) suggest logging

a need for a liaison post such as this, providing enhanced

activity levels and publicising examples of cost-

liaison between primary and secondary care, and with other

effectiveness. They suggest identifying and liaising with a

services.

lead GP for neurological conditions and make many
constructive suggestions which epilepsy nurse specialists

It can be beneficial to see patients in primary care where

may be able to adapt to their own specialism. However,

they do not need to come to secondary care services but

Epilepsy Action (2013a) advise that only 17% of CCGs/CCG

would benefit from minor alterations to AED regimens, other

confederations have appointed a clinical lead for epilepsy.

discussions, advice or information-giving and such patients
often prefer to be seen in their local practice. There is

From personal experience, CCGs are interested in reducing

scope to offer a more personalised service, particularly for

avoidable non-elective hospital admissions. It is important

those who find it difficult to access hospital services (due to

to be aware of the CCGs aims and priorities and to support

mental or physical health).

general practices. The epilepsy nurse specialist has
expertise in epilepsy management as well as awareness of

There is a need to provide epilepsy education and updates,

the range of psychosocial support people with epilepsy may

particularly during times of rapid development and changes

need. Epilepsy nurse specialists can help to ensure that

in epilepsy management, which are difficult for primary care

their patients continue to have access to this expertise.

services to keep abreast of.
The Neurological Commissioning Support (NCS) have
Such a post affords CCGs some ownership of the post,

identified the need for an epilepsy nurse specialist in a

which should help to ensure that practice needs are met.

national role to support commissioning for epilepsy with
joint funding by the Epilepsy Society and Epilepsy Action.

LIMITATIONS

The aim is for this nurse to give guidance to CCGs on how

The current post-holder is only able to work two days a

to improve epilepsy nursing services within hospitals and

week and this post needs to be carried out on a full-time

local neurology services to support CCGs to design better

basis to be effective and to afford timely feedback to

services that include epilepsy specialist nurses (ESNs) and

practices.

support people with epilepsy (DoH, 2013). It is not yet clear
how this post will operate or what effect it may have.

There are currently no pathways for referral to or from the

Epilepsy Action (2013b) says;

nurse, as this has been a temporary post.

“Epilepsy Specialist Nurses are regularly being asked to
evidence the outcomes of their post and to focus on how
they can reduce costs associated with poor epilepsy care.

Conclusions

Whilst there is a wealth of qualitative evidence around the
From limited experience of working directly with three CCGs

very real difference they make to their patients; service

it is apparent that they each work in different ways,

managers and commissioners are often focusing on

reflecting local geographical issues, existing systems, local

quantitative data in order to examine what savings can be

health, social and voluntary services, priorities and

attributed to an ESN. These savings can be brought about

personnel.

by:
• Management and adjustment of medication, leading to

There seems to be a desire for more community-based care

increased seizure control

where appropriate and this may have implications for both

• Avoided admissions

hospital-based and community-based epilepsy services.

• Education of people with epilepsy, leading to increased
self management

There is an interest amongst CCGs in developing epilepsy

• Educating carers and family on the use of rescue 		

services and it is in epilepsy nurse specialists and providers’

medication

interests to ensure that they are involved in the dialogue

• Regular review, often through telephone clinics

with CCGs to ensure that high quality epilepsy care is

• Education of general medical staff, including ambulance

provided for patients with epilepsy. It is also an opportunity
for epilepsy nurse specialists to work on a freelance basis.
8

and A&E staff

E p i l e p s y

C a r e

References

Whilst nurses can often collect data to show how their time
is being spent, they are often unable to look in detail at what

Berg AT and Scheffer IE (2011) New concepts in classification of the
epilepsies: Entering the 21st century. Epilepsia, 52(6), pp:1058–
1062.

the costs of the service are compared to the savings being
made. There is a clear need for a simple, easy to use audit
tool, which will collect key information and produce an

Department of Health (2010) Equity and Excellence: Liberating the
NHS https://www.gov.uk/government/.../liberating-the-nhs-whitepaper (accessed 28/03/2013).

overall analysis of what savings can be achieved. Epilepsy
Action is keen that the contribution of ESNs is fully
recognised so that the role can continue to gain support

Department of Health (2013) New epilepsy ‘super-nurse’ project
announced. Chief Nursing Officer Bulletin 14 January 2013 http://
cno.dh.gov.uk/2013/01/14/new-epilepsy-super-nurse-projectannounced/ (accessed 24/04/2013).

and development. We believe that through our work in
beginning the development of an audit tool, evidence can
be collected to show the worth of the ESN and to justify
their role.”

Epilepsy Action (2013a) A Critical Time for epilepsy in England.
Epilepsy Action.

Recommendations

Epilepsy Action (2013b) email received 19/04/2013 from Sadaf Adnan
of Epilepsy Action.

