
Survey-based study examining
caregiver perspectives on
behavioral, communication and
quality‑of‑life assessments for
children with Lennox‑Gastaut
syndrome and drug‑resistant
epilepsy.
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STUDY AT A GLANCE
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WHAT CAREGIVERS VALUE

OVER 90% SAY THESE EVALUATIONS ARE IMPORTANT

THE GAP

Less than 50%
Feel current healthcare evaluations
ADEQUATELY CAPTURE their child’s:

Behavioral challenges
Communication needs
Impact on daily Quality of Life
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Significant discrepancy between perceived importance and
satisfaction with current assessments.

Prioritize comprehensive
evaluations to improve
whole-person care for
children with LGS and
drug-resistant epilepsy.

Incorporate standardized,
caregiver-recommended
tools to evaluate behavior,
communication, and QoL
during routine doctor’s
visits.

Improve communication
between doctors and
caregivers to better
understand individual
patient needs.

CALL TO ACTION & RECOMMENDATIONS

LEARN MORE

Caregiver Perspectives on Quality of Life in
Lennox‑Gastaut Syndrome (LGS)

Understanding Barriers to Comprehensive Care Evaluation

LGS families and the LGS Foundation participated in this study. 

https://www.epilepsybehavior.com/article/S1525-5050(23)00370-0/abstract

