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At the 78th World Health Assembly inGeneva, countries adopted the world'sfirst ever first-ever WHO resolutionrecognizing rare diseases as globalequity issues. This is a HUGEdevelopment in promoting health andsocial equity for those living withrare conditions worldwide!

#Resolution4Rare



Bríd Quinn, who is a proud mum of twodaughters living with Fragile XSyndrome, is taking on five halfmarathons across five Europeancities, all in the name of raisingawareness and donations for FraXI. You can follow her journey onInstagram @runningthexforfragilex

Running for
Fragile X!



A Star 
is Born!

Rishabh Jain is making history as thefirst actor living with FXS to starin a feature film! “Sitaare ZameenPar” is a Bollywood Productionfeaturing an ensemble of extremelytalented neurodivergent actors. Itwas released in theatres on the 20of June 2025.
th



International
Workshop on FXS

Experts, advocates and supportersworking in the field of FXS awarenessgathered at the InternationalWorkshop on FXS held in Padua, Italy!This workshop was organised in memoryof Prof. Alessandra Murgia, a FraXIadvisor and founder of the PaduaFragile X Centre ofExpertise.Excellent insights on whatwe expect from research, increasingsocial inclusion and supportingfamilies living with FXS werediscussed.



FXS Short film premieres in Italy!

FraXI Full Member Fragile X SocietyIndia has collaborated with actor anddirector Rajniesh Duggal to producethe short film “Fragile” whichraises awareness about FXS. The filmhad its premiere at the Ami CortiInternational Film Festival in Italy.We congratulate Shalini and her teamfor this amazing achievement!



FXS represented atTCD Summer School

Two young people from the Irish FXSociety attended the summer schoolrun by Trinity College Dublin’sTrinity Centre for People withIntellectual Disabilities (TCPID).Theprogramme consisted of a three-dayworkshop for people with intellectualdisabilities who want to experiencecollege life at Trinity CollegeDublin.



FraXI 
Fathers’ Group

We created a special groupfor dads of children who livewith FXS to connect with andsupport each other. With thehelp of online meetings, thisinternational group offathers is learning every daythat they are not alone, andthat they are stronger
together!  



Abstracts of our 1Congress now published!

st

The abstracts of authors whopresented their stellar workat FraXI’s first congress inBarcelona last year havepublished in the OrphanetJournal of Rare Diseases. Weare incredibly grateful toOxford University’s Prof.Gaia Scerif who made thispossible.  



Launch of the “ShapeResearch, Change Lives
Survey”

FraXI is proud to support theUniversity of Surrey with its“Shape Research, ChangeLives” project, whichinvolves listening to peopleliving with FXS to amplifythe voices and hear how theywish to be supported throughresearch. 



Development of 
FXS Guidelines

A writing group co-chaired by Dr KirstenJohnson and Prof.Andrew Stanfield isdeveloping important guidelines in thefollowing areas: Screeningand Diagnosis,Care and support inChildren andadolescents with FXS, and FXS Guidelineon Management,care and support in adults with
FXS



Look at what we
achieved together 
in half a year!

There is a lot of work to be done, and weare only just getting started. Thank youfor being part of this very importantjourney.
www.fraxi.org


