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| N T R O D U C T | O N R E S U LT S Figure 2. Perspectives and Unmet Needs Related to Mental Health and Stigma

 Epilepsy is a neurological disease with a risk of unprovoked seizures that can be » We identified the 4 most frequently discussed AEs from antiseizure medications: sleepiness,
considered both invisible and associated with stigma, making it challenging to fully insomnia, mood changes, and cognitive effects. Comments from patients captured the negative Epilepsy Patient Experience: Mental Health and Stigma Commentary
understand patient perspectives and unmet needs’ iImpact these AEs have on their quality of life (Figure 1)

 Available antiseizure medications are associated with adverse events (AEs) that * In addition to AEs, patients also reported a range of challenges with mental health, and the
may result in discontinuation and reduced quality of life, and contribute to stigma associated with epilepsy pressured patients to remain silent about their struggles Mental Health Stigma
nonadherence™ (Figure 2) Feeling alone and isolated is the MO LIl

« Although both patients and neurologists rank seizure control as the highest priority, _ _ o o hardesg,gt art @ | have epilepsy. No one seems
patients place significantly more weight on AEs and tolerability compared with Figure 1. Perspectives and Unmet Needs Related to Antiseizure Medication FEIE PSS to understand it anyways, and
neurologists®® Adverse Events One medication led me to have a people who don't understand it seem to

. : : . : : severe depressive episode where, for look down upon those who have it.
« While seizure freedom remains the primary goal of epilepsy treatment,” we aimed to sermele, | e s iy (i Sing [y fe So, I'm not telling anyone out of fear of

assess additional unmet needs of people with epilepsy by investigating the patient Epilepsy Patient Experience: Adverse Event Commentary had to wash me. rejection.
experience directly from social media influencers and online platforms where

patients discuss epilepsy me like | would expect them to treat my
» The platforms and influencers we investigated play a crucial role in providing an Insomnia | stopped taking my meds, started starving grandmother.
environment where the epilepsy community can express their voice ﬁ | get home and can do nothing else but myself, doing anything | could to provoke a | spent days feeling ashamed,

Sometimes you don’t feel like going outside. | saw my family today, and they pacified

Sleepiness

- The intent of this qualitative research was to identify potentially overlooked challenges 7| e s, by ol el & I ¢ = | have difficulty getting to SRR G M7 S el el embarrassed, and was horribly bullied by
: . =l about to either explode or shrink. 1| sleep and when | do, | do end the pain.
that patients experience | ! classmates.

| work full time so having a nap generally isn’t not sleep soundly.
O B J E C T I V E S an option, and I'm trying not to drink coffee as | | would be either in bed all day or what
find it makes me more vulnerable to seizures. | call ‘nonfunctional’.
* To ideptify pe_rspec_tives on medication AEs, mental health issues, and stigma | will have bouts of extreme exhaustion out of | go for days and days with no sleep.
associated with epilepsy nowhere. I'm so tired, | can't move during the day.
* To understand how the community utilizes online platforms to discuss these | seem to need 9-10 hours of sleep at night, C O N C L U S I O N S
challenges and how they foster an open environment for those living with epilepsy and | find it extremely difficult to get out of bed Th  of Al med 4 online f ded . derstandi .
in the mornings. IS assessment of social media and online forums provided a unigue understanding o
M E T H O D S Cognitive Effects the perspectives and unmet needs that people with epilepsy are vocalizing outside of a
clinical setting
* This was a gualltatlve assessment of the epilepsy patient experience as observed Mood Ch @\ | hate the memory loss. Patients utilizing these forums shared their struggles with medication AEs, mental
through various web-based platforms conducted between June 15, 2024, and 00 anges Before my epilepsy began, health :
Julv 30. 2024 | had a photographic memory. ealth, and stigma
Y (2)_ My emotions have become unpredictable. Across the various media platforms and influencers, it was clear that unmet needs
- Patient perspectives and unmet needs were identified across 3 areas: antiseizure C DI can be happy and having a wonderful Returning to college and it's . X | fp . c ’
i .. } . . won-treriect my apllities pecause O " " i -
. Salient quotes and commentary from people living with epilepsy were passively anger. the memory an{j Nnocton ISenes. Through comment sections of V|dec_)s _and posts, it was also apparent that there is a
captured from various media platforms, including YouTube, TikTok, Instagram, 'm so angry. I'm so enraged. | can literally feel s hard fo be broduct . community of patients who share similar experiences
. . . . . i i I r n T . . . .
Reddit community forums, and Epilepsy Foundation community forums (r;z/) boicri]y and everything about me changing and avI\/Say?’romoanethr)mi?\gutﬁ;\t/ecsmd t?ees By providing a means for patients to share their voice, these influencers and platforms
* Individuals and influencers, who were most active within these forums based on S | even remotely enjoyable. foster an environment where patients can feel empowered to advocate for their health
reach, followers, and impressions, were identified; their posts, videos, and other I'd cry over anything. and epilepsy education
medla_were analyzed for information related to medication AEs, mental health, Further research is warranted on how these online forums may impact patient
208 Sz GPA. grade point average. education, quality of life, and health outcomes
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