GEORGIA RARE DISEASE ADVISORY COUNCIL
AGENDA

March 25, 2024

12:00-1:30 pm

Microsoft Teams meeting
Join on your computer, mobile app or room device
Click here to join the meeting
Meeting ID: 297 382 718 281
Passcode: dymXSb

Download Teams | Join on the web
Or call in (audio only)

+1470-344-9228,118175574# United States, Atlanta

Phone Conference ID: 118 175 574#
Find a local number | Reset PIN

Thank you so much for planning to attend this meeting!


https://urldefense.proofpoint.com/v2/url?u=https-3A__teams.microsoft.com_l_meetup-2Djoin_19-253ameeting-5FZGJjOTJkYTItNzFkZS00NTYwLTgwY2ItNGZhMmMwYmQ4ZDNl-2540thread.v2_0-3Fcontext-3D-257b-2522Tid-2522-253a-2522512da10d-2D071b-2D4b94-2D8abc-2D9ec4044d1516-2522-252c-2522Oid-2522-253a-252290a5f1ce-2Da07b-2D48ee-2D8753-2D908607ed83a6-2522-257d&d=DwMFAw&c=euGZstcaTDllvimEN8b7jXrwqOf-v5A_CdpgnVfiiMM&r=daG1n0-xQCx7T5J2PW-jzGEMixSHnSBrI7kupRvMPLE&m=EIxUyD3Wn2OGHn9drZqx_uBJGfYEn4Qhj_ms6_n6ilqZiDSE4eorYblE16ULesYt&s=Fm6rGt1HvnMZ8Wo9JqI36ZPZZiJ_dVTeco1JAzAsUIc&e=
https://urldefense.proofpoint.com/v2/url?u=https-3A__www.microsoft.com_en-2Dus_microsoft-2Dteams_download-2Dapp&d=DwMFAw&c=euGZstcaTDllvimEN8b7jXrwqOf-v5A_CdpgnVfiiMM&r=daG1n0-xQCx7T5J2PW-jzGEMixSHnSBrI7kupRvMPLE&m=EIxUyD3Wn2OGHn9drZqx_uBJGfYEn4Qhj_ms6_n6ilqZiDSE4eorYblE16ULesYt&s=CTEYPowPiiUxtSz41kZX3pCoU-ioqxDh8fRkPnGuMHY&e=
https://urldefense.proofpoint.com/v2/url?u=https-3A__www.microsoft.com_microsoft-2Dteams_join-2Da-2Dmeeting&d=DwMFAw&c=euGZstcaTDllvimEN8b7jXrwqOf-v5A_CdpgnVfiiMM&r=daG1n0-xQCx7T5J2PW-jzGEMixSHnSBrI7kupRvMPLE&m=EIxUyD3Wn2OGHn9drZqx_uBJGfYEn4Qhj_ms6_n6ilqZiDSE4eorYblE16ULesYt&s=LPAe__CS24pfcTiCvlQ503XtUg5Rpjo691MwStaJm4w&e=
tel:+14703449228,,118175574
https://urldefense.proofpoint.com/v2/url?u=https-3A__dialin.teams.microsoft.com_871590d9-2D1dc4-2D4772-2Db5b3-2D914d4cb5bcf0-3Fid-3D118175574&d=DwMFAw&c=euGZstcaTDllvimEN8b7jXrwqOf-v5A_CdpgnVfiiMM&r=daG1n0-xQCx7T5J2PW-jzGEMixSHnSBrI7kupRvMPLE&m=EIxUyD3Wn2OGHn9drZqx_uBJGfYEn4Qhj_ms6_n6ilqZiDSE4eorYblE16ULesYt&s=pq1JlGsPuid7-xZDwq21GDoMeX_onLkTP58_XdkRO1Y&e=
https://urldefense.proofpoint.com/v2/url?u=https-3A__dialin.teams.microsoft.com_usp_pstnconferencing&d=DwMFAw&c=euGZstcaTDllvimEN8b7jXrwqOf-v5A_CdpgnVfiiMM&r=daG1n0-xQCx7T5J2PW-jzGEMixSHnSBrI7kupRvMPLE&m=EIxUyD3Wn2OGHn9drZqx_uBJGfYEn4Qhj_ms6_n6ilqZiDSE4eorYblE16ULesYt&s=svVXA7GbKnacQ1E7QZ3j2jYpHVTltfFUWwWnvaYNDt8&e=

Agenda Items
12:00-12:05 Call to Order & Welcome Chairperson

12:05-12:20 Introduction Chairperson
-Overview of Rare Diseases
-Sharing a Powerful Perspective: What it is like living with a rare disease in Georgia.

12:20-1:20 Georgia RDAC -Review the RDAC Statute All Council Members

-Discussion: Drafting Our Mission Statement

Example: Our mission is to improve the quality of life for individuals impacted by rare diseases in
Georgia through collaboration, education, support, and advocacy.

-Frequency of Meetings, Communication Modes, Funding

-Next Steps

1:20-1:30 Discussion: How Rare Families and Patients can Amplify their Voice. All Council Members
-Process of Sharing Public Testimony

-Process for Submitting Written Comments

Closing Remarks Review of Action Items and Agenda Chairperson

Additional information



