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ABN 18 655 264 477

Who are We?
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 27 years by offering support, knowledge,
and connections. At 30 June 2017 our member base was 275, including financial and honorary members,
both individuals and organisations.
We provide specialised information, counselling and family support, research findings, referrals, networking,
advocacy, educational workshops and facilitate assessment clinics. We work to increase awareness of
Fragile X in the medical and wider community, and to serve as a voice for those affected.
We receive no public funding and therefore donors, grants, in-kind contributions and substantial volunteer
input sustain our role and the support and services we can provide.
Our commitment is to be responsible and responsive, operating within
our means to help meet the needs of members and participate in
ongoing and emerging initiatives for disability, wellbeing and the
particular issues of genetic conditions.
The underlying principles which guide us:
Service, Respect, Accountability, Evaluation, Compliance

Photo credit cover and page 2:
Daniel Linnet of LinnetFoto, for Fragile X Association.

Understanding Fragile X
Fragile X-associated Disorders are caused by an alteration or change to the FMR1 gene on the X
chromosome. Fragile X-associated 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 Fragile X syndrome is the 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 is a neurological condition often confused
with Parkinson’s disease and 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,
affects around 25% of women who are carriers of Fragile X.
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.
An estimated 100,000 people in Australia are affected by Fragile X in some way.
Registered office of Fragile X Association of Australia Inc
Suite 204
20 Dale Street
BROOKVALE NSW 2100
ABN 18 655 264 477
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Board 2016-2017
Graham Hook

President (Queensland)

Defence industry manager
Graham has an adult son , James, who is affected by Fragile X syndrome. Graham is a
keen photographer, artist and cyclist. He rejoined the Board in 2016, having previously
served in several roles in the early days of the Association.

Lisa Ryan
Banker

Treasurer (Victoria)

Although not directly affected by Fragile X, Lisa has two young boys who have been
diagnosed with Autism Spectrum Disorder which provides an understanding of the path
that families need to follow, and she appreciates this opportunity to be involved with
FXAA. Lisa has served on the Board since 2016.

Judith Lenart

Secretary (New South Wales)

Investment consultant and community volunteer
Judith is qualified in urban valuation, natural health and school trusteeship and is
trained in governance. Judith served on the Board from October 2014 until 30 April
2017.

Cathy Love

Director (Victoria)

Consultant Occupational Therapist, family coach and author
Cathy has worked with families affected by Fragile X for a number of years, and was a
member of the BetterStart reference group. She served on the Board from October 2013
to October 2017.

Nyleta McRae

Director (Queensland)

IT specialist
Nyleta is a carrier of the Fragile X premutation. She has two young children who have
Fragile X syndrome, and her mother has Fragile X-associated Tremor Ataxia syndrome.
Nyleta joined the Board since 2015 and is active in raising awareness of Fragile X.

Nadene Lee

Director (New South Wales)

Strategy specialist
Nadene has led corporate, marketing, product and business development strategy for a
range of businesses, and in the not-for-profit sector. She is passionate about increasing
health literacy and outcomes. Nadene has served on the Board since 2016.

Mike Tozer

Director (New South Wales)

Founder of startup Exceptional; co-founder of Fragile X Hong Kong
Mike and his wife Helen have two children; their son Josiah has Fragile X syndrome.
Mike is very active in raising awareness of Fragile X through participation in elite running
events, fundraising events, and media. He has served on the Board since 2016.

Katherine Brown

Director (South Australia)

Finance industry
Katherine has a young son who has Fragile X syndrome. Katherine is a carrier of the
Fragile X premutation. Katherine is a keen runner and has raised funds for the
Association through running and other events. She has served on the Board since 2015.
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Our Team
In 2016-2017 our team comprised 3 staff members and one consultant, the full-time equivalent of 2 people.
In September 2017 we relocated our office, which remains in Sydney, from Manly to nearby Brookvale.

Wendy Bruce

Executive Officer

Wendy manages the general operations of the Association. Wendy answers our Help line,
produces our quarterly newsletter and content for our website and social media channels,
organises Fragile X seminars and our representation at medical conferences, and manages our
compliance obligations. She also provides support to members and assists with fundraising.

