United Leukodystrophy Foundation Summary
Family Conference held on June 27 and 28, 2025

The United Leukodystrophy Foundation (ULF) held its 34" annual Scientific Symposium on June 26
and our 43™ annual Family Conference on June 27 and June 28, 2025. We have coupled these two
conferences to achieve two key objectives: to bring together global research and clinical experts to
discuss the latest research priorities that are underway for leukodystrophy potential treatments
and cures and to offer families affected by leukodystrophy opportunities to interact with global
experts at our Family Conference. This enables them to talk with experts in a casual environment
thatis outside of the traditional office visit.

The Family Conference is where the community — patients, families, patient advocacy groups,
science and medical experts, and industry partners — participate in education sessions together,
engage in evening activities, have meals together, and get to know each other as people rather than
as physician and patient or caregiver. The ULF continually strives to strengthen the bonds of the
community, so patients and families know they are not alone on their journeys.

The 2025 ULF Family Conference hosted 118 families affected by leukodystrophy who attended in
person, 75 virtual attendees who participated both days via live streaming, and 89 speakers who
are leukodystrophy subject matter experts,

With financial support from SSIEM, six families affected by leukodystrophy were able to attend the
Family Conference who would otherwise not have been able to attend.

The United Leukodystrophy Foundation is grateful to SSIEM for its support of our community. We
proudly posted the SSIEM logo on ULF’s website and in all conference materials to share with our
extensive network how much we value having a relationship with SSIEM and to bring visibility to
SSIEM’s mission.



