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Ove r'view How can HCPs support PWE with PS to improve their sense of control?
PP [
Background @ QUESTION 1 ﬁ INVESTIGATION Unlock access to
_ o _ _ _ ﬁ ﬁ Improve education education, tools, and
- Effective communication between patients and their healthcare providers What improvements in communication do people living with an epilepsy (PWE) who Qualitative research in six European countries (United Kingdom, France, Germany, Italy, Poland, Spain) using a mixed methods approach, k d around controllable rescue medications to
(HCPs) is important to improve the quality of care for people living with an experience prolonged seizures (PS) and their caregivers need from their healthcare involving brief pre-interview surveys and 60-minute qualitative deep-dive interviews. Participants: PWE >18 years of age who had experienced aspects: foster agency over
epilepsy (PWE).! providers (HCPs)? >3 PS (lasting =2 minutes) within the past 3 years (with no severe comorbidities) and adult caregivers of PWE with PS. uncontrollable aspects:
* A recent quantitative and qualitative research study conducted in six O Mostly we discuss how the medication works A  Lifestyle . Seizure patterns/changes
: : : RESULTS PwWE and caregiver need more holistic conversations with their HCPs around impact and management of their condition whether he tolerates it well, whether to : S
European countries described the unmet needs of PWE with prolonged c 9 P 9 reduce/increase the dose, what tests need to - Stress management « Seizure predictability
seizures (PS) and their caregivers and assessed the impact of PS on their be done — I feel I need a more holistic « Sleep » Seizure duration
. . - ~ discussion of his condition. . . .
quality of life (QoL).2 Managing the seizures is one _ Caregiver, Poland « Awareness of triggers, signs/ « Response/actions of others
- thing, but managing what . J symptoms, seizure patterns « Cumulative impact
i i 15-20 minutes of their time is i . et the Iocs of ne » Knowledge and implementation . i isabili
Ob]ect“[es not enough when you are PwE with PS need: anxiety, the loss of self, g p Level of intellectual disability
having a lot of seizures, when is quite another. of seizure action plans
» To explore the experiences of PWE living with PS and their caregivers. things are changing, when — PWE with PS, Italy
_ P _ P _ _ g_ g_ things don't feel under control. " \- v J ‘
* To identify ways to improve communication between PwE/caregivers and |~ PWE with PS, Spain \ = I would like more
their HCPs, thereby increasing PwE/caregivers’ confidence, knowledge, and ‘ preparation. Some
! ! ! tips, something . - .
self-management, and ultimately enhancing QoL. p - \ " _ caregivers can do ... PWE with PS and caregivers say th’at better education fronj HCPs and tools to
It's really hard during the ' to shorten the manage what they can and can’t control would lead to improved QolL,
acggjfLtﬁé'iﬂiﬁgssi’ﬁ;‘frggﬁ anf';'t’t‘gr Faster access to HCP Updates Sharing reliable More opportunities More direct contact and What more can be done d”r;tfghgrctﬁsfs?are faster recovery, fewer hospital visits, and a greater overall sense of control
to me, such as what I should or and more time to on new information/ to discuss side training — especially around around prevention and _ PwE with PS. Ital | | - o
Methods shouldn’t be doing in rpy life to discuss Changes treatments websites effects of . use of rescue medications recovery ’ y HCP, healthcare provider; PS, prolonged seizures; PWE, people living with epilepsy; QoL, quality of life.
tl:‘::g':ioa;;%?l:-yeﬁgt‘;?\szin_1e > _ and ask questions treatments More conversations and seizure action plans
- Qualitative research was conducted between May and August 2024 in to discuss the medication. y arﬁz;ft:‘::ctlal )
six European countries (United Kingdom, France, Germany, Italy, Poland, Spain). B e oo et bring qu dacr)1rci: on emotional O Conclusions
- A mixed methods approach was used, which involved brief quantitative Up other things. lifestyle wellbeing - - PWE with PS would benefit from more holistic conversations with their HCPs
. . : L . : \ _~ PwEwith PS, Germany i a beyond clinical i ' icati '
pre-interview surveys and 60-minute qualitative deep-dive interviews. ISsues di;gnoses - e never been given that go beyond discussions of medications and seizure frequency, and
« The study included PWE >18 years of age who had experienced >3 PS - ~N — depression/ \?vrr?;tlrégoren;s;ﬁn v?/rhzlinti)l I: CILIItCrI]e gwd?ncelon TILe?S that .matter EO patllents: Infestyle |iiues, Izl
: . L . — i : : : : . . i , ealth, emotional wellbeing, seizure action plans, seizure patterns,
(lasting =2 minutes) within the past 3 years (with no severe comorbidities?) | yinen the question zigfcgﬁll%”gg;m More More information Correction/ More regular anxiety To be able to attend visits; Information and do. Am I doing d? : P t P
and adult caregivers of PWE with PS. —can my life plan stay the same? Will discussion on on topics checks on check ups caregivers are often reliant on reassurance around everything right? €mergency response, and long-term management.
o o _ e i |I be a good mothe;‘? odical > long-term beyond ASMs what can be regardless of what the PWE are able to when and how to — Caregiver, UK - PWE with PS and HCPs often have different views on what seizure control
- The definition of PS was based on a recent consensus definition: >2 minutes burden thet 1 roaiy noet hel ot management® and seizurest seen online seizure pattern recall or choose to tell them intervened means. Aligning these perspectives could lead to more personalized and
for prolonged absence seizures and the convulsive phase of bilateral tonic-clonic L _ PWE with PS, Spain ) effective care.