Amanda Rummery-Hoy

Family Support Counsellor (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 prepared the Association’s budget and financial statements,
processed donations and membership subscriptions, and managed the Association’s financial
processes and audit. Liz was with FXAA from 2012 until March 2017.

Katrina Weir

Medical Communications (consultant)

Katrina has many years of experience in the communications sector, specialising in health
communications. Katrina identified opportunities to increase the degree of knowledge of
Fragile X-associated disorders within the medical and healthcare community, such as
representation at conferences, and wrote material for our publications, website and social
media. Katrina consulted to FXAA from June 2014 to September 2017.

Our Supporters
Fragile X Association is extremely grateful to a number of businesses, community groups, families
and everyone who has provided support in a range of ways throughout 2016-2017.
This support has been pivotal to our ability to provide services and programs to our member
base , and to raise awareness of Fragile X within the medical community and beyond.
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President’s Report
2016-17 has been an interesting and eventful year for Fragile X Association. We had a
significant change in the Board of Directors and have continued our involvement in raising
awareness of Fragile X in the public sphere and in the medical community. The future
funding of the Association presents some challenges and the Board has been developing a
strategy to ensure the future sustainability of the organisation. We will be depending on
our Board, our members and our networks to support our future funding initiatives.
Fragile X Awareness month in July 2016 was a highlight: including the first of what will be an ongoing light
up campaign, with landmarks and buildings in Brisbane and Launceston lit in our signature colour, orange.
Media coverage included the McRae family and a newborn screening study headed by Dr David Godler of
MCRI on primetime national news and which flowed through to extensive coverage on social media. Mike
Tozer’s fabulous efforts in 2016-2017 included winning a Guinness World Record for the fastest half
marathon in a suit, raising funds for the Association and generating extensive media coverage of Fragile X.
Our Medical Communications project has gone from strength to strength, resulting in Fragile X-associated
disorders being profiled to thousands of GPs at medical conferences across the country. We’ve worked with
GP education providers HealthEd and Reed Medical Education’s ThinkGP platform to ensure that the
complexities of diagnosis and ongoing management of Fragile X disorders are an important consideration
for health professionals. We were also privileged to have the support of Dr Jane Tracy, Prof Rod Baber and
Prof Graham Suthers in these endeavours. Many thanks to Katrina Weir for her work and the Cunningham
family for their financial support of the initiative.
Our supporters and colleagues in the medical and research fraternity who join with us to raise awareness of
FX disorders and to support our community have again been pivotal to our work in this area, and I thank
them for their ongoing contributions. We are privileged to have been invited by Prof Randi Hagerman of the
MIND Institute (US) to have foundation involvement in the International FXTAS Consortium. This initiative
will play an important role in allowing clinicians and researchers to share expertise on treatments and
studies, promoting collaboration, and assisting with diagnosis. On the local front, it’s been a pleasure to
have the involvement of A/Prof Steven Tisch and Dr Sam Bolitho from St Vincent’s Hospital in Sydney.
I would also like to acknowledge and thank the NSW GOLD Service for their work on the experiences of
fathers of children who have Fragile X syndrome. I was pleased to participate in the 2017 study and
encourage other fathers of children with Fragile X to become involved in the further study in early 2018.
The FXAA Endowment Fund has continued to grow. I thank the Fund’s committee for their guidance in
choice of investment strategy in a time of low returns. We have made gains which are appreciated.
The Board of Directors, all volunteers, has continued to support the Association and I thank them for their
service throughout the year. I would like to especially thank Cathy Love who, after four years, has stepped
down to focus on her business endeavours, and we wish her well.
Thank you to all members for your continued support through your annual memberships and
donations. Every contribution helps us to help you and the families affected by Fragile X. I would also like to
thank all of our supporters who raised funds and contributed in other ways throughout the year.
In particular we were delighted to be involved with Shaw and Partners Foundation through the Oceanpaddler
Bridge to Beach event, and to have the support of the ChorusCall #goodwillgiveback campaign.
I acknowledge and sincerely thank the Cunningham family for their continued financial support of FXAA
throughout this financial year and over the past decade. Without their support, the Association would never
have achieved so much for so many.
The coming year will be a critical time for the future direction of the Association, as we make some
adjustments and continue to seek and appreciate your support in overcoming the challenges.
At the forefront will be our devotion to supporting families and people affected by Fragile X.
Graham Hook
Annual Report 2016-2017
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Each year Fragile X Awareness Month of July presents an ideal platform to build awareness of Fragile Xassociated Disorders in the community, with July 22nd always providing a special focus.
Families, schools, and health and disability service providers were all involved this year, and we kicked off a
new annual national campaign to light up landmarks in buildings in our signature colour, orange!

