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               Working towards the best possible lives for Fragile X families  
throughout Australia 

              
Fragile X Association of Australia (FXAA)  is a national member-based charitable organisation dedicated to improving 
the health and wellbeing of those affected by Fragile X syndrome and other Fragile X-associated Disorders. 
We have been serving the Fragile X community for over 25 years by offering support, knowledge, and connections. 
 
We provide specialised information, counselling and family support, research findings, referrals, networking, 
advocacy, educational workshops and facilitate assessment clinics. We also work to increase awareness of Fragile X 
disorders in the medical and wider community, and to serve as a voice for those affected by Fragile X.   
 
We receive no public funding and are therefore reliant on donors, grants, in-kind contributions and substantial 
volunteer input to sustain these activities.  
 
Our commitment is to be responsible and responsive, operating within our means to help meet the needs of 
members and participate in emerging initiatives for disability, 
wellbeing and the particular issues of genetic conditions.   
 
The underlying principles which guide us:   
 
Service, Respect, Accountability, Evaluation, Compliance 

 
 

Who are we? 

UNDERSTANDING  FRAGILE  X 
Fragile X-associated Disorders are caused by an alteration to the FMR1 gene on the X chromosome.  
 
Fragile X disorders are inherited from a parent who ‘carries’ the altered FMR1 gene. This gene can be passed on by  
either parent.   It is estimated that 1 in 800 males and 1 in 170 females are carriers of Fragile X, and therefore have 
the potential to pass this on their children.  
 

Fragile X syndrome — most common known cause of inherited intellectual disability and the most 

common known single gene cause of autism spectrum disorder.    An estimated 1 in 3600 males and  
1 in 4000-6000 females have Fragile X syndrome.  

FXTAS—Fragile X-associated Tremor Ataxia syndrome, a neurological condition often confused with 

Parkinson’s disease, which can affect a percentage of men and women who are carriers of Fragile X. 

FXPOI—Fragile X-associated Primary Ovarian Insufficiency, often leading to early menopause, which 

affects around 20% of women who are carriers of Fragile X.  
 
People living with Fragile X syndrome (FXS) experience the effects throughout their lifetime. These effects will vary 
from person to person and may include:   intellectual and learning disability;  speech delay or minimal speech;   fine 
& gross motor delay, coordination difficulties; anxiety, hyperarousal, ADHD, depression; low muscle tone; autistic-
like behaviours; aversion to touch, loud noises, bright lights & strong smells; avoidance of eye contact; mood 
instability.   People with Fragile X syndrome often have a good visual memory, a great sense of humour, empathy, 
strong ability in mimicry and a friendly nature.   Men and boys with FXS may appear to be more affected than 
women and girls, but this is not always the case.     
 
Every week in Australia one child is born with Fragile X syndrome, and 20 are born who carry the FMR1 gene 
alteration which means they have the potential to pass it to their children.  Approximately 100,000 people in 
Australia are affected by Fragile X in some way. 
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Robyn Iredale, PhD              President   (NSW) 
Migration and Human Rights Researcher 
Robyn is a carrier of Fragile X, and parent of two FX-affected adults.  
Eight other family members are affected by Fragile X. 

  
Bruce Donald AM                 Treasurer   (NSW) 
Lawyer 
Bruce is a parent of two young women with Fragile X. Seven other members of his 
wife’s family are affected by Fragile X. 
 

  
Judith Lenart                         Secretary  (NSW) 
Investment consultant and community volunteer 
Judith is qualified in urban valuation, natural health and school trusteeship and is 
trained in governance 

  
Cathy Love                             Board member    (VIC) 
Consultant Occupational Therapist, Family Coach and Author 
Cathy has worked with children and families affected by Fragile X for a number of 
years, and was a member of the BetterStart reference group. 

  
Pam Montgomery, PhD       Board member   (VIC)  
Psychologist 
Pam has substantial experience in management of professional medical 
development programs and in policy development. 

  
Nyleta McRae                         Board member   (QLD) 
IT specialist 
Nyleta is a carrier of Fragile X, and has two young children who have Fragile X 
syndrome. Nyleta’s mother has Fragile X-associated Tremor Ataxia syndrome. 

  
Graham Hook                         Board member (QLD) 
Defence industry manager 
Graham has an adult son affected by Fragile X syndrome and has previously served 
on the Board. 

