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RESULTS
• We identified the 4 most frequently discussed AEs from antiseizure medications: sleepiness, 

insomnia, mood changes, and cognitive effects. Comments from patients captured the negative 
impact these AEs have on their quality of life (Figure 1)

• In addition to AEs, patients also reported a range of challenges with mental health, and the 
stigma associated with epilepsy pressured patients to remain silent about their struggles 
(Figure 2)

INTRODUCTION
• Epilepsy is a neurological disease with a risk of unprovoked seizures that can be 

considered both invisible and associated with stigma, making it challenging to fully 
understand patient perspectives and unmet needs1

• Available antiseizure medications are associated with adverse events (AEs) that 
may result in discontinuation and reduced quality of life, and contribute to 
nonadherence2-4

• Although both patients and neurologists rank seizure control as the highest priority, 
patients place significantly more weight on AEs and tolerability compared with 
neurologists5,6

• While seizure freedom remains the primary goal of epilepsy treatment,7 we aimed to 
assess additional unmet needs of people with epilepsy by investigating the patient 
experience directly from social media influencers and online platforms where
patients discuss epilepsy

• The platforms and influencers we investigated play a crucial role in providing an 
environment where the epilepsy community can express their voice

• The intent of this qualitative research was to identify potentially overlooked challenges 
that patients experience

OBJECTIVES
• To identify perspectives on medication AEs, mental health issues, and stigma 

associated with epilepsy
• To understand how the community utilizes online platforms to discuss these 

challenges and how they foster an open environment for those living with epilepsy

METHODS
• This was a qualitative assessment of the epilepsy patient experience as observed 

through various web-based platforms conducted between June 15, 2024, and 
July 30, 2024

• Patient perspectives and unmet needs were identified across 3 areas: antiseizure 
medication AEs, mental health, and stigma

• Salient quotes and commentary from people living with epilepsy were passively 
captured from various media platforms, including YouTube, TikTok, Instagram, 
Reddit community forums, and Epilepsy Foundation community forums

• Individuals and influencers, who were most active within these forums based on 
reach, followers, and impressions, were identified; their posts, videos, and other 
media were analyzed for information related to medication AEs, mental health, 
and stigma

A Qualitative Assessment of the Epilepsy Patient Experience 
Through Social Media and Web-Based Forums
Allie Herrera1,2; Alyssa Healy1,3; Christopher Jensen, PharmD1; Anne Neumann, RN, BSN1

1Biohaven Pharmaceuticals, New Haven, CT; 2University of Arkansas, Fayetteville, AR; 3Providence College, Providence, RI

POSTER 
P2-015

DISCLOSURES: AHerrara and AHealy received compensation as interns at Biohaven Pharmaceuticals. 
CJ and AN are employed by and hold stock/stock options in Biohaven Pharmaceuticals. 

ACKNOWLEDGMENTS: Medical writing and editorial support were provided by James Banigan, PhD, 
and Dena McWain of Apollo Medical Communications, part of Helios Global Group, and funded by 
Biohaven Pharmaceuticals. 

REFERENCES: 1. Mayor R, et al. Seizure. 2022;94:142-160. 2. Seiden LG, Connor GS. Epilepsy Behav. 
2022;128:108517. 3. Abou-Khalil BW. Continuum (Minneap Minn). 2022;28(2):500-535. 4. Steinhoff BJ, et al. 
Epilepsy Behav. 2021;118:107939. 5. Ettinger AB, et al. Epilepsy Behav. 2018;80:247-253. 6. Rosenow F, et al. 
Epilepsia. 2022;63(2):451-462. 7. Panayiotopoulos CP. Principles of Therapy in Epilepsies. In: Panayiotopoulos 
CP. The Epilepsies: Seizures, Syndromes and Management. Bladon Medical Publishing; 2005.

CONCLUSIONS
► This assessment of social media and online forums provided a unique understanding of 

the perspectives and unmet needs that people with epilepsy are vocalizing outside of a 
clinical setting

► Patients utilizing these forums shared their struggles with medication AEs, mental 
health, and stigma

► Across the various media platforms and influencers, it was clear that unmet needs 
persist beyond the goal of seizure freedom

► Through comment sections of videos and posts, it was also apparent that there is a 
community of patients who share similar experiences

► By providing a means for patients to share their voice, these influencers and platforms 
foster an environment where patients can feel empowered to advocate for their health 
and epilepsy education

► Further research is warranted on how these online forums may impact patient 
education, quality of life, and health outcomes

Figure 2. Perspectives and Unmet Needs Related to Mental Health and Stigma

Epilepsy Patient Experience: Mental Health and Stigma Commentary

Mental Health

Feeling alone and isolated is the
hardest part.

One medication led me to have a 
severe depressive episode where, for 
example, I didn’t wash my teeth and my mom 
had to wash me.  

Sometimes you don’t feel like going outside.

I stopped taking my meds, started starving 
myself, doing anything I could to provoke a 
seizure that would end my life just so I could 
end the pain.

Stigma
No one needs to know that 
I have epilepsy. No one seems
to understand it anyways, and 

people who don't understand it seem to 
look down upon those who have it. 
So, I'm not telling anyone out of fear of 
rejection.

I saw my family today, and they pacified 
me like I would expect them to treat my 
grandmother. 

I spent days feeling ashamed, 
embarrassed, and was horribly bullied by 
classmates.

Figure 1. Perspectives and Unmet Needs Related to Antiseizure Medication 
Adverse Events

Epilepsy Patient Experience: Adverse Event Commentary

Mood Changes
My emotions have become unpredictable. 
I can be happy and having a wonderful 
day, and snap to become filled with 
anger.

I’m so angry. I’m so enraged. I can literally feel 
my body and everything about me changing and 
dropping.

I’d cry over anything.

Insomnia
I have difficulty getting to 
sleep and when I do, I do 

not sleep soundly.

I would be either in bed all day or what 
I call ‘nonfunctional’. 

I go for days and days with no sleep. 
I’m so tired, I can't move during the day.

I hate the memory loss. 
Before my epilepsy began, 
I had a photographic memory.

Returning to college and it’s 
frustrating knowing that my GPA 
won’t reflect my abilities because of 
the memory and connection issues. 

It is hard to be productive and takes 
away from anything that could be 
even remotely enjoyable.

Cognitive Effects

Sleepiness
I get home and can do nothing else but 
fall into bed. My brain feels as if it is 
about to either explode or shrink.

I work full time so having a nap generally isn’t 
an option, and I’m trying not to drink coffee as I 
find it makes me more vulnerable to seizures.

I will have bouts of extreme exhaustion out of 
nowhere.

I seem to need 9-10 hours of sleep at night, 
and I find it extremely difficult to get out of bed 
in the mornings.

GPA, grade point average. 
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