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As you know, 20-30
percent of the pa-
tients with epilepsy

suffer from some kind of
psychiatric problem and
the impact of this on
quality of life is at least
as serious as seizures
themselves. However,
psychiatric issues have
not attracted a corre-
sponding level of atten-
tion among epilepsy
specialists. As John
Hughlings Jackson once
said, “we need to be botanist and gardener at the same
time to take care of patients with such a complex disease
as epilepsy.” Whilst the botanist side of epilepsy appeals
so much to specialists, the gardener aspect of it tends to be
unpopular. Psychiatric issues in epilepsy still need a lot of
gardener-like coping skills, which awaits a systematic ap-
proach from the field of epilepsy.

Since the start of the new Commission on Neuropsychia-
try, from 2013 in Montreal, we have planned a number of
initiatives covering all areas of psychiatric impact in
epilepsy: depression, psychosis, epilepsy surgery, childhood
issues, discussion between neurologist and psychiatrist,
and educational matters. We have established Task Forces
specializing in each of these topics. All the members of the
Task Forces are now striving hard to get visible achieve-
ments on the relevant issues.

In the first half of our Commission’s time, we are focus-
ing on two tasks. I am going to address these issues first
and then briefly summarize the other activities. 

The first is about behavioral problems in adults with an
intellectual disability and epilepsy. This subgroup of pa-
tients has a wide range of clinical backgrounds such as
epileptic encephalopathy as a primary cause resulting in

intellectual problems and underlying brain damage leading
both to epilepsy and intellectual disability. The size of this
subgroup is large but attention given so far has been not
always sufficient. Mike Kerr and I are holding an interna-
tional symposium titled “Epilepsy, behavior and intellec-
tual disability: a time for change. An international ILAE
conference” at Tokyo in 1 October 2014. The purpose of
the meeting is to discuss key areas of need, and solutions
to these needs, to reduce the burden of psychological and
behavioral problems around the world especially in this
subgroup. The planned speakers and Chairs include 
Christine Linehan (Ireland); Mike Kerr (UK); Kenji Sugai
(Japan); Christian Brandt (Germany); Sara Wilson 
(Australia); Kousuke Kanemoto (Japan); Jun Kawasaki
(Japan); Hirano Keiji (Japan); Yukari Tadokoro (Japan);
Mbewe EK (Zambia); and Jo Wilmshurst (South Africa). 
Jo Wilmshurst is the current Chair of the Commission on 
Pediatrics of the ILAE. A close co-operation between both
Commissions is in prospect. Our Child Task Force chair,
David Dunn, will also promote this cooperation.

The second primary target is Psychogenic Nonepileptic
Seizures (PNES). Markus Reuber now leads this Task Force.
The precise goal of this Task Force is entitled “PNES around
the world.” This Task Force will explore the present status
of PNES around the world, especially different therapeutic
approaches depending on different cultural backgrounds.
At Stockholm in association with the 11th European Con-
gress of Epilepsy, an international meeting on this issue is
planned. Markus Reuber (UK); Kousuke Kanemoto (Japan);
Alejandro De Marinis (Chile); Curt LaFrance (USA); 
Ali Akbar Asadi-Pooya, (Iran); David Gigineishvili 
(Georgia); Ravi Paul (Zambia); and Kette Valente (Brazil)
are intended attendees and will discuss this. Based on
these discussions, an international symposium will be held
on this matter at Nagasaki, Japan on 29 October 2015.

During the term of the last Commission, the Task Forces
on Education and Depression made remarkable achieve-
ments. Marco Mula continues his leadership of the Educa-

tion Task Force, promoting VIREPA e-learning and plans to
publish a textbook on neuropsychiatric issues in epilepsy.
The Task Force on Depression under the leadership of 
Sung Pa Park, with the help of Andres Kanner, is promoting
further dissemination of the Neurological Depression Disor-
ders Inventory for epilepsy (NDDI-e) in nations where it has
not yet been done. Because of the remarkable time-saving
nature of NDDI as a screening tool for depression, dissemi-
nation of this is expected to heighten awareness of depres-
sive states in patients with epilepsy around the world.
Aileen McGonigal and Dongmei An are now translating the
scale into French and Chinese, respectively. 

The Task force on the Psychiatric Aspects of Epilepsy
Surgery, chaired by Gerardo Filo, is working on identifying
minimum requirements for psychiatric evaluation before
surgical intervention, which should help clinicians who
work in facilities where psychiatrists’ involvement is not
currently available. The Task force on Psychoses, Chaired by
Robert Kuba, plans to investigate gaps in our knowledge
about mild psychotic experience both in health profession-
als and patients. Initially, a pilot study will be performed in
Japan and the Czech Republic. 

