This Agenda is Subject to Change

THURSDAY, JULY 11

3pmPT
3pm

5-6:30pm
7 pm

Registration & Exhibit Hall Open

LGS Community Corral

Stop by and take a load off.
Snacks and activities available.

LGS 101 for Newly Diagnosed Families
Registration, Exhibit Hall, & Community Corral Closing

FRIDAY, JULY 12

7-8:30 am
7:30 am

7:30-
8:30am

8:00 am
8:30 am

Breakfast

Exhibit Hall & Resource Center Open

LGS Research Poster Display
Learn about the latest in LGS research and ask the experts questions.

Ask an LGS Expert
Grab your breakfast & join us for an open forum discussion with an LGS expert.

LGS Specialist Genetic Counselor

Registration Opens
Sibs Adventure Camp Program - Drop-Off

8:45 am
9:15 am
9:35am
9:50 am
10:30 am

Lunch Break

1:00 pm

3:00 pm

Welcome/Opening Remarks

Understanding the Emotional Journey of Families
What do we know about LGS today?

Exciting New Directions in LGS

LGS Workshop 1

Managing Challenging

Seizure Types, Seizure
Behaviors

Action Plans, & Using
Technology Devices

Non-Surgical Treatment
Options & Clinical Trials

LGS Workshop 2

Managing Challenging

Surgical Approaches &
Behaviors

Assessments for LGS Genetics Made Simple

LGS Workshop 3

The Early Years: Navigating I preparing for Transition of
the medical system, school, Medical Care

& therapies

Understanding the Unique
Needs of Adults with LGS

uch INSPIrEd by patients.
4 Driven by science.

Managing Challenging
Behaviors

4:45 pm | Workshop Takeaways

5:30 pm Sessions Conclude
Camper Pick-Up

6-8:30 pm ' Opening Reception
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SATURDAY, JULY 13

7-8:30 am

7:30 am

7:30-
8:30am

8:00 am
8:30 am

Breakfast

Exhibit Hall & Resource Center Open

LGS Research Poster Display
Learn about the latest in LGS research and ask the experts questions.

Ask an LGS Expert
Grab your breakfast & join us for an open forum discussion with an LGS expert.

To Be Determined Managing Challenging

Behaviors

Registration Opens

Sibs Adventure Camp Program - Drop-Off

8:45 am

Welcome/Opening Remarks

9:00 am LGS Treatment Updates

10:30 am

LGS Treatment Updates

Lunch Break

1:00 pm
2:00 pm
3:00 pm

LGS Research Updates
Advocating for the Best Care
LGS Workshop 1

Accessing Managed and
Palliative Care

Advocating for a Better
Future for your Loved
One with LGS

Throughout Your LGS Mortality & SUDEP in LGS

Journey

4:45 pm Recap: What we learned
5:30 pm Sessions Conclude
Camper Pick-Up
6-6:30 pm| Memorial Celebration of Life Butterfly Release
6:30 pm LGS Foundation Dinner & Dance Party

SUNDAY, JULY 14

7-8:30 am

9:00 -
11:30 am

Breakfast

Share Your Voice

Continue the conversations. Join us for LGS focus groups with the experts.
More information coming soon.




