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Fragile X syndrome is a genetic disorder caused by a change to a gene on the X
chromosome. The syndrome is the most common inherited cause of intellectual disability
and causes a wide range of physical, developmental, behavioural, and emotional
difficulties in those who are affected. Carriers for Fragile X (known as ‘Fragile X
premutation carriers’) can also be affected by Fragile-X associated conditions, which may
include a range of physical, psychosocial and emotional symptoms. 

Information about Fragile X disorders can be complex, requiring an understanding of
genetics and various associated health issues. As such, education for people and families
affected by Fragile X disorders is important and can help increase knowledge in managing
the disorders, improve quality of life, and ensure the needs of all family members are met.
Access to peer support networks and contact with other families affected by Fragile X
disorders is also important. Families of those with Fragile X disorders can face a lifetime of
caretaking challenges, and peer support can help facilitate the sharing of resources and
ideas, and provide emotional support.

Although education and peer support are important for the Fragile X community, many
people do not have easy access to such networks. Since COVID-19, the Fragile X
Association of Australia has introduced a number of online peer support group programs
for its members and the wider Australian Fragile X community to complement an existing
online discussion group. To better understand the experiences of community members
who participated in these programs, and whether they are of value or not, we undertook a
qualitative research project. 

The aim of this study was to explore experiences of people with Fragile X
syndrome, Fragile X premutation carriers, and their families/carers with Fragile

X-specific online peer support programs. 
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WHY DID WE DO THIS
STUDY?



We interviewed 16 people from the Fragile X community. Most (75%) were parents/carers
of a child or adult with a Fragile X disorder, the remaining 25% were adult carriers for
Fragile X.

We asked people about their experiences with three online peer support programs
offered by the Fragile X Association of Australia: 

Educational webinars: The Association runs informative webinars approximately once
per month for their members and the public to learn more about Fragile X disorders or
other relevant topics. Webinars are presented by invited speakers (eg experts in the field)
and are facilitated by Association staff. Webinars are designed to be interactive and
facilitate discussion among attendees. 

Facebook discussion group: The Association runs a private Facebook peer discussion
group for those affected by Fragile X disorders and their family members. The group has
~1,000 members (75% Australians) and is moderated daily by staff from, and volunteers
of, the Association. It predominantly involves peer-to-peer sharing of information and
resources relating to Fragile X disorders or issues relevant to the Fragile X community (e.g.
discussions around social or health supports, service referrals, NDIS etc.). 

Zoom group peer support sessions: Sessions are facilitated and curated by a staff
member of the Association who is a qualified counsellor, and involve a small number of
attendees with a shared experience or interest who meet regularly (frequency as needed)
to share information and experiences, and provide emotional support to one another. 
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WHAT DID WE DO?



OVERALL THEMES

Uncertainty and value of shared experiences
The opportunity to participate in online support programs was highly valued. The support
and information that participants received helped address feelings of uncertainty about
the future - for themselves and/or for their child/relative with a Fragile X disorder. In
addition, the ability to share experiences with others in similar situations was invaluable.

 

Support to navigate healthcare
Participants found it difficult to access care. Participating in online support programs
enhanced their confidence and knowledge, particularly regarding how to navigate
healthcare services. Participants used this knowledge to identify and connect with
clinicians who have expertise in managing Fragile X disorders.

Advantages being online, but still a place for in-person events
Overall, participants had very positive experiences with the online support programs,
valuing their convenience and accessibility. Some felt that participating online was
particularly beneficial when they felt anxious or reluctant to contribute (eg they could turn
their camera off or leave the session if needed). However, collectively, there was still a
desire for in-person programs as many felt it was difficult to create informal personal
connections or interpret important non-verbal cues when online.  
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WHAT DID WE F IND?

"For  doctors ,  i t ' s  easy  to  say ,  "This  i s  how i t  i s , "  but  then when you l ive  i t  i t ' s
d i f ferent…I  d idn't  know anything,  and i t  was  just  amazing  to  be  able  to  feel

connected,  and I  got  a  lot  of  valuable  information and resources . "  21-30  year  o ld
carr ier  for  Frag i le  X

" I t  gave  me a  framework to  try  and see  what 's  happening,  so  i t  made me actual ly  s i t
down and think  about  behaviours  or  communicat ion strategies  or  what  I  might  need to

do di f ferent ly "  Parent /carer  o f  21-30  year  o ld  

"They can turn  up,  even i f  they 're  feel ing  anxious ,  with  that  in  the  back of  their  mind
if  they 're  not  quite  sure  i f  they  can cope -  you can always  put  your  camera off  i f  you

want  to  be  quiet  for  a  whi le  and just  l i sten . "  41-50  year  o ld  carr ier  for  Frag i le  X