  

Shane  Mansfield                  Board member (VIC) 
Telecommunications project manager 
Shane has a young son who has Fragile X syndrome. 

Board 2015-2016  
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 Wendy Bruce                      Executive Officer 

Wendy manages the general operations of the Association. Wendy writes our newsletter, 
updates our website and provides content for our social media channels, organises our 
workshops and events, and manages our compliance obligations.   
Wendy also provides support to members, and assists with fundraising. 

 Amanda Rummery-Hoy    Family Support Worker   (part-time) 

Amanda has a degree in Social work and a Dip ED in Adult Vocational Education, and has worked 
with the Association since March 2016. 
Amanda’s focus is on encouraging families, couples and individuals in the Fragile X community to 
contact her for face to face support or phone/skype based support.  
In addition to counselling, Amanda also provides referral and advocacy support to families as 
they navigate services and government departments in an increasingly complex environment.   

 Liz Russell                               Accountant  (part-time) 

Liz is a qualified accountant. Liz prepares the Association’s budget and financial statements, 
processes donations and membership subscriptions, and manages the Association’s financial 
processes and compliance. 

 Katrina Weir                       Medical Communications    (consultant) 

Katrina has many years of experience in the communications sector, specialising in health 
communications. Katrina identifies opportunities to increase the degree of knowledge of Fragile 
X-associated disorders within the medical and healthcare community, such as Fragile X 
representation at conferences, and writes material for Fragile X Association publications, the 
website and social media.  

Our team in the office 

www.stephenbaric.com 

Fragile X Association is extremely grateful to a number of corporate, business and community groups who have 
provided funding and other support throughout 2015-2016. This support is key to our ability to provide support and 
programs to our member base, and the broader Fragile X community. 

Our office remains in Sydney, at Suite 6, Level 3, 39 East Esplanade, Manly, NSW.  Our small team comprises 3 
members of staff, and one consultant, which combined is the full-time equivalent of 2 people. 

our supporters 

Milton Corporation Foundation 
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President’s  Report  

 

 
Our Annual Report provides an excellent opportunity for review.   This past year has been one of 
achievements in a number of areas.  
 
We were delighted to host Fragile X experts Professor Randi Hagerman and Professor Paul 
Hagerman in August. They ran a number of information sessions for families and the Fragile X 
research community, in Melbourne, Perth and Sydney.  It’s always a great pleasure to see them 
in Australia, and we thank them for being generous with their time.  
 
The rollout of the NDIS has posed a major challenge for many families and organisations but we have worked hard to 
get on top of it. Our Family Support Worker, Amanda Rummery-Hoy, has attended NDIS workshops and has begun to 
assist families seeking help in preparing for the NDIS.  
 
Working with Fragile X, our video focusing on employment inclusion and featuring five of our young adult members 
has been a great asset. I wish to particularly thank Hugh, Marty, Rosie, Ross and Zoe for being willing to talk so 
openly about the problems of finding and keeping employment. The video has been used in a number of forums, and 
viewed widely via social media. 
 
The Medical Communications initiative has now been running for two years. Thousands of professionals have been 
reached with information about diagnosis of FX-associated Disorders, including Fragile X syndrome and FXTAS. The 
first Australian FX Carrier Family clinic was established at St Vincent’s Hospital in Sydney, supported by two Sydney-
based families. We have been delighted to play a role in promoting this major support to the Fragile X community, 
especially those at risk of developing FXTAS.  
 
Another area where we have major contact with researchers and the health professions is through our Scientific and 
Research Sub-Committee, which meets to discuss current issues, research projects, the latest research findings and 
the possible involvement of FXAA in research and clinical trials. I wish to thank this committee for their willingness to 
devote time and energy to our efforts and to gaining media attention for particular Fragile X issues.  
 
Our social media platforms have become an important means of networking, peer support and communicating 
information within the Fragile X community. Families can contact each other, seeking answers to questions, and to 
share joyous and difficult experiences. I am always impressed at this means by which the FX community support 
each other. Our website is updated often and we look forward to improving its accessibility later in the year thanks 
to a donation from Manly Rotary.  
 
The role of the Board is crucial in determining the focus of the Association. I would like to thank each of the very 
committed Board members who have generously contributed their diverse skills to the Association this past year, 
and I would like to congratulate those who have volunteered to join the Board for the coming year. The Board has 
recently developed our 2020 Strategic Plan for the Association, to serve as a framework for the coming years.  
 