1. To advise CCGs 2 and 3 to tender for a full time
community-based epilepsy nurse specialist, based with the

Kings Fund Blog (2013) CCGs and PCTs – not so different after
all? http://www.kingsfund.org.uk/blog/2012/07/ccgs-and-pcts-notso-different-after-all (accessed 28/03/2013).

secondary care epilepsy service but working with CCG and
practices. This should include clinical and educational
activity.

Mantri P (2008) What do hospitalization data reveal about ways to
reduce admissions of epilepsy patients? British Journal of
Neuroscience Nursing, 4(9), pp: 438 – 447.

2. To establish formalised referral pathways, considering
“Choose & Book” as an appropriate mechanism for referral

Mynors G, Perman S, Morse M (2012) Defining the value of MS
Specialist Nurses. Multiple Sclerosis Trust http://www.mstrust.org.
uk/downloads/defining-the-value-of-ms-specialist-nurses-2012.pdf
(accessed 16/04/2013).

to the community nurse.
3. To liaise with neighbouring CCGs regarding development
of shared services and practice where identified as

Naylor C, Imison C, Addicott R, Buck D, Goodwin N, Harrison T, Ross
S, Sonola L, Tian Y, Curry N (2013) Transforming our health care
system: Ten priorities for commissioners. Revised edition 01 April
2013. The Kings Fund http://www.kingsfund.org.uk/publications/
articles/transforming-our-health-care-system-ten-prioritiescommissioners (accessed 15/04/2013).

appropriate, e.g. provision of care for management of
nonepileptic events.
4. To continue with a review of non-elective hospital
admissions, including individual practice reviews to identify
and discuss strategies to address avoidable and

PHORCAST (2013) Public Health Online Resource for Careers,
Skills and Training. Transforming Community Services. http://
www.phorcast.org.uk/page.php?page_id=263 (accessed
28/03/2013).

inappropriate admissions.
5. To investigate tools such as the cost-calculator under
development by Epilepsy Action and to inform CCGs of the
contribution epilepsy nurse specialists make from a cost
perspective as well as in terms of quality of care.
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Recently Published Papers
As per normal this section highlights recently published papers. Hopefully this will be very useful to all, helping to keep
everyone up to date with the latest developments. It will certainly save you research and reading time.
There are many (often over 600) epilepsy papers published every six months, so what follows has been edited. All
animal papers have been excluded and as many review papers as possible have been included. We hope you find the
papers of interest in your pursuit to keep abreast of the very latest knowledge. You can instantly access all the previous
abstracts for all the previous papers by using the on-line pdfs for “Epilepsy Care”. These are available at http://www.
vnccprofessional.org/index.asp. The access code is esna2009. From the home page click on “E-library”, then “Free
journals” and finally scroll down to “Epilepsy Care”. The final link takes you to the present issue and all the back
copies (the ones for the papers here are in the other email attachment you received).

Dev Med Child Neurol. 2012 Dec 6. doi: 10.1111/
dmcn.12040. [Epub ahead of print]
Is lower IQ in children with epilepsy due to lower parental
IQ? A controlled comparison study.
Walker NM, Jackson DC, Dabbs K, Jones JE, Hsu DA,
Stafstrom CE, Sheth RD, Koehn MA, Seidenberg M,
Hermann BP.

Neurology. 2012 Nov 21. [Epub ahead of print]
Depression in epilepsy: A systematic review and metaanalysis.
Fiest KM, Dykeman J, Patten SB, Wiebe S, Kaplan GG,
Maxwell CJ, Bulloch AG, Jette N.
Neurology. 2012 Nov 21. [Epub ahead of print]
The border-land of epilepsy--Revisited.
Barkley GL.

Epilepsy Res. 2012 Jul;100(3):278-85. doi: 10.1016/j.
eplepsyres.2012.06.007. Epub 2012 Jul 6.
Alternative diets to the classical ketogenic diet - can we be
more liberal?
Miranda MJ, Turner Z, Magrath G.

Seizure. 2012 Nov 23. pii: S1059-1311(12)00290-7. doi:
10.1016/j.seizure.2012.11.001. [Epub ahead of print]
Women living with epilepsy, experiences of pregnancy and
reproductive health: A review of the literature.
Weckesser A, Denny E.
Dev Med Child Neurol. 2012 Dec 4. doi: 10.1111/
dmcn.12044. [Epub ahead of print]
Understanding relationships between autism, intelligence,
and epilepsy: a cross-disorder approach.
van Eeghen AM, Pulsifer MB, Merker VL, Neumeyer AM, van
Eeghen EE, Thibert RL, Cole AJ, Leigh FA, Plotkin SR,
Thiele EA.
Neurology. 2012 Nov 28. [Epub ahead of print]
MRI and EEG as long-term seizure outcome predictors in
familial mesial temporal lobe epilepsy.
Morita ME, Yasuda CL, Betting LE, Pacagnella D, Conz L,
Barbosa PH, Maurer-Morelli CV, Costa AL, Kobayashi E,
Lopes-Cendes I, Cendes F.

