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A timeline of FraXl

2012
INTERNATIONAL
FRAGILE X DAY

2018
NON-MEDICAL
INTERVENTIONS

2020
FXPAC

2022
GENE NAME
CHANGE

2022
FRAXI IS LAUNCHED

2023
NEW FRAXI MEMBERS

2024
ADVOCACY AND
AWARENESS

The European Fragile X Network initiated International
Fragile X Awareness Day on the 10th day of the 10th
month: X.X.

The European Fragile X Network helped modify how the
treatment of Fragile X Syndrome is described in Orphanet to
emphasise non-medical interventions "Speech, physical and
sensory integration therapy as well as individualized
educational plans and behavioral interventions".

(https:/ /orpha.net/consor/cgi-bin/OC_Exp.php?
Ing=EN&Expert=908)

The country associations worked together to introduce the
term Fragile X Premutation Associated Conditions (FXPAC).
https://www.frontiersin.org/articles/10.3389/fped.2020.0
0266/full

FraXI representatives led in changing the name of the FMR1
gene and of the FMRP protein.

FraXl formed the first ever internationally-registered Fragile
X charity open to all FX organizations (either as full or
associate members). We have a Vision! We are sharing our
Vision, Mission and Values on our Website: www.fraxi.org.
FraXl is working with pariners across Europe to develop
European guidelines for Fragile X Syndrome.

Fragile X Association Australia and Fragile X New Zealand
are new FraXl Full Members. The National Fragile X
Foundation (U.S.) is a new FraXl Associate Member.

« FraXl Congress 2024 in Barcelona, Spain,
7-10 November
+ Growing our membership
Raising awareness on International bodies and leading up
to X.X. 2024
« Providing resources and webinars on best practices for
our members