Media coverage of Fragile X in July 2016
The generational impact of Fragile X was highlighted
through an excellent news report on Channel 7 News
specifically timed for release on 22 July.
The news coverage was initiated by the McRae family,
who are based in Brisbane. Nyleta and her sister Shelley
are carriers of Fragile X, and they have children with
Fragile X syndrome.
Their mother Rosemarie McRae, a former helicopter pilot and businesswoman, is now suffering from the
affects of Fragile X-associated Tremor Ataxia syndrome. The video was shared widely through news
networks and social media and was viewed several hundred thousand times in July 2016 and beyond.
This report is available on youtube and via our website.

Dr David Godler

In July 2016, a study investigating a test for Fragile X in newborns which has the potential to provide results
to parents within days was announced by Murdoch Children’s Research Institute (MCRI) in Melbourne.
A team at MCRI, led by geneticist Dr David Godler, is using automation to screen blood spots from the heel
prick tests of 100,000 Victorian babies. It is hoped that the results from the pilot study will result in the test
being permanently incorporated into newborn screening for all babies. The study will also help determine if
the incidence of Fragile X syndrome is under-estimated.
This study was covered widely in national print media, shared extensively on social media, and Dr Godler
was interviewed on radio programs.
Annual Report 2016-2017
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Family Support & Counselling
The current Model of Family Support and Counselling offered by FXAA is the provision
of a Senior Clinical Social Worker, 16 hours a week. This service includes telephone
counselling by appointment, office-based face to face appointments, home visits to
families or services where practicable, informal telephone follow up and incidental
phone and email contact.
In the period July 2016 to June 2017, approximately 260 counselling and family support contacts were
recorded by our Family Support counsellor, Amanda Rummery-Hoy. Many of these contacts are a result of
queries made to our Helpline 1300 phone number; others were made by email or social media messaging;
and some contacts are regular scheduled appointments.
In addition to this, other family support occasions of service have included advocacy for individuals, carers
and families impacted by Fragile X. For example: Individualised letters and calls to disability support
agencies to highlight an individual’s needs; representations to NDIS Planners/LACs highlighting the impact
of Fragile X syndrome and the need for funding of particular equipment or levels/types of care; contact with
schools in relation to the appropriateness of placements and supporting applications for school transport;
supporting the need for Companion Cards and access to subsidized patient transport to attend specialist
Fragile X clinics; and a role as support and advocate with employers and disability employment providers.
Some shared needs and concerns of individuals with Fragile X and their families:
 Support with a new diagnosis of Fragile X syndrome, FXTAS, FXPOI, or FMR1 premutation.
 Counselling, support and strategies to help manage feelings of anxiety and depression, grief and
relationship issues.
 Support for siblings and other family members impacted by Fragile X syndrome
 Accessing appropriate referrals and accessing supports in the community
 Information, advocacy and support to families around the NDIS
 Education and information on supporting children and adults with Fragile X syndrome to allied health
therapists, disability service providers, staff in community-based organisations, care staff in residential
settings and teachers in school settings.

Assessment Clinics
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 of specialists at the Fragile
X Alliance Clinic in Melbourne. In 2016-2017 FXAA supported clinics for 8 of our member families.

