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International
Workshop on FXS

of Prof. Alessandrq Murgia, ¢ FraxI

advisor aqng founder of the Paduq
Fragile x Centre of

Expertise.Excellent insights on what

We expect from research, increasing
social inclusion and Supporting

families living with FXS were
discussed.



FXS Short film
Premieres in Italy!




FXS r'eépresented qt
TCD Summer School

Two young people from the Irish [FX
Societg attended the summer school

run by Trinitg College Dublin-g




FraXI
Fathers® Group

e createq A special group
for dads of children who live
with FXS to connect with qng
Support eqch other. Witk the
help of online meetings, thjs

international group of
fathers jig learning every day
that they are not alone, and
that they are stronger
together



O et Journal of
rphanet Jour

ihanet Journal of Rare Diseases 2025, 20{5uppl 1):173 I |
Orphane

https:/fdoiorg/10.1186/513023-025-03574-x

Meeting Abstracts of the 1st Fragile X
International Congress

Barcelona, Spain. 7-8 November 2024

Duin s T4 Arsil WNIE

Abstracts of oyp gst
Congress oW published!

The abstracts of authors who
presented their stellar work
at FraXI's first congress in
Barcelong last year have
Published in the Orphanet
Journal of Rare Diseases . We
are incrediblg grateful to
Oxford Universitg’s Prof,
Gaia Scerif Who made this
Possible.




Shape Researeh, Change Lives

Are you a member of the Fragile X Syndrome community?
Would you like to have a voice in future directions in
research?

'f your answer is YES, we would like to invite you to take
part in our sur

i % Shape Research,
pChange Eives ]

Launch of the “Shape
Research, Change Lives
Survey”

earch

Uni:ersitg of Surrey with its
Shape Researoh,

; Change
: afves’ Project, which
1nvolves listenin
: t
living wi S a

th FXS tO qmplifg
and hear hoy they

Supported through
research,

the voices

Shape Research, Change Lives:
Setting priorities in genetic syndrome research
June 2024
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Fragile X Syndrome (FXS): Guideline Scope

Screening & Diagnosis #1 Management, care and  Management, care and
support in children and support in adults with FXS

#3
adolescents with FXS #2

Covers when and how to screen or test for Fragile X Focuses on developmental support across key Addresses lifelong care needs and quality of life:
Syndrome (FXS), including: domains: s 8

: ) ) = Ongoing developmental, physical, and mental
* Routine, reproductive, and newbom screening « Communication, cognition, motor, and sensory health monitoring
+ Diagnostic criteria by age and sex e + Behaviour and sleep management
+ Ganetic testing mathods (a.g., repeat length, + Physical and mental health conditions + Promoting independence, healthy lifestyle

methylaticn) + Behavioural and sleep challenges and relationships d x
* Ci ating diz 5 and di t .
paleabita ol Rl e bkl + Educational placement and lifestyle needs + Support for families and ceordinated adult 7‘&
- Cascade testing and family planning guidance senvices - ¥ D
. . 49 + Family support and integrated cane coordination ! H " e\le opment of

FXS Guidelines

oa— : fOllOWing areaqs:

and Diagnosis,Care and support in
Children and

adolescents with FXS, and FXS Guide]j
on Management, e
care and Support in adults with
FXS

QSRS



www.fraxi.org