Epilepsy Res. 2012 Jul;100(3):267-71. doi: 10.1016/j.
eplepsyres.2012.04.021. Epub 2012 Jun 15.
Carnitine, nutritional supplementation and discontinuation of
ketogenic diet therapies.
Neal EG, Zupec-Kania B, Pfeifer HH.
Epilepsy Res. 2012 Jul;100(3):203-4. doi: 10.1016/j.
eplepsyres.2011.07.022. Epub 2011 Sep 28.
Dietary treatments: the road from Phoenix to Edinburgh.
Cross JH, Kossoff EH.
Epilepsy Res. 2012 Jul;100(3):304-9. doi: 10.1016/j.
eplepsyres.2011.04.017. Epub
2011 Aug 27.
The effects of the ketogenic diet on behavior and cognition.
Hallböök T, Ji S, Maudsley S, Martin B.

Seizure. 2012 Nov 30. pii: S1059-1311(12)00292-0. doi:
10.1016/j.seizure.2012.11.003. [Epub ahead of print]
Comprehensive long-term outcome of best drug treatment
with or without add-on vagus nerve stimulation for epilepsy:
A retrospective matched pairs case-control study.
Hoppe C, Wagner L, Hoffmann JM, von Lehe M, Elger CE.

Epilepsy Res. 2012 Jul;100(3):205-9. doi: 10.1016/j.
eplepsyres.2011.05.024.
Dietary therapies: a worldwide phenomenon.
Kossoff EH, Caraballo RH, du Toit T, Kim HD, MacKay MT,
Nathan JK, Philip SG.
Epilepsy Res. 2012 Jul;100(3):344-6. doi: 10.1016/j.
eplepsyres.2011.07.010.
Ketogenic diets: where do we go from here?
Kossoff EH, Cross JH.
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Epilepsy Res. 2012 Jul;100(3):261-6. doi: 10.1016/j.
eplepsyres.2011.05.020. Epub 2011 Aug 19.
Long-term monitoring of the ketogenic diet: Do's and
Don'ts.
Bergqvist AG.
Neurology. 2012 Dec 5. [Epub ahead of print]
Big epilepsy surgery for little people: What's the full story on
hemispherectomy?
Wiebe S, Berg AT.
Seizure. 2012 Sep;21(7):555-8. doi: 10.1016/j.
seizure.2012.04.001. Epub 2012 Jun 21.
Central apnea at complex partial seizure onset.
Nadkarni MA, Friedman D, Devinsky O.
Seizure. 2012 Sep;21(7):540-5. doi: 10.1016/j.
seizure.2012.05.014. Epub 2012 Jun 20.
Seizure prognosis of patients with low-grade tumors.
Kahlenberg CA, Fadul CE, Roberts DW, Thadani VM,
Bujarski KA, Scott RC, Jobst BC.
Epilepsia. 2012 Dec 17. doi: 10.1111/epi.12046. [Epub
ahead of print]
A population-based study of newly diagnosed epilepsy in
infants.
Eltze CM, Chong WK, Cox T, Whitney A, Cortina-Borja M,
Chin RF, Scott RC, Cross JH.
Epilepsia. 2012 Oct;53(10):1774-81. doi:
10.1111/j.1528-1167.2012.03658.x. Epub 2012 Sep 11.
Psychological trajectories in the year after a newly
diagnosed seizure.
Velissaris SL, Saling MM, Newton MR, Berkovic SF,
Wilson SJ.
Epilepsia. 2012 Oct;53(10):1679-89. doi:
10.1111/j.1528-1167.2012.03606.x. Epub 2012 Aug 6.
Psychogenic nonepileptic seizures: a current overview.
Dickinson P, Looper KJ.