Website and Social Media
Social media provides us with the opportunity of regular interaction and communication with the Fragile X
community—through posts, likes, comments and the sharing of news, information and resources.
Traffic on our website increased by 21% over the previous year to 185,500 web visits, although the
number of unique visitors at 102,000 has remained almost the same as the previous year.
2050 followers of our main facebook page, an increase of 25% in the past year. We frequently post
our own news, stories and links to our videos and events. We regularly share related posts.
20,945 views of our videos, an increase of 65%. Highlights: 17,000 views of ‘Understanding Fragile
X’ and1,799 views of the 6-min version of the video; 432 views of ‘Q&A with Marcia Braden.’
600 followers of our Twitter account, an increase of 30% over the past 12 months. We tweet
news & information resources, and follow organisations in the health, genetic and disability areas.
We established an Instagram account in July 2016 and had 150 followers by June 2017.
Annual Report 2016-2017
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Focus on Healthcare Professionals
Our Medical Communications initiative commenced in July 2014, through the generous support of the
Cunningham family. A key objective of the initiative is to generate greater interest in and understanding of
Fragile X-associated Disorders amongst healthcare practitioners. We are achieving this through a very active
presence at a range of health education and other forums across Australia, and the past 12 months was very
successful on that front.
We strongly believe that through sustained and consistent effort we can reach larger and more diverse
audiences 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.
GP Education and Women’s and Children’s Health
Over the past three years FXAA has had a strong
working relationship with HealthEd, a major provider
of education to general practitioners and other health
professionals across Australia. These events give us
a chance to talk face-to-face with GPs and other
health professionals about Fragile X-associated
disorders, including health issues impacting some
women who are carriers of Fragile X.
We’ve had the opportunity to arrange a speaker and
host an exhibition table at the 1-day GP Education
seminars held in each capital city. Each year this
opportunity allows us to reach up to 2,500 GPs.
In a huge leap forward in our relationship with
HealthEd, in 2017 we were also given the opportunity
to have an exhibition stand at the Annual Women’s
and Children’s Health Update events providing us

with an ideal environment to discuss Fragile Xassociated Primary Ovarian Insufficiency, known as
FXPOI and, to a lesser extent, FXTAS, with primary
care providers. The Sydney and Melbourne events
alone attracted almost 3,000 delegates. We were
thrilled with the level of interest at both events.
HealthEd had also offered to produce some videos
for us on topics of interest to both the primary care
audience and to our members. We were fortunate to
secure the support of Professor Rod Baber, Professor
of Obstetrics and Gynaecology at Sydney Medical
School, The University of Sydney and expert in
primary ovarian insufficiency. Professor Baber
participated in our first HealthEd video which was on
the topic of FXPOI. The video was made available at
the end of June 2017 and launched on our youtube
channel in time for Fragile X Awareness month.

Lynn Brown at HealthEd Perth

Simone Zaia, Prof Rod Baber, Sydney

25% of women who are carriers of Fragile X will experience
Fragile X-associated Primary Ovarian Insufficiency (FXPOI).
Now on our youtube channel, this 2-minute video is intended to help educate
and inform GPs about the importance of testing young women with early onset
menopause with undiagnosed cause for Fragile X carrier status.
The questions scripted for the video were produced by Katrina Weir of FXAA.
Many thanks to HealthEd and Prof Baber.

Annual Report 2016-2017
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In January 2017 Reed Medical Education
commenced production on two expert videos for
FXAA that will form part of a dedicated Fragile X
section on Reed’s online medical education platform
called ThinkGP.
ThinkGP provides free online education for primary
care practitioners across Australia, including around
15,000 GPs, to support better health outcomes for
patients.
In January, Dr Jonathan Cohen, GP and Medical
Director of Fragile X Alliance, Mike Tozer, parent of a
young son with Fragile X syndrome, and Dr Cynthia
Roberts, parent of an adult son with Fragile x
syndrome, together with FXAA staff, joined the
ThinkGP team to film two videos for the online
education platform.
The videos were designed to educate GPs about the
need for early and accurate diagnosis of
Fragile X syndrome, and provide insights into the
issues parents and carers face in managing a child
with the condition, including how these
issues change as children develop into adulthood.