Our Endowment Fund is intended to provide for the financial future of the Association, and I am delighted to see it 
growing over time. Thanks to Bruce Donald, our Treasurer, for his foresight in establishing the Endowment Fund.  
 
I would also like to sincerely thank our members and supporters who have made donations, fundraised or supported 
our presence at conferences and events as we work to increase the visibility of Fragile X-related issues. In particular I 
would like to thank the Cunningham family for their continued and very generous financial support to the operations 
of the Association, the Medical Communications initiative and the Fragile X Premutation Carrier Clinic at St Vincent’s 
in Sydney.  
 
I look forward to remaining a member of the Association, and continuing my involvement in 
both the Scientific & Research Committee and the Association’s role as charity partner for 
the annual Bridge to Beach ocean paddling fundraiser in Manly. 
 
On behalf of the Board and the team in the office, it is our great pleasure to serve the 
membership of the Association.  I wish everyone all the very best for the future. 
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Each year Fragile X Awareness Day on July 22nd presents an ideal platform to build 
awareness of Fragile X-associated Disorders in the general community.      
Families, schools, and service providers were all involved this year!      
A highlight for our social media was a short video made for us by renowned journalist and 
broadcaster, Amanda Keller, which was shared widely. 

Lara, from Emerald North State School, Qld 

Amanda Keller made us a video ad for FX day! 

Daniel’s crew in Wollongong had a fundraising walk  Kurt & his class made X chromosomes! 

Kids are Kids in WA celebrated the day 

Miriam featured on one of our new posters 
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In the period July 2015 through to June 2016, 250  counselling sessions were 
recorded by our counsellors Janie Roberts  and Amanda Rummery-Hoy. 
 
The counselling sessions have ranged from regular formalised telephone 
appointments; office based appointments and home visits; informal telephone 
and email contacts, depending on need. 
 
Counselling sessions were around supporting people with Fragile X and their 
families. Some of the shared needs and concerns included support with a new 
diagnosis of Fragile X,  FXTAS and FXPOI. Counselling  has also included 
providing support and strategies to help with managing feelings of anxiety and 
depression, grief and relationship issues and, where necessary, referral to assist in accessing supports in the 
community.  
 
Other aspects of the Family Support role included information, advocacy and support to families around the NDIS 
rollout, education and advice on supporting people with Fragile X  to therapists and staff in community-based 
organisations, care staff in residential settings and teachers in school settings. The role has also involved exploring 
eligibility for people affected by Fragile X to  access health funded transport schemes that can assist with the costs of 
travelling to Specialist Clinics. 
 
The Family Support service is provided at no charge.   

 

 

Family support 

Made possible by the generous support of the Cunningham family,  
February 2016 saw the launch of the St Vincent’s Hospital Fragile X  
Premutation Carrier Family Clinic.   
 
The clinic is facilitated by neurologists Associate Professor Stephen Tisch and 
Dr Sam Bolitho at St Vincent’s Hospital in Darlinghurst, Sydney.   
 
It is a dedicated service for carriers of Fragile X and their families, from  
anywhere in Australia, who are experiencing or at risk of developing issues  
related to being a carrier of Fragile X.  A recent focus of the clinic has been 
FXTAS.  
 
There is no cost associated with attending the clinic providing the patient has a 
GP referral.   Janie Roberts, formerly Counsellor with Fragile X Association and 
with deep knowledge of Fragile X issues, is now the Counsellor for this clinic.   
 
FXAA is working closely with Dr Tisch and Dr Bolitho to help promote the 
clinic to the Fragile X community and to other neurologists who may be 
looking for access to clinical expertise and further information about FXTAS 
or other issues associated with being a carrier of Fragile X.   

Assessment clinics 

A/Prof Stephen Tisch, Dr Sam Bolitho 

FXAA continues to support assessment clinics for children and adults who have Fragile X syndrome and attend the 
multidisciplinary clinics provided by Dr Jonathan Cohen and his team at the Fragile X Alliance Clinic in Melbourne.   
In 2015-2016 FXAA supported these clinics for 12 people.    We also facilitated access to a number of clinic places for 
children and teenagers who have Fragile X syndrome with Professor Randi Hagerman in August. 

Fragile X Premutation Carrier Family Clinic 

Amanda Rummery-Hoy 
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fundraising 
Our members and supporters continue to do a wonderful job in using community events to increase awareness of 
Fragile X, and to fundraise for the Association.  
 