C a r e

Epilepsy Res. 2012 Aug;101(1-2):103-12. doi: 10.1016/j.
eplepsyres.2012.03.010. Epub 2012 Apr 16.
Retigabine as adjunctive therapy in adults with partial-onset
seizures: integrated analysis of three pivotal controlled trials.
Porter RJ, Burdette DE, Gil-Nagel A, Hall ST, White R,
Shaikh S, DeRossett SE.
Pediatr Neurol. 2012 Sep;47(3):153-61. doi: 10.1016/j.
pediatrneurol.2012.05.001.
Update on the management of Lennox-Gastaut syndrome.
VanStraten AF, Ng YT.
Seizure. 2012 Dec 21. pii: S1059-1311(12)00306-8. doi:
10.1016/j.seizure.2012.11.017. [Epub ahead of print]
Improving the knowledge of epilepsy and reducing epilepsyrelated stigma among children using educational video and
educational drama-A comparison of the effectiveness of
both interventions.
Brabcova D, Lovasova V, Kohout J, Zarubova J, Komarek V.
Dev Med Child Neurol. 2012 Nov;54(11):1006-11. doi:
10.1111/j.1469-8749.2012.04405.x. Epub 2012 Sep 3.
Febrile seizures and behavioural and cognitive outcomes in
preschool children: the Generation R study.
Visser AM, Jaddoe VW, Ghassabian A, Schenk JJ, Verhulst
FC, Hofman A, Tiemeier H, Moll HA, Arts WF.
Seizure. 2012 Dec 27. pii: S1059-1311(12)00301-9. doi:
10.1016/j.seizure.2012.11.012. [Epub ahead of print]
Quality of life in adult patients with epilepsy and their family
members.
Mahrer-Imhof R, Jaggi S, Bonomo A, Hediger H,
Eggenschwiler P, Krämer G, Oberholzer E.
Epileptic Disord. 2012 Dec;14(4):379-87. doi: 10.1684/
epd.2012.0544.
Seizure control with antiepileptic drug therapy in 517
consecutive adult outpatients at the Kork Epilepsy Centre.
Steinhoff BJ, Maren Staack A, Wisniewski I.

Epilepsia. 2012 Oct;53(10):1700-4. doi:
10.1111/j.1528-1167.2012.03569.x. Epub 2012 Jun 27.
Psychiatric history does not predict seizure outcome
following temporal lobectomy for mesial temporal sclerosis.
Adams SJ, Velakoulis D, Kaye AH, Corcoran NM,
O'Brien TJ.

Epilepsia. 2013 Jan 7. doi: 10.1111/epi.12056. [Epub ahead
of print]
Research implications of the Institute of Medicine Report,
Epilepsy Across the Spectrum: Promoting Health and
Understanding.
Hesdorffer DC, Beck V, Begley CE, Bishop ML, CushnerWeinstein S, Holmes GL, Shafer PO, Sirven JI, Austin JK.

Seizure. 2012 Dec 10. pii: S1059-1311(12)00293-2. doi:
10.1016/j.seizure.2012.11.004. [Epub ahead of print]
Use of pregabalin for nonconvulsive seizures and
nonconvulsive status epilepticus.
Swisher CB, Doreswamy M, Husain AM.

Epilepsia. 2013 Jan 7. doi: 10.1111/epi.12069. [Epub ahead
of print]
Use of the modified Atkins diet for treatment of refractory
childhood epilepsy: A randomized controlled trial.
Sharma S, Sankhyan N, Gulati S, Agarwala A.

Epileptic Disord. 2012 Dec 1;14(4):388-397.
Effect of pregabalin add-on treatment on seizure control,
quality of life, and anxiety in patients with brain tumourrelated epilepsy: a pilot study.
Maschio M, Dinapoli L, Sperati F, Pace A, Fabi A, Vidiri A,
Pompili A, Carapella CM.
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Neurology. 2013 Jan 9. [Epub ahead of print]
Levetiracetam in pregnancy: Results from the UK and
Ireland epilepsy and pregnancy registers.
Mawhinney E, Craig J, Morrow J, Russell A, Smithson WH,
Parsons L, Morrison PJ, Liggan B, Irwin B, Delanty N,
Hunt SJ.
Pediatr Neurol. 2013 Jan;48(1):52-5. doi: 10.1016/j.
pediatrneurol.2012.09.008.
Predictors of intractable childhood epilepsy.
Seker Yilmaz B, Okuyaz C, Komur M.
J Neurol Neurosurg Psychiatry. 2013 Jan 11. [Epub ahead
of print]
Short report: is there anything distinctive about epileptic deja
vu?
Warren-Gash C, Zeman A.
Clin Neuropharmacol. 2013 Jan;36(1):4-7. doi: 10.1097/
WNF.0b013e3182770730.
Long-term use of clobazam in lennox-gastaut syndrome:
experience in a single tertiary epilepsy center.
Lee EH, Yum MS, Choi HW, Ko TS.

C a r e

Curr Opin Neurol. 2013 Feb 8. [Epub ahead of print]
Autism and social cognition in epilepsy: implications for
comprehensive epilepsy care.
Tuchman R.
J Neurol Neurosurg Psychiatry. 2013 Feb 13. [Epub ahead
of print]
An 18-year follow-up of seizure outcome after surgery for
temporal lobe epilepsy and hippocampal sclerosis.
Hemb M, Palmini A, Paglioli E, Paglioli EB, Costa da Costa
J, Azambuja N, Portuguez M, Viuniski V, Booij L, Nunes ML.
Seizure. 2013 Feb 4. pii: S1059-1311(13)00009-5. doi:
10.1016/j.seizure.2013.01.008. [Epub ahead of print]
Vagus nerve stimulation for medically refractory absence
epilepsy.
Arya R, Greiner HM, Lewis A, Mangano FT, Gonsalves C,
Holland KD, Glauser TA.
Curr Opin Neurol. 2013 Feb 20. [Epub ahead of print]
Genetics of the epilepsies: where are we and where are we
going?
Helbig I, Lowenstein DH.