"There 's  something  real ly  valuable  about  being  with  people  in  person,  that  i t ' s  k ind
irreplaceable .  So  I 'd  l ike  that ,  and so  i t 'd  be  real ly  n ice  actual ly  i f  you could  just  have
more of  them as  wel l ,  be  able  to  have greater  local  people . "  Parent /carer  o f  0 -10  year

o ld





EXPERIENCES WITH EDUCATIONAL WEBINARS

Valuable source of information about, and strategies to support, living with Fragile X
Participants believed the webinars were a highly valuable source of information, providing
advice about a range of support strategies. Many believed that most healthcare clinicians,
and the general public, typically knew very little about the Fragile X disorders. As such, the
webinars were an important method of educating clinicians, support workers, and
extended family members. Participants also appreciated the fact that the webinars were
recorded and could be replayed at any time.

Variable content
Some found that the content of some webinars did not always meet their needs or was
unrelated to them or their situation. Some also found that the content was, at times,
difficult to understand or follow (eg too much information, information that is too
dense/complex). 

"They 've  been fantast ic .  The  topics  have been,  l ike ,  real ly  bang on.  The  experts  that
they 've  brought  in  have been real ly ,  real ly  good.  And so  informative .  So  yeah,

fantast ic  exper ience "  Parent /carer  o f  11-20  year  o ld

"Webinars  are  d i f f icult  for  me to  focus  and concentrate  and maintain  focus .  I  f ind  i t
real ly  hard  to  ask  quest ions ,  or  to  approach things . "  41-50  year  o ld  carr ier  for  Frag i le  X



"Because there  has  been such a  lack  of  focus  and interest  in  the  g ir ls ,  that  that 's

real ly  hard,  and being  a  mum of  a  Fragi le  X  chi ld  is  real ly  hard  because I  don't  feel  I
have  a  lot  of  support  or  help  around that .  I  d id  do  the  webinar  recent ly  that  was  on

gir ls ,  but  even then,  i t  was  st i l l  quite  l imited as  to  what  they 'd  done and where  things
are  up to "  41-50  year  o ld  carr ier  for  Frag i le  X
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WHAT DID WE F IND?
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EXPERIENCES WITH FACEBOOK DISCUSSION GROUP

Connecting with others
The Facebook group was perceived to be a valuable way to connect with other families
affected by Fragile X disorders and share lived experiences. Often, this included providing,
or receiving, advice about navigating healthcare (eg recommendations for clinicians,
information about available supports and services), understanding behaviours of those
affected, and developing support networks with other families.

Different needs
Although most believed the Facebook group provided support and valuable information,
some had different experiences. For example, some participants did not use Facebook or
were concerned about privacy and were therefore reluctant to share personal information
online. Although the Facebook page was very well moderated, some believed that the
page felt formal, making it difficult to develop relationships or ask personal questions. 

" I  th ink  my exper ience,  because my son's  a  b i t  o lder ,  some people  have benef i ted  from
my exper ience  -  now people  are  asking  real ly  the  same quest ions  I  d id  as  my son was
growing up… i t ' s  not  only  answers  to  your  quest ion,  but  i t ' s  a lso  feel ing  l ike  you're

not  a lone,  that  other  people  have gone through i t . "  Parent /carer  o f  21-30  year  o ld



" I t ' s  useful  to  see  what  other  parents  are  doing  when they 're  asking  quest ions  about
certain  th ings .  But  because my son's  younger ,  he  was  quite  young when he  was

diagnosed,  so  a  lot  of  the  content  wasn't  necessar i ly  re levant  for  h im in  th is  point  in
t ime. "  Parent /carer  o f  0 -10  year  o ld

"Some groups  have an "ask  anonymously"  type quest ion sort  of  th ing.  So  –  because I
do  feel  that  pr ivacy  issue  is  a  b ig  one at  the  moment  with  Facebook and just  shar ing
too much of  my information,  my daughter 's  information,  my fami ly  s i tuat ion "  41-50

year  o ld  carr ier  for  Frag i le  X



" I 'm part  of  a  [d i f ferent]  group -  in  those  forums,  people  wi l l  actual ly  get  on  there  and
ask real ly  personal  quest ions  l ike ,  " I  am having  this  problem.  Has  anyone e lse  had

this  problem,  what  sort  of  th ings  have you done?"  And so  i t  real ly  gets  into  that
community  n itty  gr i t ty ,  and we don't  real ly  have that  k ind of  forum in  the  Fragi le  X

Associat ion "  41-50  year  o ld  carr ier  for  Frag i le  X

WHAT DID WE F IND?