There are many other experts, who have kindly decided
to become part of the Task Force and have not been listed
here. Many new initiatives concerning psychiatric issues in
patients with epilepsy will come out during our remaining
term. I sincerely ask you all to help us to heighten the
awareness of this important, but still relatively neglected
area, and to kindly pay attention to our activities as garden-
ers directly confronted with patients with the doubly difficult
situation that is epilepsy and psychiatric difficulties. 

Commission Members: Kousuke Kanemoto, Chair, 
Andres Kanner, Marco Mula, Mike Kerr, David Dunn, 
Gerardo Filho, Robert Kuba, Sung-Pa Park, Markus Reuber, 
José Francisco Tellez-Zenteno, and Tatsuya Tanaka, MC 
Liaison.
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The child suffering with
epilepsy has many
unique needs.  Some

of these needs are linked
to the cause of the
epilepsy and others are
tied to societal attitudes
about epilepsy and to the
impact that epilepsy may
have on the family and
the child’s development.
Many of these needs go
unaddressed because the
children often don’t have
a voice to call attention to
these age specific and critical medical and psychosocial is-
sues.  The Commission on Pediatrics has selected three key
areas specific to children with epilepsy that will be targeted
during the next three years.  These areas are to assure that

children have a reliable access to medications, to develop
an approach to the many comorbidities of epilepsy specific
to children and to adapt seizure guidelines that are focused
on neonatal and infantile seizures.

1. Advocacy Task Force for the rights of the child to
consistent and reliable AED supply
(Chair: Jo Wilmshurst)
The rights of the child with epilepsy are abused worldwide
by the limitations on access to effective antiepileptic drugs
that are often driven by pharmaceutical companies, who
can withdraw or limit access to AEDs based on revenue and
by the local limitations set by financial restraints. Children,
especially from resource poor settings, either have no ac-
cess, unreliable access, or are managed with a combination
of antiepileptic drug (AED) generics of different bioavail-
ability. Legislation exists in Europe, which states that
changing a child who is stable on one brand of a drug to
another is unethical. A working document will be com-

pleted based on the current practice and policies relating to
access to and supply of AEDs (withdrawal of “essential”
agents), and the prescribing behavior of AEDs (generic,
changing over of brands), for children with epilepsy. Ideally
this document will evolve into a position statement, under
the auspices of the ILAE, relating to recommended good
practice. Key members from the therapeutics and the Advo-
cacy Task Forces will be invited to be part of this work.

2. Task Force for comorbidities in Pediatric Epilepsy 
(Chair: Stephane Auvin)
The aim for this Task Force is to develop a “user friendly
text” that documents the known data (epidemiology, 
regional variations, etiologies), identifies what is not
known, and highlights and red flags where interventions
are needed for children with epilepsy. Where data are lack-
ing, explanations for this will be sought, such as challenges
from lack of resources, from the effect of stigma, and fail-
ure to disclose the presence of the disease. Known etiolo-
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Epilepsy surgery is
worldwide an un-
derutilized option

for people with med-
ically intractable
epilepsy that is surgi-
cally remediable. Strate-
gies to gain seizure
freedom through surgery
differ depending on local
resources and traditions.
As is usually the case in
most of medicine there
are several paths to reach
the same goal. The ultimate goal for epilepsy surgery
whenever possible is seizure freedom without consequences
imposed by the treatment or by the presurgical evaluation.
It is important not to forget that in many cases seizure
freedom is not possible and that a significant reduction of
seizures may be a substantial gain for many patients. In
this term the Commission for Surgical Therapies has several
issues that it will emphasize.

Patient oriented outcomes – relating seizure outcome
to safety
The goal of the Commission on Surgical Therapies is to de-
velop and support new strategies in the presurgical evalua-
tion and actual surgery that minimize the risks for the
patient and optimizes the outcomes. This statement does
not mean that we must standardize the surgical approach,
as there are so many causes and surgical possibilities. In
pursuing this goal, the Commission of Surgical Therapies
will work together with other relevant League Commissions.

The importance of education
With the rapid spread of epilepsy surgery worldwide it is of
great importance to train and to educate the new teams in
all that is needed to diagnose, localize and remove the
seizure focus. Different efforts should be planned in respect
to local resources and experience. Courses in epilepsy sur-
gery need to encompass not only technical surgical aspects,
but the multidisciplinary team work which is the basis for
optimizing presurgical evaluations. Fellowships may make
it possible for younger colleagues to gain experience by ed-
ucation in experienced centers and with the evolving tech-
niques it is increasingly possible to build networks, have
internet consultations and discussions and to find interna-
tional support. This is also strongly supported by the ILAE’s
strategic plan: to make it easy to find and seek knowledge
in epilepsy worldwide!