A couple of the inspirational fundraising moments in 2015-2016 included Cynthia Roberts, and her team from Genea, 
taking on the Sydney Morning Herald City2Surf (40km run!) and Mike Tozer’s first attempt to win a Guinness World 
Record for running a Half Marathon—in a suit!   Cynthia and Mike each raised over $4,000 through their efforts! 

Here’s what Mike Tozer said before the race: 
One man. One suit. 21.1 kilometres. Sub 1 hour 18 goal. 
I'll be lining up at the start line of the Sydney Morning 
Herald half marathon aiming to take on a Guinness World 
Record: the fastest half marathon in a suit.  
I'm doing it to raise awareness for Fragile X syndrome.  
My son has this condition and I daily get to watch the joys 
and the challenges that come from Fragile X. This condi-
tion means having just one missing protein, which is vital 
for brain development. This one protein holds him and 
others back in a way that doesn't seem fair. In a similar 
but much lesser degree, my suit will hold me back and be 
a constant reminder throughout the race.    
Another record breaker spoke of the cognitive dissonance 
of this record; of wanting to take off the suit jacket but 
then reminding himself of needing to keep it on to meet 
the record rules. This idea of cognitive dissonance made 
me think of the parallels of what I've read of the  
neurology of Fragile X syndrome. Coupled with the fact 
that the record is just within my reach (2 minutes off my 
personal best) inspired me to give it a try.   

Am excited that lots of people are getting behind this attempt, including friends, sponsors and media in Sydney and 
in Hong Kong. The record was broken in March in New York at 1 hr 18'40", so I'm going to need this whole team 
behind me to hit the goal.  
 
And after the race he had this to say:    “That race was a killer!  Heat exhaustion, blisters, but so many people yell-
ing Go Suit Guy!!! Cheered me on.  Nice to see coverage of the race in the Sydney Morning Herald. As I reflect back 
on the amazing day, I'm grateful for all who cheered me on as well as Bonham Strand for a fantastic suit, and Brooks 
Running and HillySocks for their awesome lightweight gear.    I can still say that on the day I beat the official world 
record of 1hr24.   The main focus of the run was awareness raising and fundraising for the Fragile X Association of 
Australia.   So I'm pleased we made some noise and raised $4163.”  
 
What next? Mike’s next attempt was two months later, in July— and at 1 hour 18 mins 10 seconds, he succeeded!  

Robyn Iredale, Luke Ratcliff, Mayor Jean Hay 

It was brilliant weather for the annual Bridge to Beach ocean 
paddling race on Sunday 22 February 2016!   
 
This iconic race is an 11km paddle across Sydney Harbour 
from under the Bridge, to finish in Manly, not far from our 
office.   
 
Fragile X Association was Oceanpaddler’s charity partner for 
the 3rd year in a row, raising $3000 from the paddlers.  
 
Luke Ratcliff was fundraiser & paddler-in-chief, again! 
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Expanding the fx knowledge base of healthcare professionals 
Since the last report to members, there has been considerable medical communications activity including presenting 
and exhibiting at a number of different conferences across Australia, leveraging the visit of Professors Randi and Paul 
Hagerman, utilising mainstream media to raise awareness of Fragile X conditions, partnering with other organisa-
tions to host events and updating information about Fragile X on key government websites.   
This year also saw the launch of the monthly Fragile X Premutation Carrier Family clinic at St Vincent’s Hospital in 
Sydney.  Combined, these activities have contributed to maintaining a higher level of ‘noise’ around Fragile X and a 
greater interest and understanding of the conditions, particularly the premutation conditions, FXPOI and FXTAS.    
 
We have also seen the number and quality of our relationships with health professionals in the genetic, intellectual 
disability and related areas grow, and a greater willingness for these professionals to educate and advocate for Frag-
ile X on our behalf.  It is hoped that with further sustained and consistent effort, medical communications activities 
will reach an even larger audience in the coming year and that as a result, families and individuals impacted by  
Fragile X will have more positive experiences with their health professionals and ultimately, better health outcomes. 
 
Maximising Conference Opportunities 

 
HealthEd is a training organisation that hosts a 
range of education events for GPs and other 
health professionals.   Each year, HealthEd runs 
one-day GP Education Days in each major capital 
city around Australia, the first one being in  
Sydney in August.   
 
