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Strengthen the infant phase of the BEE Study
Support innovation in family-centred data collection

Played a enabling role in progression of BEE programme

Help lay foundations and secure follow-on funding for preschool years follow-up

been strategically aligned with the development of
preschool protocols, assessments, visit structures
and family burden considerations

e Ensures that community input will meaningfully
R . shape study design, enhance acceptability, and
Rt “ support long-term engagement

Planned activities for early 2026:

o A community focus group with parents of children
with early-onset epilepsy

o Consultation on study priorities, feasibility, visit length
and family experience

o Input from families whose children span infancy
through early childhood
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+ 1. Infant cohort delivery 2. Innovation: vCreate Neuro
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& e Funds supported delivery of core study activity at == * Funds supported development of collaboration with
critical stage of infant recruitment and follow-up < vCreate Neuro, a platform enabling families to
* Supported research staff, coordination, and data share videos for remote clinical and research use
collection ¢ Key developments:
* Ensured data collection remained robust and consistent o Integration of BEE home-video protocols with the
across timepoints vCreate platform
* Built strong foundation for future longitudinal analyses o A placement at vCreate for a doctoral researcher
and transition into the preschool phase working on the BEE study
o o /\ o Clinical engagement with Evelina Children’s Hospital
* Indicative activity: a7 (London) and the Royal Hospital for Children (Glasgow)
o 51 families participating o gholy o Feasibility work exploring Al and machine-learning
o 135 home-based & remote research visits T approaches to assess early motor development
o 87% of infants completed 2+ timepoints o Engagement with an advisory group to explore public
o Ongoing family engagement through flexible priorities and ethical considerations surrounding the use
scheduling and reduced-burden visit options of Al 'in childhood epilepsy research
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Community and public involvement activities have ~ e Overall, the UKIST award: ! 3

o Strengthened operational capacity during the
infant phase

o Supported innovative and patient-centred methodological
development through the vCreate collaboration

o Enabled flexible, responsive use of resources in a complex
research setting

o Directly contributed to the securing of approximately
£200,000 in funding for the preschool extension

e Support from UKIST in sharing study information with
families and within the epilepsy community has been
invaluable in raising awareness of the BEE Study and
supporting engagement from families affected by early-
onset epilepsy
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Over the next 24 months, the BEE Study will:
¢ Begin Preschool follow-up assessments

¢ Embed parent and community input within the co-design of preschool visits and measures
e Further develop the vCreate collaboration to explore scalable, remote developmental assessment tools
¢ Disseminate findings through academic publications, conferences, and accessible community-facing outputs