Epilepsy Res. 2013 Jan 16. pii: S0920-1211(12)00386-5.
doi:
10.1016/j.eplepsyres.2012.12.004. [Epub ahead of print]
Clinical utility of ictal eyes closure in the differential diagnosis
between epileptic seizures and psychogenic events.
Brigo F, Harald A, Nardone R, Tezzon F, Manganotti P,
Bongiovanni LG.
Pediatr Neurol. 2013 Feb;48(2):115-22. doi: 10.1016/j.
pediatrneurol.2012.10.012.
Sleep and behavioral problems in rolandic epilepsy.
Samaitiené R, Norkúniené J, Tumiené B, Grikiniené J.

Curr Opin Neurol. 2013 Feb 18. [Epub ahead of print]
Delivering quality care in epilepsy.
Fountain NB.
Dev Med Child Neurol. 2013 Feb 19. doi: 10.1111/
dmcn.12093. [Epub ahead of print]
Using a large international sample to investigate epilepsy in
Rett syndrome.
Bao X, Downs J, Wong K, Williams S, Leonard H.
Brain Dev. 2013 Feb 20. pii: S0387-7604(13)00070-3. doi:
10.1016/j.braindev.2013.01.011. [Epub ahead of print]
Cognitive outcome after epilepsy surgery in children.
Van Schooneveld MM, Braun KP.

Arch Dis Child. 2012 Dec;97(12):1073-6. doi: 10.1136/
archdischild-2012-302822. Epub 2012 Oct 6.
Diagnosis and management of the epilepsies in children: a
summary of the partial update of the 2012 NICE epilepsy
guideline.
Appleton RE, Freeman A, Cross JH.

Curr Opin Neurol. 2013 Feb 27. [Epub ahead of print]
Pediatric epilepsy genetics.
Pandolfo M.

Epilepsia. 2013 Jan 25. doi: 10.1111/epi.12074. [Epub
ahead of print]
Updated ILAE evidence review of antiepileptic drug efficacy
and effectiveness as initial monotherapy for epileptic
seizures and syndromes.
Glauser T, Ben-Menachem E, Bourgeois B, Cnaan A,
Guerreiro C, Kälviäinen R, Mattson R, French JA, Perucca E,
Tomson T; for the ILAE subcommission of AED
Guidelines.
Curr Opin Neurol. 2013 Feb 13. [Epub ahead of print]
Epilepsy classification: a cycle of evolution and revolution.
Korff CM, Scheffer IE.
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Curr Opin Neurol. 2013 Feb 27. [Epub ahead of print]
Update on the surgical treatment of epilepsy.
Jette N, Wiebe S.
Epilepsia. 2013 Mar;54 Suppl 1:41-5. doi: 10.1111/
epi.12104.
Treatment issues for personality disorders in epilepsy.
Trimble M.
Epilepsia. 2013 Mar;54 Suppl 1:34-40. doi: 10.1111/
epi.12103.
Treatment of behavioral problems in intellectually disabled
adult patients with epilepsy.
Kerr M, Gil-Nagel A, Glynn M, Mula M, Thompson R,
Zuberi SM.
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Epilepsia. 2013 Mar;54 Suppl 1:19-33. doi: 10.1111/
epi.12102.
Basic treatment principles for psychotic disorders in patients
with epilepsy.
Adachi N, Kanemoto K, de Toffol B, Akanuma N, Oshima T,
Mohan A, Sachdev P.
Epilepsia. 2013 Mar;54 Suppl 1:13-8. doi: 10.1111/
epi.12101.
Treatment of anxiety disorders in epilepsy: An evidencebased approach.
Mula M.
Epilepsia. 2013 Mar;54 Suppl 1:3-12. doi: 10.1111/
epi.12100.
The treatment of depressive disorders in epilepsy: What all
neurologists should know.
Kanner AM.
Seizure. 2013 Mar 8. pii: S1059-1311(13)00040-X. doi:
10.1016/j.seizure.2013.02.006. [Epub ahead of print]
Factors associated with treatment non-adherence in
patients with epilepsy in Brazil.
Ferrari CM, de Sousa RM, Castro LH.
Epilepsia. 2013 Jan;54(1):11-27. doi:
10.1111/j.1528-1167.2012.03671.x. Epub 2012
Sep 27.
Enzyme induction with antiepileptic drugs: cause for
concern?
Brodie MJ, Mintzer S, Pack AM, Gidal BE, Vecht CJ,
Schmidt D.
Epilepsia. 2013 Jan;54(1):199-203. doi:
10.1111/j.1528-1167.2012.03688.x. Epub
2012 Sep 20.
Antiepileptic drugs and suicidality: an expert consensus
statement from the Task Force on Therapeutic Strategies of
the ILAE Commission on Neuropsychobiology.
Mula M, Kanner AM, Schmitz B, Schachter S.
Epilepsia. 2013 Jan;54(1):187-93. doi:
10.1111/j.1528-1167.2012.03652.x. Epub
2012 Aug 29.
Seizure recurrence and remission after switching
antiepileptic drugs.
Wang SP, Mintzer S, Skidmore CT, Zhan T, Stuckert E, Nei
M, Sperling MR.
Epilepsia. 2013 Jan;54(1):181-6. doi:
10.1111/j.1528-1167.2012.03625.x. Epub 2012
Aug 6.
Teratogenesis in repeated pregnancies in antiepileptic drugtreated women.
Vajda FJ, O'Brien TJ, Lander CM, Graham J, Roten A,
Eadie MJ.