We are incredibly grateful to
Dr Cohen, Mike and Cynthia
for their time and
professionalism in preparing for and responding to
our questions on video, and
in particular to Dr Cohen for
his expert medical input.
We are also indebted to
Reed Medical Education,
specifically Dr John Crimmins, for his generosity and
support of Fragile X Association.
The Fragile X section on the ThinkGP website and the
videos were launched by Reed Medical Education to
their database of 30,000 health professionals, for
July 2017 as FX Awareness month.
The videos were accompanied by a blog post about
the importance of GPs responding to parental concerns about a child’s development.
The videos have been widely shared on our website
and social media.

Maternal Child and Family Health Nurses

Fragile X Syndrome

In June 2017 Amanda Rummery-Hoy, our Family Support
Counsellor, spoke at the conference in Melbourne which
attracted 900 delegates from around Australia. Amanda
spoke on the critical role of maternal and child nurses in
identifying developmental delay and reminded the
audience of how well placed they are to recommend an
early referral for assessment. This was an important opportunity to place Fragile X syndrome front of mind with this
very important group of health professionals who, for many
people, are the first point of contact with the health system
post birth. We’ll have continued contact with this audience
by sending quarterly emails on relevant information.

Better Health, Better Lives: Doctors and Developmental Disability

People with developmental disabilities suffer from poorer health outcomes than the rest of
the population, and healthcare access is complicated by cognitive and communication
challenges.
Many thanks to Dr Jane Tracy, Director of the Centre for Disability Health Victoria, for her
continued support of FXAA and her interest in Fragile X syndrome. Dr Tracy presented on
our behalf at the annual national Rural Medicine conference in October. Our goal was to
highlight the critical role that rural and remote GPs play in patients with intellectual
disability achieving optimal function and wellbeing, and to promote awareness of Fragile X
syndrome. The presentation was very well received.
Annual Report 2016-2017
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Raising Funds and Raising Awareness
Fundraising is an important way to generate the funds to support both our day to day work and new
initiatives. Our members and supporters continue to do a wonderful job in using community events to
increase awareness of Fragile X-associated disorders and to fundraise for the Association’s operations.

Highlights 2016-2017

The Galston Garden Club and Masonicare have
continued to raise funds for us, with Masonicare
matching funds raised by the annual Sydney open
garden event. Many thanks to Trish and
Graham Piper for initiating this partnership.

In July 2016 our fastest Board member, Mike Tozer,
was first out of the blocks! Running in Sydney’s
Westlink M7 Blacktown Running Festival half
marathon in a time that secured him a Guinness
World Record, and extensive media coverage for
Fragile X in Australia and internationally.
In the past year we raffled two fantastic prizes—both
donated by members. Ricky Crowe handcrafted
wooden outdoor play equipment, and the Semple
family arranged the donation of a surfboard signed
by their friends in the pro surfing community.
Lots of fun in the raffle processes and, by chance,
both prizes were won by Queenslanders!

Annual Report 2016-2017

The Capital & Improvement team at GrainCorp, and
Buzz Childcare Recruitment became supporters.
Chorus Call win! Our members and their families and
friends helped us win the 2016 Chorus Call online
voting competition against stiff competition from 53
other not-for-profits. Winnings included a $10,000
cash donation and free telecoms services for 12
months for FXAA.

Page 11

Fragile X Association of Australia Inc

We are thrilled to continue the partnership with local
business Oceanpaddler. The Bridge to Beach race
is an iconic 11km paddle across Sydney Harbour
from Blues Point, under the Sydney Harbour Bridge,
across to Manly Cove.

Shaw and Partners Foundation generously matched
the funds raised, making a total of $10,000.

Thanks are once again due to Dean Gardiner, Sherene
and Yanda from Oceanpaddler, and to Luke Ratcliff
who helped inspire paddlers and donors alike.
This year it wasn’t the finest of days for a paddle, as it Councillor Jean Hay once again represented Northern
rained most of the morning, but that didn’t deter the
Beaches Council at the race. Many thanks to
paddlers! Many of them supported FXAA by making Earl Evans, keen paddler and Co-CEO of Shaw and
donations as part of their race registration.
Partners, for presenting the cheque to Graham Hook.