In 2015 HealthEd was most generous in its sup-
port of FXAA offering us a speaking opportunity, 
satchel insert and an exhibition stand at each of 
the events.  We arranged for a local key opinion 
leader in either genetics, paediatrics or  
intellectual disability to deliver a 30 minute 
presentation to GPs at each event.   
 

The topic was “What GPs need to know about intellectual disability” and had a focus on Fragile X syndrome.  Num-
bers in the audience ranged from 650 in Sydney and Melbourne to around 200 in Adelaide and overall, this program 
reached close to 2000 GPs around the country.  At each event, we also had an exhibition stand providing a great 
opportunity to have more in-depth discussions with interested delegates.  FXAA staff attended the stand in Sydney, 
in Melbourne it was Board member Cathy Love, and in the other cities we were very grateful that a number of FXAA 
members were happy to volunteer their time to further our cause.   Our involvement in the 2015 seminar series was 
the start of a strong ongoing relationship with HealthEd, and FXAA is extremely thankful to them for their generosity 
and ongoing support. 

 
 
FXAA was also involved in the annual Neurodevelopmental and Behavioural Paediatric 
Society of Australasia (NBPSA) conference in Sydney in August 2015, and the Australian 
Society for Intellectual Disability (ASID) conference in Melbourne in November 2015.   
 
Professor Randi Hagerman was a keynote speaker at the NBPSA conference and as a 
result, FXAA was a co-sponsor of the event.  On top of the 400 delegates learning  
directly from Professor Hagerman’s presentations, this sponsorship enabled us to  
provide important clinical information about Fragile X syndrome in the delegates’  
satchels as well as an exhibition stand for the two days of the conference which was 
attended by FXAA’s staff, counsellor Janie Roberts and  Liz Russell,  and FXAA member 
Rosie Donald.  Feedback from the delegates was excellent, many of whom provided  
contact details so that we could send them additional information about Fragile X syn-
drome once they returned to their own locations.   
 

In November 2015, Melbourne-based psychologist Astra King kindly agreed to present to 400 delegates at the ASID 
conference on “Looking for ADHD in Fragile X syndrome: The parts that affect functioning”.   FXAA also negotiated 
for our brochure to be included in the delegates’ satchel, providing excellent profile for Fragile X. 
 

Professor Stewart Einfeld Dr Jane Tracy and Cathy Love 

Rosie Donald 
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Leveraging Professors Randi and Paul Hagerman’s Australian Visit 
 

In August 2015, Professors Randi and Paul Hagerman visited Aus-

tralia for a mixture of business and (a little) pleasure.  Randi was 

keynote speaker at the NBPSA conference in Sydney but while they 

were here, FXAA was extremely fortunate to be able to involve 

them in a range of other activities including family events in Perth, 

Melbourne and Sydney, presentations and knowledge sharing with 

Fragile X researchers in Melbourne, filming a Q&A video on well-

ness issues for carriers of Fragile X and for Paul, molecular geneti-

cist and FXTAS researcher, a number of meetings with leading neu-

rologists in Sydney and a presentation to clinical geneticists and 

researchers in Perth.   

 

FXAA also arranged a cocktail reception for the Hagermans, so that we could officially welcome them to Australia and 

introduce them to some of our members, donors, supporters and advocates.  The reception was very well attended 

and generously sponsored by the Garvan Institute of Medical Research in Sydney.    

 

As two of the world’s leading Fragile X experts, it was wonderful to have Professors Randi and Paul Hagerman in Aus-

tralia.  They were most generous with their time and willingness to inform as many people as possible about the lat-

est thinking in Fragile X-associated Disorders.   

 

 

Katrina Weir with Prof Randi Hagerman 
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Working with Media 
 
In April 2016, we were delighted that after many months of negotiation, Australian 
Women’s Weekly published a story on their website about Fragile X syndrome.   It was 
based on the experience of FXAA member Patti, who decided to share her story about 
being a Fragile X carrier and the reproductive choices she made in order to have two 
children unaffected by Fragile X syndrome.  The story was shared several hundred 
times by Women’s Weekly readers and on social media, was an excellent awareness 
raising opportunity.    
 

 
As 2016 marks the 25th anniversary of the discovery of the FMR1 gene, 
we decided to revisit the work of  Professor Gillian Turner AO and  
Professor Grant Sutherland AC in order to reflect on the pioneering work 
that they did to build understanding of the impact of changes to the 
FMR1 gene and Fragile X syndrome around the world.    
We interviewed both Professors and wrote a lengthy story that was pub-
lished in the June 2016 FX quarterly newsletter and on our website.   
 