C a r e

Epilepsia. 2013 Jan;54(1):e5-8. doi:
10.1111/j.1528-1167.2012.03579.x. Epub 2012
Jul 10.
Dramatic weight loss with rufinamide.
Mourand I, Crespel A, Gelisse P.
Seizure. 2013 Mar 13. pii: S1059-1311(13)00059-9. doi:
10.1016/j.seizure.2013.02.014. [Epub ahead of print]
Transitional services for adolescents with epilepsy in the UK:
A survey.
Iyer A, Appleton R.
Dev Med Child Neurol. 2013 Mar 27. doi: 10.1111/
dmcn.12143. [Epub ahead of print]
Adaptive behavior and later school achievement in children
with early-onset epilepsy.
Berg AT, Caplan R, Baca CB, Vickrey BG.
Epileptic Disord. 2013 Mar 25. [Epub ahead of print]
Short-term efficacy and tolerability of rufinamide adjunctive
therapy in children with refractory generalised epilepsy.
Kim SH, Lee JH, Ryu HW, Lim BC, Chae JH, Choi JE,
Hwang YS, Kim KJ.
Pediatr Neurol. 2012 Jun;46(6):350-8. doi: 10.1016/j.
pediatrneurol.2012.02.028.
Adaptive behavior outcomes in infants treated with
adjunctive topiramate.
Ness S, Todd MJ, Wang S, Eerdekens M, Nye JS, Ford L.
Seizure. 2013 Mar 25. pii: S1059-1311(13)00067-8. doi:
10.1016/j.seizure.2013.03.002. [Epub ahead of print]
Assessing the quality of epilepsy care with an electronic
patient record.
Fitzsimons M, Dunleavy B, O'Byrne P, Dunne M, Grimson J,
Kalra D, Normand C, Delanty N.
Brain. 2013 Feb;136(Pt 2):593-600. doi: 10.1093/brain/
aws352. Epub 2013 Jan 31.
The adult seizure and social outcomes of children with
partial complex seizures.
Camfield CS, Camfield PR.
Epilepsia. 2013 Mar 29. doi: 10.1111/epi.12148. [Epub
ahead of print]
A survey of adult and pediatric epilepsy surgery in the United
Kingdom.
Neligan A, Haliasos N, Pettorini B, Harkness WF,
Solomon JK.
Seizure. 2013 Apr 6. pii: S1059-1311(13)00070-8. doi:
10.1016/j.seizure.2013.03.005. [Epub ahead of print]
Transitioning pediatric patients receiving ketogenic diets for
epilepsy into adulthood.
Kossoff EH, Henry BJ, Cervenka MC.
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Epilepsia. 2013 Apr 15. doi: 10.1111/epi.12162. [Epub
ahead of print]
Effect of switching hepatic enzyme-inducer antiepileptic
drug to levetiracetam on bone mineral density, 25
hydroxyvitamin D, and parathyroid hormone in young adult
patients with epilepsy.
Phabphal K, Geater A, Limapichat K, Sathirapanya P,
Setthawatcharawanich S,
Leelawattana R.
Epilepsia. 2013 Mar;54 Suppl 1:53-67. doi: 10.1111/
epi.12106.
Management of psychogenic nonepileptic seizures.
LaFrance WC Jr, Reuber M, Goldstein LH.

