
PRELIMINARY AGENDA - NATIONAL CONFERENCE 2023
DATE TIME ACTIVITY

Thursday,
June 22 5:00 -7:00 PM Arrival & Early registration. Socialize, dinner on your own.

Friday,
June 23

Those staying at the Embassy Suites will enjoy their complimentary breakfast in the hotel.
9:30 - 10:00 AM Welcome & Ice breaker activity

10:00 - 10:30 AM Welcome & updates on work of the GSA
10:30  - 11:15 AM Gorlin Syndrome 101
11:15 - 11:45 PM Personal Story

11:45 - 12:15 PM
Patient Surveys / Registry – Why and How! Bring your laptop or device to register (if
you have not done so already)

12:15 - 1:15 PM Lunch at hotel
1:30 - 2:15 PM Skin changes seen in Gorlin syndrome at all ages.

2:15 – 3:00 PM
How to manage and treat OKC’s. Dr. Jim Swift will speak on monitoring for and
management of odontogenic keratocysts (OKCs)

3:00 – 3:15 PM BREAK
3:15 – 4:00 PM The Genetics of Gorlin syndrome
4:00 – 4:45 PM Gorlin syndrome research at Tufts School of Dental Medicine.
4:45 - 5:30 PM Break
5:30 - 6:30 PM Social hour with drinks (Optional)
6:30 - 9:00 PM Dinner at hotel

Saturday,
June 24

Those staying at the Embassy Suites will enjoy their complimentary breakfast in the hotel.
9:15 - 9:45 AM Coping with the burdens of Gorlin syndrome

9:45 - 10:00 AM BREAK & Move to breakout rooms

10:00 - 10:45 AM
Pediatric Dermatology – “Management of Lumps, Bumps, and Lesions in Children
with GS”
Adult Dermatology – Treatment options for BCC’s in GS

10:45 - 12:00 PM
Managing life with GS - Kids
Managing life with GS - Adults

12:00 - 1:15 PM LUNCH at hotel

1:15 - 2:15 PM
Real life examples of managnement from perspective of young adults
Preventing burnout on disease management

2:15 - 2:30 PM BREAK
2:30 - 3:15  PM Dr. Epstein – Why and how did I fall in love with Gorlin syndrome?
3:15 - 4:00 PM Dr. Jed Gorlin – Growing up a Gorlin!
5:30 - 6:30 PM Chicago River Cruise (Optional, separate fee)

7:00 - 10:00 PM Dinner at hotel

Sunday,
June 25

Those staying at the Embassy Suites will enjoy their complimentary breakfast in the hotel.

9:00 - 9:30 AM From Concept to FDA aproval

9:30 - 10:45 AM
Pharma Flash sessions – Interested companies will be given 15 - 20 minutes each to
speak to the community on their work / upcoming trials

10:45 - 11:30 AM Grass roots fundraising - help us grow!
11:15 - 12:15 PM Wrap up and review how we can work together to make life better!
12:15 - 2:00 PM LUNCH at hotel & Goodbye!