Partnering with the Royal Hospital for Women 
 
FXAA, together with Professor Bill Ledger, Head and Professor Ob-
stetrics and Gynaecology at the Royal Hospital for Women 
(Randwick, Sydney), was fortunate to host the Grand Rounds at 
the hospital in April.  The Grand Rounds is an information session 
for health care professionals about a particular area of interest.   
 
Introduced to Professor Ledger by FXAA, Professor W Ted Brown, 
Director, New York State Institute for Basic Research in Develop-
mental Disabilities and a world expert on Fragile X syndrome,  
addressed an audience of about 60 doctors, nurses, geneticists & 
counsellors on the clinical aspects of Fragile X syndrome and about 

some of his recent research, including progress with the development of a new and inexpensive FMRP protein screen-
ing test.   We were very fortunate to have Professor Brown share his knowledge and expertise with us and are very 
thankful for his passion and dedication into Fragile X syndrome research.  We are also grateful to Professor Ledger for 
being the moderator of the event and for championing Fragile X awareness among healthcare professionals.    
 
Improving Information on Government Websites 
 
The Federal government and most state governments host websites providing health information to consumers, how-
ever, this can be of variable quality and currency.  FXAA has been successful in reviewing and rewriting the infor-
mation about Fragile X syndrome on Better Health Channel, the Victorian Department of Health and Human Services 
website.  We have also been assessed and  accepted as an Information Partner by HealthDirect, the Federal Govern-
ment’s website, which allows us to link our website and other resources to the site, and to benefit from original con-
tent about Fragile X that the HealthDirect website’s writers will create.   

Add piece about Ross and May 
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OUR  COMMUNITY 
At the 2015 Annual General Meeting, the wonderful efforts and achievements of five young people in the Fragile X 
community were acknowledged.   

Narelle Robertson from Victoria was awarded 
Honorary Membership of Fragile X Association in 

recognition and appreciation of her commitment to 
supporting the organisation through proactive 

efforts in fundraising and  
in raising awareness of Fragile X. 

Narelle with Janie Roberts 

Achievement awards 

Honorary membership 

Isaac 

Alex 

Harrison Laura with Luke 

Isaac from Adelaide - received an Award for becoming a member of Zoo Youth at Adelaide Zoo, a team of diverse 
peers and adults. He’s been challenged on all levels and worked hard at cleaning animal enclosures, and learning a 
lot about caring for animals.  Isaac always shows great care, empathy and passion for animals through all the work 
he does. 
 
Alex from Melbourne - received an Award for working hard on self improvement and independence. Alex has had a 
big breakthrough as a result of working really hard at managing his anxiety, at reading and his speech therapy. Alex 
shows that adults with Fragile X, given motivation and help, continue to learn and develop. 
 
Laura from Brisbane - received an Award for going above and beyond in helping her brother Luke reach his goals.   
Her determination to get Luke talking, and inclusion in play, has made a huge impact on Luke’s progress. 
 
Harrison from Sydney - for showing persistence and dedication in all areas of his life, with a smile on his face! He’s 
worked hard and progressed well in literacy, and shows dedication to his karate 3 days per week. 

WEBSITE AND SOCIAL MEDIA 

1650 likes, an increase of 37% in the 12 months to 30 June 2016. We frequently post our own news, 
stories, and share related posts. 

450 followers, and we tweet regularly! 

12,620 views of our videos. Highlights: 9,400 views of ’Understanding Fragile X’ videos, and 1,170 
views of ‘Working with Fragile X’ videos, and 550 views of ‘Q&A with Marcia Braden.’ 

Traffic on our website decreased by 9% from the previous year to 185,500 web visits, although the 
number of unique visitors increased slightly to 102,000 unique visitors. 

Social media provides for regular interaction with the Fragile X  
community and the sharing of information and resources 
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Scientific and research committee 
 The FXAA Scientific and Research Sub-Committee includes ten Australian Fragile X specialists. The objective of the 
sub-committee is to provide a conduit between the FXAA (and members) and the technical issues and developments 
confronting FXAA researchers and practitioners. The sub-committee meets via teleconference up to four times each 
year. 
 