EXPERIENCES WITH ZOOM GROUP PEER SUPPORT SESSIONS

Being supported by, and supporting, others
Participants had very positive experiences with Zoom support groups, finding the
facilitator was excellent at encouraging conversation and ensuring group members had
the opportunity to speak. Groups were well-organised, with participants being matched
well according to their individual needs or circumstances (eg carers of children of a similar
age being matched). Participants found it helpful to share their own experiences while
also learning from others in the group. Many valued meeting parents online who had
children with Fragile X that were older than their own, which helped them learn support
strategies for the future.

Consistency and organisation is important
Although participants had positive experiences, there were suggestions for improvements
in the future. Participants felt that sessions were infrequent and that maintaining a
consistent schedule (eg monthly) would be preferable. In addition, some felt that a clearer
process around the organisation of the sessions was important, including providing the
Zoom invitation ahead of time, and providing clear information about how to join such
groups. 

" Just  feel ing  l ike  somebody actual ly  understands  and even just  those  "me too"
moments  where  other  parents  would  be  l ike  "oh my k id  does  th is"  or  whatever  and you
are  l ike  "oh yes ,"  a l l  the  t ime.  Or  just  feel ing  l ike  other  parents  understand and there

is  that  sol idar i ty  and you're  not  as  a lone. "  Parent /carer  o f  0 -10  year  o ld



" In i t ia l ly  I  would  just  have thought  i t ' s  about  support  network and that  commonal i ty
of  shared exper iences ,  but  I  guess  when I  walked away from that  was  learning

unexpected things .  Because that  shared exper ience  is  shared ideas ,  some of  i t  you're
l ike ,  "that 's  my shared exper ience,"  and actual ly  having  to  see  how that 's  working

real ly  wel l  for  us  and I 'm g lad that  we're  doing  that  -  that 's  a  great  way of  doing  i t . "
Parent /carer  o f  11-20  year  o ld

" I t  might  be  n ice  to  have a  once-a-month mums catch-up or  something,  rather  than a
one-off ,  because I  th ink  i t ' s  n ice  i f  th ings  are  organised –  and we're  reminded to  catch
up.  And even i f  i t ' s  only  two people  that  attend,  i t  would  st i l l  be  n ice ,  because i t  can

be quite  iso lat ing "  Parent /carer  o f  11-20  year  o ld
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WHAT DID WE F IND?



The aim of this study was to explore experiences with online peer support programs
for the Fragile X community in Australia. Overall, findings suggest that participants
had positive experiences, and all were intending to continue using these services.
However, there were also some opportunities for future improvements.

Online peer support programs are valuable 
Participants found all three peer support programs to be helpful in terms of
providing information about Fragile X disorders, support services, and different
management strategies. Being able to share lived experiences and connect with
others in similar situations was perceived to be invaluable. A key advantage of these
programs being online was the ease and convenience of attending. Collectively,
findings highlight how beneficial such online programs are to populations like the
Fragile X community. Further, harnessing online delivery modes has enabled small
organisations like the Fragile X Association of Australia to deliver information and
peer support nation-wide, and reach those who otherwise may not have access to
such services.

Opportunities for future design and delivery
Although participants had very positive experiences overall, they still acknowledged
the value of having the opportunity to attend activities in-person. In addition, the
usefulness or relevance of information delivered depended on individual
circumstances/needs (eg the age of their child/family member with a Fragile X
disorder, whether they were a parent/carer or were affected themselves). This
highlights the challenges of designing content/activities that meet the diverse needs
and personal preferences of the community. In general, participants also felt that
better awareness of how to access or sign up to various activities, such as the Zoom
support groups, would be beneficial.

WHAT DID WE CONCLUDE?
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Th is  report  was  produced by  researchers  f rom the  Centre  for  Hea l th ,
Exerc ise  and Sports  Medic ine  a t  The  Un ivers i t y  o f  Me lbourne ,  in

co l laborat ion  w i th  the  Frag i le  X  Assoc ia t ion  o f  Austra l ia ,  and was  funded by
the  Melbourne D isab i l i t y  Ins t i tu te .
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The Frag i le  X  Assoc ia t ion  o f  Austra l ia  i s  a  member-based organ isat ion  and
reg is tered char i t y  (h t tps : / /www. f rag i lex .org .au/ ) .

https://www.fragilex.org.au/