C a r e

Seizure. 2013 Apr 25. pii: S1059-1311(13)00094-0. doi:
10.1016/j.seizure.2013.03.013. [Epub ahead of print]
Epileptic prodromes: Are they nonconvulsive status
epilepticus?
Alving J, Beniczky S.
Arch Dis Child. 2013 Mar;98(3):167. doi: 10.1136/
archdischild-2012-302910. Epub 2013 Jan 22.
Is paediatric epilepsy getting less common?
Anand G, McShane T.
Arch Dis Child. 2013 Mar;98(3):195-202. doi: 10.1136/
archdischild-2012-302237. Epub 2013 Jan 23.
Childhood epilepsy recorded in primary care in the UK.
Meeraus WH, Petersen I, Chin RF, Knott F, Gilbert R.

Epilepsia. 2013 Mar;54 Suppl 1:46-52. doi: 10.1111/
epi.12105.
Treatment of postsurgical psychiatric complications.
Koch-Stoecker S, Schmitz B, Kanner AM.

Acta Paediatr. 2013 Mar;102(3):216-21. doi: 10.1111/
apa.12097. Epub 2012 Dec 20.
Transition of children with epilepsies to adult care.
Khan A, Baheerathan A, Hussain N, Whitehouse W.

Epilepsy Res. 2013 Apr 10. pii: S0920-1211(13)00087-9.
doi: 10.1016/j.eplepsyres.2013.03.002.
[Epub ahead of print]
Early onset epilepsy is associated with increased mortality:
A population-based study.
Moseley BD, Wirrell EC, Wong-Kisiel LC, Nickels K.

Epilepsia. 2013 May;54 Suppl 2:80-5. doi: 10.1111/
epi.12191.
Pharmacoresistant epilepsy: Unmet needs in solving the
puzzle(s).
Weaver DF, Pohlmann-Eden B.

Pediatr Neurol. 2013 May;48(5):383-9. doi: 10.1016/j.
pediatrneurol.2012.12.028.
Effect of topiramate monotherapy on height in newly
diagnosed children with epilepsy.
Ford LM, Todd MJ, Polverejan E.

Epilepsia. 2013 May;54 Suppl 2:23-8. doi: 10.1111/
epi.12180.
Prevention of sudden unexpected death in epilepsy: A
realistic goal?
Ryvlin P, Nashef L, Tomson T.

Pediatr Neurol. 2013 May;48(5):337-45. doi: 10.1016/j.
pediatrneurol.2012.11.001.
Rett syndrome and epilepsy: an update for child
neurologists.
Dolce A, Ben-Zeev B, Naidu S, Kossoff EH.

Epilepsia. 2013 May;54 Suppl 2:19-22. doi: 10.1111/
epi.12179.
Predicting pharmacoresistance in pediatric epilepsy.
Wirrell EC.
Epilepsia. 2013 May;54 Suppl 2:16-8. doi: 10.1111/
epi.12178.
Opportunity gained, opportunity lost: Treating
pharmacoresistant epilepsy in children.
Donner EJ.

Seizure. 2013 Apr 10. pii: S1059-1311(13)00036-8. doi:
10.1016/j.seizure.2013.02.002. [Epub ahead of print]
Early predictors of outcome in newly diagnosed epilepsy.
Mohanraj R, Brodie MJ.
Epilepsia. 2013 Mar;54(3):405-14. doi: 10.1111/epi.12109.
Epub 2013 Jan 29.
Antiepileptic drug treatment in pregnancy: changes in drug
disposition and their clinical implications.
Tomson T, Landmark CJ, Battino D.
Neurology. 2013 Apr 30;80(18):e192-4. doi: 10.1212/
WNL.0b013e318293a643.
Temporal lobe epilepsy surgery: What is the best approach?
Karceski S.

Epilepsia. 2013 May;54 Suppl 2:13-5. doi: 10.1111/
epi.12177.
The enigma of placebo effects in drug-refractory epilepsies.
Krämer G.
Epilepsia. 2013 May;54 Suppl 2:9-12. doi: 10.1111/
epi.12176.
Definition of drug-resistant epilepsy: Is it evidence based?
Wiebe S.
Epilepsia. 2013 May;54 Suppl 2:5-8. doi: 10.1111/
epi.12175.
Road to refractory epilepsy: The Glasgow story.
Brodie MJ.