The sub-committee has met three times through 2015/16 . These meetings offer opportunities for sharing 
information, providing FXAA with comments and advice across a range of technical issues, and updates concerning 
research developments in Australia and internationally. The areas of main discussion and outputs from the 
committee through the past year included: 

 Inputs to the FXAA research protocol to guide the Association’s response to requests for any 
assistance in promoting FX research; 

 The development of a national register (at VCGS) of FX families that have agreed to participate in 
future FX research; 

 Information on developments for FX screening and testing (pre-pregnancy and newborn);  
 Preparation of information items and research updates for the FXAA newsletter; and  
 A database of upcoming conferences concerning Fragile X-associated disorders.  

 
The sub-committee continues to provide a valuable forum for ensuring technical terminology and FXAA information 
on Fragile X-associated disorders is as accurate as possible.  

Scientific and Research Committee members 2015/2016 
Dr Tim Turpin (Chair) Consultant, Member Fragile X Association of Australia 
Dr Robyn Iredale President, Fragile X Association of Australia 
 
Co-opted Members: 
Professor David Amor Clinical Geneticist, Murdoch Childrens Research Institute 
Dr Alison Archibald  Associate Genetic Counsellor, Victorian Clinical Genetics Services 
Dr Claudine Kraan Postdoctoral research fellow, Murdoch Childrens Research Institute 
Dr Jonathan Cohen   Medical Director, Fragile X Alliance Clinic 
Dr Mike Field Geneticist, Genetics of Learning Disability (GOLD) Service, NSW 
Dr David Godler Group Leader, Cyto-molecular Diagnostics Research, Murdoch Childrens Research Institute 
Dr Matthew Hunter Head of Monash Genetics Clinic, MonashHealth 
Dr Danuta Loesch School of Psychological Science, La Trobe University 
Professor Sylvia Metcalfe  Group Leader, Genetics Education and Health Research, Murdoch Childrens Research Inst. 
Dr Rachael Birch Psychologist, Department of Developmental Disability Neuropsychiatry, UNSW Australia 

The FXAA Endowment Fund was established in early 2012 to ensure the ongoing viability of FXAA. The Fund provides 
a means of generating funds to support activities, underwrite our commitments and guard against operational 
deficits.    The overall objective of the Endowment Fund’s investment strategy is to provide a conservative and 
prudent framework within which the fund may grow its capital and earn a steady income to support the 
Association’s core activities. 
 

The Endowment Fund is maintained and accounted for separately from the Association’s other funds and is managed 
by an Advisory Sub-Committee. This Committee meets at least four times a year and reports half yearly to the 
Association.    During the year the net growth of the Endowment was $57,783 taking the total equity to $284,252.    

 
FXAA Endowment Fund Advisory Committee 2015/2016 
David Bassingthwaighte (Chair) Self-employed financial consultant 
Marion Pascoe Former Deputy Parliamentary Counsel, NSW   
Martin Davey Chartered accountant 
Dr Robyn Iredale President, Fragile X Association of Australia 
Bruce Donald Treasurer, Fragile X Association of Australia 
 

Endowment fund  
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FXAA 2020 — renewal and focus 
We are approaching the future with a strong sense of purpose and determination to serve our community by 
concentrating on the essentials - understanding, information and support. 
 
As a small organisation without any public funding FXAA must identify and focus on very targeted ways to really 
make a difference and bring about positive change over time. We are confident of fulfilling our functions in ways that 
are innovative, effective and affordable.  
 
During the past year Association staff and directors spent many hours reviewing our previous strategic plan and 
developing a clear achievable pathway for the organisation based on a mission devoted to: 
“working towards the best possible lives for FX families throughout Australia.“ 
 
Priorities identified as central to this objective are summarised in the document FXAA 2020 which can be viewed in 
full on www.fragilex.org.au We intend this to be a living document and process that will be subject to adjustment as 
circumstances evolve and will be responsive to needs of our members and the wider FX community. Comments and 
suggestions are very welcome at any time! 
 
The focus in the next few years will be on support and empowerment, awareness and advocacy, screening and 
diagnosis, partnering and sustaining the organisation. Many activities are planned within these areas, combining 
current programs with new initiatives. The consistent theme is delivery of what matters most to the FX community 
as expressed in last year’s survey and in many individual interactions. 
 
From an operational perspective the central challenge is how best to provide practical support within the 
parameters of available resourcing and locational factors. The FXAA history of doing a lot with little will continue, and 
we intend to expand future services. 
 
