TOWARDS A GLOBAL ALLIANCE
ON EPILEPSY RESEARCH
Organised by Epilepsy Alliance Europe
and hosted by Brian Hayes, MEP and members of the
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Today marks a Milestone!
So spoke Brian Hayes MEP (Member of
Parliament), on opening the workshop in
the European Parliament in Brussels on
Tuesday 7 February.
Mr Hayes is President of the European
Advocates for Epilepsy Working Group - a
group of cross‐party, cross‐national MEPs
with particular interest in epilepsy.
Mr Hayes explained that the purpose of
the meeting was to see how resources in
the US, EU and, possibly Asia, might be
pooled so that each region was not working in a silo but as a joint collaborative
unit.
The European Written Declaration on
Epilepsy in 2011, which was supported
with the signatures of 459 MEPs, and the
more recent WHO Resolution on epilepsy,
approved unanimously by the World
Health Assembly in 2015, recognised the
importance of the issue. The workshop
would also demonstrate to the European
Parliament "the quiet but deliberate work

that has been going on since
2011", Mr Hayes added.
Background
Although very little progress has
been made in improving medical
outcomes of people with epilepsy
during the last decades, a large
amount of data derived from
extensive pre-clinical research has
become available which provides
a strong rationale for the conduction of potentially ground-breaking academically-driven clinical
studies tackling several priority
issues consensually acknowledged
by the epilepsy community:
1. prevention of epilepsy;
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All of these objectives would require
recruitment and financial capacities that
could only be achieved at the global level,
and justify the building of a global alliance
program for epilepsy research.
Despite a number of major research calls
funded by US National Institutes of
Health (NIH) and by the EU during the
last decade, financial support for epilepsy
research lags behind most comparably
prevalent or severe neurological and
non-neurological disorders.
Accordingly, no significant progress has
been made in reducing:
1. the incidence or prevalence of epilepsy,
2. the proportion of patients whose
seizures remain treatment-resistant,
3. the death toll resulting from the
disease.
Currently, 65 million people suffer from
epilepsy worldwide, one third being
refractory to treatment and at an increased
risk of sudden death (SUDEP, about one
every 10 minutes worldwide), suicide and
seizure-related fatal accidents.
Thanks to significant advances in preclinical research and technology, several
interventions could now be proposed to
tackle the above issues. However, testing
these interventions would represent a huge
clinical research challenge due to the major
cost and recruitment difficulties of such
clinical trials.
Both limitations could be effectively
addressed by multinational collaborative
efforts.
Prompted by previous successful global
research initiatives, notably in the field of
traumatic brain injury (TBI), the American Society for Epilepsy (AES), ILAE and
IBE have worked over the last 18 months
on the opportunity to develop a project
addressing the above issues.
A specific task force was set-up by ILAE/
IBE to define potential research topics
that would deserve or require a global
approach. This work was built on previous
efforts from the epilepsy community to delineate priorities in epilepsy research in the
US, Europe and the Asia-Oceania region.
In parallel, the global epilepsy scientific community was contacted soliciting
further proposals. Suggested priorities and
proposals were consolidated and ranked
through a web-based survey that was again
disseminated to the community.
The workshop in the European Parliament
on 7 February hosted by the European
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Advocates for Epilepsy working group and
chaired by Brian Hayes MEP. The closed
invitation-only event, addressed the opportunity to develop a global alliance research
program in epilepsy, along the example of
what has been done for TBI.
It was attended by some of the most senior
representatives of a number of agencies
and associations from Europe and North
America. These included the Head of Sector for Neuroscience at DG Research, the
Head of the ERN program at DG Santé,
the NIH Program Director of Epilepsy,
the Scientific Director of the Institute of
Neurosciences of the Canadian Institute
for Health Research, the President and
the President-elect of ILAE, the President
of IBE, the President of the American
Epilepsy Society, the President and CEO
of Epilepsy Foundation of America, the
Chair of the Epilepsy Panel of the European Academy of Neurology, the President
of the European Federation of Neurological Associations, and a number of other
stakeholders.
The scene was set for the discussion by Mrs
Francesca Sofia, the mother of a child with
Dravet Syndrome, who spoke passionately
and with great emotion on the isolation
and loss of control that had followed
her daughter's diagnosis. She told of the
loneliness, stigma and discrimination to
which her daughter was subjected and how
her quality of life continued to worsen, not
only because of her epilepsy but also, because of the side effects of her medication.
In closing the workshop, Mr Hayes,
urged that the momentum established at
the meeting be maintained. This was an
important initiative and should not be
allowed to die. "MEPs are interested in
providing support. If we have something
concrete to give, then they will get behind
us", he said.
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