Seizure. 2013 Apr 26. pii: S1059-1311(13)00103-9. doi:
10.1016/j.seizure.2013.04.004. [Epub ahead of print]
Computerized neuropsychological testing in epilepsy:
Overview of available tools.
Witt JA, Alpherts W, Helmstaedter C.
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Epilepsia. 2013 May;54 Suppl 2:1-4. doi: 10.1111/
epi.12174.
The puzzle(s) of pharmacoresistant epilepsy.
Pohlmann-Eden B, Weaver DF.
Epilepsy Res. 2013 Apr 30. pii: S0920-1211(13)00100-9.
doi:
10.1016/j.eplepsyres.2013.03.015. [Epub ahead of print]
Postictal psychosis in temporal lobe epilepsy: Risk factors
and postsurgical outcome?
Cleary RA, Thompson PJ, Thom M, Foong J.
J Child Neurol. 2013 May 1. [Epub ahead of print]
Use of Dietary Therapy for Status Epilepticus.
Kossoff EH, Nabbout R.
Neurology. 2013 May 14;80(20):1901-7. doi: 10.1212/
WNL.0b013e3182929f4f.
Subcortical epilepsy?
Badawy RA, Lai A, Vogrin SJ, Cook MJ.
Childs Nerv Syst. 2013 May 17. [Epub ahead of print]
Vagal nerve stimulation in children under 12 years old with
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ESNA News
Epilepsy Care
Welcome to the first electronic only version of the Epilepsy
Care journal. The format has changed slightly but we hope
that ESNA members will continue to find it informative and
topical. The aim is still to provide a vehicle for nurses to
write about their own interests and research in the field of
epilepsy. The co-editors would like to hear from any
members interested in submitting articles and would also
welcome any comments about the new format. We very
much want to provide a journal which meets the needs of
its readership and to that end feedback is vital.

The ESNA executive has shortlisted a dozen possible topics
for presentation at the conference based on feedback from
conference 2012. Members are welcome to contact any
member of the executive with further suggestions before the
programme is finalised later this year.
ESNA AGM 2013
A summary of the AGM, particularly the revised constitution
will be made available for members via the ESNA website.
Epilepsy Alliance
Unfortunately, Glaxo Smith Kline has decided not to
continue their involvement with the Epilepsy Alliance. ESNA
would like to thank them for the support that they have
given through the Alliance over the last couple of years. In
that time there have been some significant achievements;
most notably the adult and learning disability epilepsy nurse
competencies have been published, which should have a
positive impact both on commissioning of services as well
as the evaluation of an individual’s performance and
development.

ESNA conference 2014
Although we are only halfway through 2013, the ESNA
executive has already been considering options for next
year’s conference. The overriding concern has been to
make it accessible to as many members as possible. As
well as its geographical location consideration has also
been given to the day (weekday or weekend) that the
conference should be held and cost for delegates.
The ESNA executive feels that there are two reasonable
options for conference. The first would be a two-day
programme similar to the previous events in 2010 and 2012
held at a location in the Midlands close to an airport and
with good road and rail links. Alternatively, two separate
days with similar content could be organised one in the
North and one in the South of the country. Again, we would
consider proximity to an airport and good rail and road links
to be essential. The cities of Newcastle upon Tyne and
Bristol have been considered as venues that would meet
those requirements. A questionnaire will be sent out by
email shortly to elicit the views of the membership about
these options.
There has been considerable discussion about the cost of
conference. With challenging economic times, it is unlikely
that we will be able to attract the level of sponsorship that
our conference has enjoyed in previous years. Utilising
postgraduate medical centres for single day events without
an overnight stay would undoubtedly reduce the costs
significantly. The ESNA executive are actively looking for
ways of reducing costs compared to those incurred for
conference 2012 to provide members with real value for
money.
The ESNA AGM for 2014 will take place during the
conference if a single two-day event is chosen. If two, one
day events become the preferred option then the AGM will
take place at one of them. Notice will be provided about the
AGM in accordance with the ESNA constitution.
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There have been a series of Epilepsy Alliance study days
which have been well received by nurses. The next of these
scheduled for the ninth and tenth of October at Warwick
University will still be going ahead. It is planned that the
long-awaited portfolio designed to accompany the nurse
competencies will be launched at this meeting. Further
information will be circulated in the usual manner.
Finally, the Alliance has been involved in funding the
relocation of the diploma in epilepsy care from Leeds to
Edinburgh Napier University (in partnership with Brian
Chappell from NeuroEducation, Epilepsy Action and ESNA).
A Masters level epilepsy course is also being considered.
There is considerable will from Epilepsy Action and ESNA to
maintain the Epilepsy Alliance and both organisations plan
to continue working together on specific projects under this
banner.
Paediatric competencies
These are in the process of being updated in a similar
format to the adult and learning disability competencies. At
the time of writing a first draft from the authors was thought
to be imminent. When this arrives it will be circulated for
comment in the same way as the earlier documents.
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ESNA News (continued)
Paediatric epilepsy training (PET)
This training programme is now almost ready for release. It
is hoped that it will standardise high-quality epilepsy training
and also that its content could easily be adapted for both
adult and learning disability specialisms. It is hoped that the
British Paediatric Neurology Association (BPNA) who have
been working on the project will have the opportunity to
present their work at the ESNA conference in 2014. The
final training packages will be available from the ESNA
website following the launch.
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