The surgical treatment and procedures
The surgical decision and recommendations to the patient
and family must be based on multidisciplinary evaluation
and discussions, including not only the surgical risks, but
also possible or expected cognitive deficits or in some in-
stances even neurological deficits. Trade-offs between the
therapeutic effects of surgery and the risks for adverse ef-
fects and complications must be discussed with all who will
be affected by the outcome.

Long-term follow up and further randomized studies
An increasing number of reports are published on the long
term results of epilepsy surgery. It is important that obser-
vational long-term follow-up studies are comprehensive
and with sound methodology. Patients and their relatives
need information on the long-term outcomes as part of the
counseling process when they are considering resective
brain surgery. One goal for the Commission will be to en-

courage and support centers worldwide to focus on the im-
mediate as well as the longer duration consequences for
the operated patients and use these outcomes to improve
these results. 

The importance of support to developing countries
and countries with minimal resources
Some epilepsy surgery procedures and programs may be
handled well in countries with minimal resources and in
developing countries. It is, however, important for these
teams to get support and educational resources from the
well established epilepsy surgery centers. The development
of transnational partnerships may be a key goal for our
Commission. 

Summary of Commission Goals:
• To continue the international collaboration to spread

knowledge of techniques for evaluation and surgery of
patients with epilepsy

• To emphasize good long-term results
• To create a culture of maximal safety for the patients in

both evaluation and treatment
• To promote and assist in evaluation of new techniques
• To foster education in epilepsy surgery
• To support the creation of epilepsy surgery programs in

developing countries and countries with minimal re-
sources.

Commission Members: Bertil Rydenhag, Chair, 
Bernhard Steinhoff, Kristina Malmgren, Mike Sperling, 
Christine Bulteau, Pavel Krsek, Andrew McEvoy, 
Sanford Hsu, Mario Alonso, Serege Vuilliemoz, and 
Taisuke Otsuki.
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gies for comorbidities will be sought, differentiating them by
such factors as when they are part of the “overall brain
makeup” or are the result of parallel processes such as
tuberous sclerosis.  Other comorbidities may be the result of
insults to the brain and as such are secondary or
acquired,such as post meningitis. Etiologies will vary re-
gionally, for example in resource poor countries there will be
higher prevalence of acquired insults (neuroinfections,
trauma, poor nutrition, lack of interventions). Knowledge of
other potential influences will be investigated for example,
nutritional state, social access and bonding among other 
influences. Clues will be used to identify when a behavioral
trait is purely behavioral and when it is in fact the epilepsy.
The task force will also recommend which AEDs should be
avoided to minimize drug induced adverse behaviors. The
evidence will documented to support the current interven-
tions, as well as the controversial issues such as “treating”
the EEG. Red flags will be noted so as to identify patients
for early intervention. A syndromic approach will also be
undertaken examining comorbidities which are prevalent
with specific seizure types. 

3. Task Force for adaptation of recommendations for
neonatal and infantile seizures
Chair: Hans Hartmann; Regional experts: Pauline Samia
(Africa), Vinayan Puthenivill (Asia), and Marilisa Guerreiro
(South America)
The aim of this Task Force will be to adapt existing pediatric
guidelines and recommendations into user-friendly formats
for neonatal and infantile seizures and epilepsies. These
templates will be further adapted to be useful at a local
level (i.e. in settings with different resources).  Where exist-
ing programs exist, they will be recruited to avoid duplica-
tion. Various tools will be used to translate the information
in these recommendations (e.g.web, direct teaching, visiting
expert programs). The regional experts will undertake pilot
studies for applying these guidelines (ideally as part of es-
tablished teaching programs), and will explore the best way
to translate and adapt the information. Simple flow dia-
grams will be developed, as will leaflets,  card lists and mo-
bile “apps”. Monitoring will be incorporated to measure the
success, effectiveness and usefulness of these recommenda-
tions on such things as neonatal morbidity rates on units,
long term outcomes, duration of stay and improved seizure

control. There will be collaboration on this project with the
Education Committee.

It is the goal and hope of the Commission on Pediatrics
that these efforts will bring added attention and action to
address the needs of children with epilepsy and their fami-
lies.  As our work progresses we will bring these issues to
our colleagues for their advice on how best to improve this
dire situation.

The working committee consists of Jo Wilmshurst, Chair,
Patrick van Boegart, Hans Hartman, Perrine Plouin,
Petia Dimova, Stephane Auvin, Amy Brooks-Kayal,  
Makiko Osawa, Vinayan Puthenivill, Pauline Samia,
Marilisa M Guerreiro, and Helen Cross, MC Liaison.  There
are affiliations with key Commissions and Task Forces with
complementary interests namely; epilepsy surgery (pediatric
advisor - Bill Gaillard), education (Jaime Carrizosa, Lionel
Carmant), neuropsychiatry (David Dunn), and neonatal
classifications (Ronit Pressler, Perrine Plouin).
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