seizures, and >5 minutes for prolonged focal seizures.3 « Improved education and practical tools to manage both controllable and

agg, how important stress management is, what PWE with PS could be doing or stopping to help manage seizures, support with family planning; PEg, likely changes to ASMs, whether ASMs might be stopped, what that means for seizure management; In particular, young PWE need more nurturing dialogue — they are looking to manage their condition alongside their lives, specifically to avoid development of anxiety, feelings of vulnerability, and fear of uncontrO”a ble aSpeCtS Of the COndltlon WOUld Iead tO |mpr0Ved QOI—/ faSter
exposure in new environments; 9Caregivers value a seizure action plan but lack training and support on how to best manage PS; they would find a session with an epilepsy nurse the most helpful. ASM, antiseizure medication; HCP, healthcare provider; PS, prolonged seizures; PWE, people living with an epilepsy. . .
recovery, fewer hospital visits, and a greater overall sense of control.

vt CONCLUSIONS Foracoofthe pter, scan:  Better communication between PwE, caregivers, and HCPs can build
S ' confidence, reduce psychological burden, support appropriate use of rescue

aAny comorbidities apart from those related to epilepsy that would have dominated their health (eg, cancer).

Results

* 50 participants (25 PwE; 25 caregivers) took part in this study. PWE with PS, especially those dealing with unpredictable seizures and/or changes in seizure patterns, want to have more holistic conversations with their HCPs around management of their epilepsy to increase their sense of

- PWE with PS saw HCPs 1-4 times per year, and all expressed a desire for more control and improve their quality of life. These conversations should include lifestyle modifications, seizure action plans, discussions around seizure patterns (including prodromes and auras), information around how and when medications, and decrease reliance on emergency care.
frequent access to their neurologists rather than waiting for routine appointments. to intervene, training around use of rescue medications, and communication around topics beyond antiseizure medications that affect the QoL of those impacted by an epilepsy.

. . ey . . . UCB-sponsored. UCB was involved in the design of the study, the collection, analysis, and interpretation of data, and review of the poster. The
« HCPs and PwE do not have aligned definitions and interpretations of what it
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« PWE who were able to discuss topics beyond seizures with their HCP felt better beyond discussions around antiseizure S SErAN SN EEL WA Seizures continue to be part of life, but PWE with PS and caregivers have found & what does that mean’. m I having night seizures? to UCB for the conduct of the interviews.

equipped to manage their epilepsy and achieve a greater sense of control. medications and rescue medications PWE with PS ! ey il ways to deal with them as they occur and work hard to contan things THAF:vgs\;tﬁo;st r(L)Jlliec'. Ref

describe their - ' ererences

« Both PWE and caregivers felt that better understanding of seizure patterns into areas where they feel unsupported seizure management L. Stern IM, et al. Newrof Clin Pract 2018:8(2):93-101

(including recognition of prodromes and auras) as well as response strategies (eg, lifestyle management, non-seizure experiences in S ’ _ _ _ _ 2. Kaye D, et al. 36th International Epilepsy Congress 2025; Abstract 625, Poster P615.

: : various wavs 0] Seizures are Seizures occur frequently and the focus is on managing them as well as possible. i i . , 3. Pina-Garza JE, et al. Epileptic Disord 2024;26(4):484-497.
would improve their sense of control. outcomes). y = . ; : : I feel like my seizures are ‘managed’ rather
o = managed’ &b However, the frequency and impact feel unsustainable than controlled — thev are not controlled as
* As Caregivers were often reqUired to respond to SeizureS, they preferred more « PWE want to have more holistic 8 they still happen (five in t);]e last 6 months) and it For a copy of this poster, use your smartphone to scan the QR code or contact UCBCares®
. i : i ; H i O i : : A : : - ) _ _ _ Phone: +1-844-599-CARE (2273)
direct contact with HCPs and sought clearer guidance on seizure management. conversations with their HCPs around 5 S‘_elzurgs ?';e Sem:]res f(;el COnsEant Qlc mva:tlve, ASHSEIC dd;asnlv?ed Sling hosg %] adT'SS'OnS is still very frightening at times. Email: UCBCares@uch.com
] ] o o manaaement of their epilepsy. - Invasive Oor when cnanges to seizure patterns occur an regimen can be complex — PWE with P K

» Most PWE and caregivers lacked understanding and training on rescue medications g Prepsy th PS, U

. . aWhen PWE with PS talked about seizures being ‘controlled’, they were referring mainly to the ASM regimen they have been prescribed; however, when they talked about ‘managing’ their seizure pattern, they were referring to their own ability to stay in control, doing their best to mitigate seizures, and managing them better when they occur; Seizures are unpredictable and have a negative impact on QoL. American Epilepsy Society 79th Annual Meeting
and seizure action planS. ASM, antiseizure medication; PS, prolonged seizures; PWE, people living with an epilepsy; QoL, quality of life; UK, United Kingdom. Atlanta, GA, USA | December 5-9, 2025
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