A very special surfboard was donated
to us this year, to raffle as a fundraiser
in conjunction with the Bridge to
Beach.
Thanks to the Semple family, Tim and
Sonja and their boys, for arranging for
Bede Durbidge and his wife Taryn and
Bede’s sponsors to donate the board
signed by surf pros Mick Fanning,
Joel Parkinson and Bede himself.
The winning ticket had been sold to
Chanelle Avison from Brisbane, so on
the afternoon after the paddle race the
board was wrapped up and put on a
plane, travelling back north with
Graham Hook. Graham’s son James
later presented the board to Chanelle.
Annual Report 2016-2017
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HERE PUT NUMBER OF MEMBERS: FINANCIAL AND HONORARY

Honorary membership
Life Membership of Fragile X Association

Dr Jonathan Cohen

At the Annual General Meeting on 9th October 2016, Dr Jonathan Cohen was awarded Life
Membership. In making the nomination, FXAA President Robyn Iredale said:
“FXAA has developed a very strong relationship with Dr Cohen and appreciates his
commitment to helping the work of the Association. Many of our members have attended
his FX Alliance Clinic in Melbourne and he and his team have conducted workshops and
clinics for us in many parts of Australia. All those who have attended these have spoken
very highly of his sensitivity and expertise. Jonathan has been an active member of the
Science and Research Sub-committee and through this means, and informally, he has
provided many valuable suggestions, ongoing advice and acted as a sounding board
whenever we needed an expert medical opinion. For me, personally, it has been a pleasure
to work with Jonathan in many different contexts and I am delighted to nominate him for
Lifetime Membership of FXAA.”

Achievement Awards
The Annual Fragile X Association Achievement Awards were also announced at the 2016 AGM.
From a large number of very inspiring nominations, five Award winners were selected. Each person received
a certificate, and their achievements were profiled in our quarterly newsletter and on social media.
Stuart Iredale was at the AGM with his carers and family members and received his Award in person.
Rebecca Jansen Participation & Achievement in Bowling Rebecca enjoys the social interaction and feeling
of inclusion that participation in sport can bring, and absolutely loves bowling and her collection of trophies!
Stuart Iredale Participation in Music & Bowling Stuart has successfully made a huge adjustment from
living in a mental institution for 45 years to living in a group home. His new passions are bowling and music.
Matt Bowen Independence and Social Skills Matt is a talented cricketer and footballer. His commitment
to sport has resulted in Matt becoming more independent, outgoing and socially involved.
Ben Kalenjuk Participation and Resilience Ben attends mainstream school, has a group of supportive
friends, and is involved in sport and a range of activities. He pushes himself, and his resilience is a credit.
Daniel Cox Growth in Confidence and Independence Volunteering at his local sports club over the past 3
years has been the key to Daniel’s growing social skills and independence. Club Helper of the Year!

Rebecca Jansen
Annual Report 2016-2017
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Scientific and Research Sub-Committee
The FXAA Scientific and Research Sub-Committee includes a number of Australian specialists in Fragile Xassociated disorders and genetics, with representation from the FXAA Board and staff.
The sub-committee provides an important conduit between FXAA (and members), and the developments
and technical issues Fragile X researchers and practitioners are involved in. This allows FXAA to be in a
position to inform our members of new developments and their context, and of opportunities for our
members to be involved in research.
In 2016-2017 members of the sub-committee members also played a key role in raising awareness of
testing and screening for Fragile X-associated Disorders and involving FXAA in these efforts.
For example, the extensive media coverage generated in July 2016 by the newborn bloodspot screening
study led by Dr David Godler and the team at the Murdoch Children’s Research Institute.
The sub-committee members also ensured that the FXAA Board and staff were kept abreast of key Fragile X
information and resources. They also provided important input to the opportunities and resources initiated
by the FXAA staff to increase awareness of Fragile X-associated Disorders in the medical community.
Scientific and Research Committee members 2016/2017
Co-opted Members:
Prof David Amor
Dr Alison Archibald
Dr Claudine Kraan
Dr Jonathan Cohen
Dr Mike Field
Dr David Godler
Dr Matthew Hunter
Dr Danuta Loesch
Prof Sylvia Metcalfe
Dr Rachael Birch
Prof Martin Delatycki

