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Organised biennially by the International League
Against Epilepsy (ILAE) and International Bureau for
Epilepsy (IBE), the International Epilepsy Congress  
(IEC) stands as the most significant global scientific
gathering focused on epilepsy.

The 35th IEC took place from 2 – 6 September 2023
at the Convention Centre in the heart of Dublin,
Ireland.

35th International Epilepsy
Congress



As President of the International Bureau for Epilepsy, I firmly believe that we will not change the lives of people with
epilepsy unless we truly understand what matters most to them; unless we truly understand how research and clinical
practice can, and should, be focussed on addressing the most pressing burdens. 

At IEC 2023, I was so pleased to see people with epilepsy and those who care for them, given a platform in the main
and parallel sessions to ensure we ground the science in the real, lived experience of our community. It is not enough,
though, for the science to stay within the walls of the congress centre, or the pages of our scientific journals, and so I
was honoured to open the first of two public sessions - organised by, our chapter, Epilepsy Ireland - where over 200
people had registered each evening, with another 200 people from around the world signed-up to following the
livestream. The enthusiasm of the scientific community to come and speak at these events was heartening.
Supplemented by our Citizen Journalists who reported online about the congress activities, this was truly a great effort
to disseminate the latest science to all those people living with epilepsy; providing hope. 

Hope was also provided through a gathering of young people with epilepsy from all across the world who came to join
our first-ever Global Epilepsy Youth Summit, by the convening of our chapters from across the globe - sharing their
experiences and achievements, by those who turned up to a teaching course on Patient and Public Involvement, and
by a Presidential Symposium focussed on defining meaningful outcomes which attracted such a large audience. I am
hopeful that IEC 2023 will set a precedent for the engagement of people with epilepsy in future congresses, and I look
forward to seeing this grow even further! 
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Patient and public involvement is a concept that we have
been talking about for many years. However, at this - the
35th International Epilepsy Congress - I believe that we have
moved beyond talking, and the meaningful engagement of
people with epilepsy was demonstrated throughout the
programme. 



The hashtag garnered
close to 73K Impressions.

Amplifying The Voices of Lived Experience
#EpilepsyVoices 
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To amplify the voices of lived experience during IEC we registered a dedicated hashtag,
#EpilepsyVoices at  Symplur’s Healthcare Hashtag Project, encouraging its use alongside the
official #IEC2023 hashtag. 



Social Media 
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We experienced exponential growth in the days leading up to IEC and during the Congress itself. 



Bringing The Voice of Lived Experience To
#IEC2023

Epilepsy isn’t just a medical condition;
it’s a journey that profoundly impacts
individuals and their families. 

Understanding the medical aspects of
epilepsy is crucial, but understanding
the emotional, psychological, and
social elements is just as important.

A key focus of this year’s International
Epilepsy Congress was the inclusion of
speakers with lived experience. These
speakers grounded the Congress in
real-life experiences, reminding
attendees that every data point
represents a life, a family, and a
unique journey.
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 Citizen Journalists 
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This innovative addition infused IEC 2023 with fresh perspectives. The participation of citizen
journalists brought the voice of the people with direct experience of epilepsy to the forefront. 
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Youth Summit
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A group of young people (18-35) living with epilepsy came to Dublin

to participate in our first-ever Epilepsy Youth Summit. The aim was

to connect young people living with epilepsy to share their

experiences and explore common challenges. Sessions also focused

on building leadership skills, learning more about epilepsy research,

engaging in personal development activities, and networking with

each other and other stakeholders. The feedback was

overwhelmingly positive, with many attendees declaring it to be a

life-changing experience!



Networking at IEC
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There were plentiful opportunities to network and exchange fruitful ideas during IEC. Attendees
also discovered a sense they were not alone in the vital work they do.



Public Sessions 
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An exciting development this year was
the inclusion of a special public program,
arranged by Epilepsy Ireland, held over
two evenings. 

The program featured renowned epilepsy
experts who presented their research and
findings in a way that was accessible for
all. 



Public Sessions Feedback 
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The feedback survey conducted by Epilepsy Ireland clearly indicated an overwhelmingly
positive response to the Public Sessions.

I want to express my appreciation
for the effort and time you put
into making the latest research
on epilepsy available to the
public. Everything was excellent,
and I look forward to attending
more events like this.
Congratulations!



Golden Light Awards
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Three inspiring young people – from Brazil, Tanzania and Ireland – were selected to receive this
year’s award, from over 20 nominations received from across the world. The Awards are an
opportunity to recognise and reward outstanding young people who live with epilepsy or care for
a person with epilepsy. 



Social Accomplishment Award
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The Social Accomplishment Award is given to an individual to recognise his or her outstanding
personal contribution to activities that have resulted in a significant advance in the social well-
being and or quality of life of people with epilepsy.

This year the Award was given to 24-year-old
Cassidy Megan,  from Nova Scotia, Canada.
Cassidy is the founder of Purple Day an epilepsy
awareness day that is recognized and
celebrated globally every year on March 26.

Cassidy is also a member of IBE’s Global Youth
Team and played an active part in the Youth
Summit at IEC. 

https://www.purpleday.org/


The Curse of Stigma 
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The first screening of an exclusive preview of the documentary
film The Curse of Stigma took place at IEC 2023.

A powerful and intimate documentary film that tells the story
of two African women living with epilepsy and the pain,
isolation, and harm they have suffered because of
discrimination and deeply embedded cultural beliefs. 

Their ultimate understanding of epilepsy as a treatable
condition leads them to better health and brighter futures. By
telling their truth, and the truth about epilepsy, they overcome
shame – the ultimate curse of epilepsy stigma.

The BAND Foundation and the Whitten-Newman Foundation
jointly produced this film to raise awareness of the challenges
of living with epilepsy in Africa and the opportunity to address
stigma and advance access to affordable treatment.  Funds
raised through this effort will go directly to IBE Africa’s Anti-
Stigma Campaign.
 
For more information visit: thecurseofstigma.org

http://thecurseofstigma.org/



