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Thomas,

As the end of the year approaches, we reflect on all the amazing things we've
achieved together and give a big, heartfelt thank you to you! You've been a
huge part of our success and we couldn't have done it without you.

This year, we're especially proud of what we've achieved:

o Welcomed our very own NR2F1 Foundation funded post-doc
researcher - Dr Wassmer!!

o Collected 32 patient samples for the BBSOAS Biorepository at our
conference

e Welcomed BBSOAS families from 11 countries at our 2024 BBSOAS
Family & Scientific Conference

e Issued a grant to look for BBSOAS biomarkers (using biorepository
samples)

e Fully funded our Giving Tuesday Fruit Fly Drug Repurposing project

(and received 216 views of our video....thats practically viral in rare
disease termsl!)

e Funded our Scientific Officer Dr Poliquin from COMBINEDBrain

e Hit our funding raising goal to raise $205,000 to pay for all that!

e Hosted 23 Parent Support Groups (Newly Diagnosed Orientation,
Dads Group, Parents Group and Parents of 18+)

o Welcomed 3 new board members - Nesrine, Brian and Patrick

e Had countless precious conversations with newly diagnosed families -
thank you for sharing and trusting us at such a difficult time

o Saw exponential growth across all our social media platforms


https://track.pstmrk.it/3s/nr2f1.org%2Fpress%2F%23media-room-article%2F302207-nr2f1-foundation-awards-3-year-grant-for-a-postdoctoral-researcher/ArGm/Bii9AQ/AQ/36b95d4b-dedc-46a8-8880-ef92b959a9c8/2/-NMJT_FySU#media-room-article/302207-nr2f1-foundation-awards-3-year-grant-for-a-postdoctoral-researcher
https://track.pstmrk.it/3s/nr2f1.org%2Fpress%2F%23media-room-article%2F302207-nr2f1-foundation-awards-3-year-grant-for-a-postdoctoral-researcher/ArGm/Bii9AQ/AQ/36b95d4b-dedc-46a8-8880-ef92b959a9c8/2/-NMJT_FySU#media-room-article/302207-nr2f1-foundation-awards-3-year-grant-for-a-postdoctoral-researcher
https://track.pstmrk.it/3s/nr2f1.org%2F2024-family-scientific-conference%2F/ArGm/Bii9AQ/AQ/36b95d4b-dedc-46a8-8880-ef92b959a9c8/3/sdTYVyIrFU
https://track.pstmrk.it/3s/nr2f1.org%2F2024-family-scientific-conference%2F/ArGm/Bii9AQ/AQ/36b95d4b-dedc-46a8-8880-ef92b959a9c8/3/sdTYVyIrFU
https://track.pstmrk.it/3s/nr2f1.org%2Fnr2f1-foundation-issues-bioinformatics-analysis-grant-to-dr-laugsch%2F/ArGm/Bii9AQ/AQ/36b95d4b-dedc-46a8-8880-ef92b959a9c8/4/tmZD2N_3-B
https://track.pstmrk.it/3s/givebutter.com%2Fnr2f1givingtuesday/ArGm/Bii9AQ/AQ/36b95d4b-dedc-46a8-8880-ef92b959a9c8/5/uGh-BTFQGx
https://track.pstmrk.it/3s/nr2f1.org/ArGm/Bii9AQ/AQ/36b95d4b-dedc-46a8-8880-ef92b959a9c8/1/QrOFjGoJR0

Our Amazing 2024 Fundraisers - 7 big fundraisers, totaling involvement from
over 100 people from all over the world, including: Uruguay, UK, France,
Holland and the US!!
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Ashlee Martha

Ryan Donna
Amanda Nesrine
Siena Jessalyn
Carlie Melissa
Sasha Sean
Jen Teri

Michael Liz

Thank you to our Volunteers!
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Heather BBSOAs Mom
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Thank you to those who fundraised on Facebook. Reach out to us so we
can help you optimize your next FB fundraiser!

ASK US HOW WE CAN OPTIMIZE

YOUR FB FUNDRAISER!
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Our New Website team - our incredible volunteers Pedro, Jess and Izzy from
Red Badger and Anita, responsible for designing and developing our new
website, set to launch in Spring 2025!!
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Our Wonderful NR2F1 Foundation Board - without whom none of it would be
possible!!
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Your generosity has been the driving force behind all of these amazing
achievements and we're so grateful to have you on our team.

We hope you have a wonderful holiday season. We're so excited to see what
amazing things we'll achieve together in the coming year.

Best,
Jennifer Coughlin
President, and most importantly, Edith's Mum
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SPANISH - TRANSLATED VIA GOOGLE

A medida que se acerca el final del ano, reflexionamos sobre todas las cosas
maravillosas que hemos logrado juntos y damos un gran agradecimiento de
corazon a ti. jHas sido una gran parte de nuestro éxito y no podriamos haberlo
hecho sin ti!

Este afo estamos especialmente orgullosos de lo que hemos logrado:

e jDimos la bienvenida a nuestro propio investigador postdoctoral
financiado por la Fundacion NR2F1, el Dr. Wassmer!

e Recolectamos 32 muestras de pacientes para el Biorepositorio
BBSOAS en nuestra conferencia

e Dimos la bienvenida a familias de BBSOAS de 11 paises en
nuestra Conferencia Familiar y Cientifica de BBSOAS 2024

e Emitimos una subvencioén para buscar biomarcadores de

BBSOAS (usando muestras del biorepositorio)
e Financiamos completamente nuestro proyecto de Reutilizacion de

Fdrmacos en Mosca de la Fruta para el Giving Tuesday (jy recibimos
216 vistas de nuestro video... eso es practicamente viral en términos de
enfermedades raras!)

e Financiamos a nuestro Oficial Cientifico, el Dr. Poliquin de
COMBINEDBrain
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e Alcanzamos nuestro objetivo de recaudacion de fondos para
reunir $205,000 para financiar todo eso

e Organizamos 23 Grupos de Apoyo para Padres (Orientacién para
Recién Diagnosticados, Grupo de Padres, Grupo de Padres y Padres de
18+)

e Dimos la bienvenida a 3 nuevos miembros de la junta: Nesrine, Brian
y Patrick

e Tuvimos innumerables conversaciones valiosas con familias recién
diagnosticadas - gracias por compatrtir y confiar en nosotros en un
momento tan dificil

e Vimos un crecimiento exponencial en todas nuestras plataformas
de redes sociales

Nuestros sorprendentes recaudadores de fondos de 2024: 7 grandes
recaudadores de fondos, con un total de mas de 100 personas de todo el
mundo, incluyendo: Uruguay, Reino Unido, Francia, Holanda y EE.UU.

jGracias a nuestros voluntarios!

Gracias a aquellos que recaudaron fondos en Facebook. jPénganse en
contacto con nosotros para que podamos ayudarles a optimizar su
proxima recaudacion de fondos en FB!

Nuestro equipo del nuevo sitio web - nuestros increibles voluntarios
Pedro, Jess e lzzy de Red Badger y Anita, responsables de disenhar y
desarrollar nuestro nuevo sitio web, que se lanzara en la primavera de
2025!!

Nuestra maravillosa Junta de la Fundacién NR2F1 - sin quienes nada de
esto seria posible!!

Su generosidad ha sido la fuerza impulsora detras de todos estos logros
increibles y estamos muy agradecidos de tenerlos en nuestro equipo.

Esperamos que tengan una maravillosa temporada navidefia. Estamos muy
emocionados de ver las cosas increibles que lograremos juntos en el préximo
afo.

Atentamente,



Jennifer Coughlin

Presidenta, y lo mas importante, la mama de Edith