"In particular, there will be more emphasis on raising the profile of FX in the medical and wider community, on 
providing specialised NDIS guidance, and on offering immediate assistance to newly diagnosed families. Our aim is to 
strengthen connections within and beyond the FX community by being an active catalyst at the heart of this process.  
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For my final report as Treasurer, I am pleased to confirm to members again that FXAA continues to be 
financially well managed within its means. The audited accounts, which combine the Association’s operations 
with the Association’s Endowment Fund, record a surplus for the last financial year made up principally of 
donations to the Fund but including a small cash surplus for committed operational expenses.    
 
Our main funding sources remain our long-term supporters, the Cunningham family and  
a philanthropic foundation.  I am also very pleased to acknowledge the funding support received this past 
financial year from Milton Corporation Foundation, Masonicare,  the Galston District Garden Club (Sydney), 
Community Living & Participation Grants (WA), Neuren Pharmaceuticals, Rotary, the Lions Club, and a member family based in 
Sydney. 
 
I would like to acknowledge the active fundraising efforts of our members.  Dr Cynthia Roberts again took part in the Sydney 
City2Surf run, and raised over $4,000.  Mike Tozer took on an extraordinary challenge, running 21.1km Sydney Half Marathon in a 
suit, raising over $4,000.  We’re delighted to remain the charity partner for Oceanpaddler for their iconic Bridge to Beach ocean 
paddle race:  11km across Sydney Harbour from beneath the Sydney Harbour Bridge across to Manly.  The paddlers raised $3,000 
this year.   I would also like to acknowledge important in-kind support throughout the year, including Murdoch Childrens Research 
Institute, the Garvan Institute of Medical Research, Kids Are Kids Therapy Network (WA), Developmental Disability WA and 
HealthEd. 
 
However, my farewell plea as I leave the Board is for the future. While FXAA is viable for the next two financial years, there is 
much to be done to raise the funding for the period after that. One of our key philanthropic supporters has advised well in 
advance that its financial support for the Association will conclude after many years of generous funding. The work must begin 
now to identify funding of the order of $100k pa for a number of years from 2018. 
 
The introduction of the National Disability Insurance Scheme will be of fundamental importance for many, but not all, FX families. 
However it will not replace the key roles FXAA identified in our 2020 Strategic Plan in family support and counselling, public 
awareness and understanding and engagement with the medical profession and research community. To perform those roles we 
will continue to need a base funding level of $250k pa. So I call on all members and supporters to promote the value of FXAA 
within their families and networks. 
  
My hope some years ago when initiating the establishment of the Endowment Fund had been that by now it would be at a level 
far above the nearly $300k we have achieved and that the earnings from that Fund would have begun to be a major source of 
operational funding for FXAA. That has not yet been achieved despite generous additions to the Fund over the last two years. The 
Fund is managed by a committee including financial advisers which has diversified the portfolio to include investments as well as 
bank deposits.  The accounts as at year’s end therefore show a variation in the market value of the investments but that is not a 
realised variation and will change with the market until investments are actually divested.  The advisers and the FXAA Board are 
satisfied with the status of the portfolio. Again, I urge members to promote this Fund to potential donors in their networks.  
 

Our competent financial management is the work of our small team in the office, with the detail carefully managed by our part-
time accountant Liz Russell, to whom I once again extend my gratitude as Treasurer.  The audit has again been provided on a pro 
bono basis by Mr Brian Tierney of Manser Tierney & Johnston, a long-term supporter of the Association, and to whom we extend 
our very sincere thanks.       
 
I commend the accounts to the Members. 

 
 

treasurer’s  Report 

Bruce Donald AM 





























 
 

 

CONTACT US 
 

www.fragilex.org.au            1300 394 636   (free call)                support@fragilex.org.au      
 

Suite 6, Level 3, 39 East Esplanade, Manly NSW 2095 
 

ABN 18 655 264 477 

Make a Tax-Deductible Donation  
www.givenow.com.au/fragilex 

 
Become a Member 

Join the Association to receive current information   
 

Workplace Giving  
Introduce Fragile X Association to your workplace giving program  

 
Fundraise 

Organise a fundraising event  
 

Connect with us 
Follow us on Facebook, Twitter and YouTube 

 
Partner with us 

Find out how your organisation can  support the Association 

Support  Us 