Group Leader, Victorian Clinical Genetics Service
Associate Genetic Counsellor, Victorian Clinical Genetics Services
Postdoctoral research fellow, Murdoch Children’s Research Institute
Medical Director, Fragile X Alliance Clinic/Genetic Clinics Australia
Geneticist, Genetics of Learning Disability (GOLD) Service, NSW
Group Leader, Cyto-molecular Diagnostics Research,
Murdoch Children’s Research Institute
Head of Monash Genetics Clinic, MonashHealth
School of Psychological Science, La Trobe University
Melbourne University and Group Leader Murdoch Children’s Research Institute.
Psychologist, Dept of Developmental Disability Neuropsychiatry, UNSW Australia
Clinical Director, Victorian Clinical Genetics Service; Co-director Bruce Lefroy
Centre of Genetic Health Research, Murdoch Children’s Research Institute

Endowment Fund
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 to the Association via the Board.
During the year the net growth of the Endowment Fund was $282,844 taking the total equity to $567,096.
FXAA Endowment Fund Advisory Committee 2016/2017
David Bassingthwaighte (Chair)
Marion Pascoe
Martin Davey
Graham Hook
Lisa Ryan
Annual Report 2016-2017

Self-employed financial consultant
Former Deputy Parliamentary Counsel, NSW
Chartered accountant
President, Fragile X Association of Australia Inc
Treasurer, Fragile X Association of Australia Inc
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Treasurer’s Report
As my first report as Treasurer, I would like to confirm to members that FXAA continued to be
financially well managed and within its means. The audited accounts which combines the
Association's operations with the Association's Endowment Fund, recorded a surplus for the last
financial year as a result of donations to the Fund.
The main funding sources remained 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 the Ocean Paddler event and surfboard raffle which combined raised around $13,000, and the Galston
Garden Club and Masonicare which raised a combined $6,000. We also received a $10,000 cash donation through
an online voting competition by telecommunications provider Chorus Call, together with free telephone conferencing and webinar services for 12 months. We were delighted to be involved with Shaw and Partners Foundation
in their sponsorship of the Bridge to Beach 2017 and thank them for their generous matching of funds raised.
I would also like to acknowledge the active fundraising efforts of our members, their families and friends, with special mention to our new Guinness World Recordholder, Mike Tozer, for being officially accepted as the best in the
world for his time in running a half marathon in a suit at last year’s Blacktown Running Festival Sydney and raising
funds in the leadup to this amazing achievement. We have committed a modest financial contribution from
funds raised in the past year to the International FXTAS Consortium, as one of the foundation partners.
While the FXAA is currently working within budget, the Board has remained conscious that by July 2017 the
Association will have received our final tranche of the three year philanthropic grant of $100,000 from one of our
key supporters and they have confirmed that we will need to find alternative funding sources after 2018. We are
actively implementing our fundraising strategy and the Directors are committed to securing the income required
on this in the next financial year for future operations.
The financials show a consolidated position of the Association, including the Endowment Fund, and it should be
highlighted that contributions to this fund for FY17 totalled $258,720. These funds were utilised for investment
and growth purposes only. The Endowment Fund is managed by a committee including financial advisers and
Directors, who ensure that the portfolio is diversified and shows a cautious investment strategy, designed for
capital protection and defensive growth. This is in line with the strategy originally developed for the Endowment
Fund, and can be seen by the portfolio holdings as at 30 June 2017:

Our financial management is fundamentally performed by the small team in our office, and I would like to extend
my thanks as Treasurer to our part-time accountant Laura Patel, and Wendy Bruce for her continued support.
The audit has been provided on a pro bono basis by Mr Brian Tierney of Manser Tierney & Johnston, a long-term
supporter of the Association, and Mr Peter Vilimaa to whom we extend our very sincere thanks once again.
I commend the accounts to the members.
Lisa Ryan
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