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Our Mission  
 
Our mission is to raise awareness of Fibrodysplasia Ossificans Progressiva (FOP), provide a 
support network for those individuals and families affected by FOP and establish and fund 
research towards treatment and a cure for FOP 
 

Our History 

FOP Australia was established in 2015, by those affected by FOP. Whether they were a patient, family 
member or friend. The first Annual General Meeting was held in Brisbane in May that year. During 
2016 we held the following fundraisers: 

Jamberry Nails online  

Junction Park Primary 

FOP Australia Launch 

Entertainment Book Sales 

City2Surf - City2Surf – Sydney Prince of Wales Medics in particular Imogen Taylor (Imogen is working 
Australia at the moment and is the sister in law of one of our international FOP community patients in 
the UK, Lucy Pratt. 

Overview of FOP Australia Ltd 

 
The primary object for which the Company is established is to:  
 

a) Promote and raise funds within the community for research into the cause(s),  
treatments and cure(s) for Fibrodysplasia Ossificans Progessiva (FOP);  

b) Conducting research that seeks to provide improved outcomes for people with  
FOP;  

c) Raising awareness within the medical community of the particular  
characteristics and symptoms of FOP to eliminate incorrect diagnoses that leads to  
incorrect treatment which can have severe outcomes for people with FOP;  

d) Assisting those with FOP and their families by providing support through  
networking with medical community, as well as information on the latest treatment  
guidelines and any advances in the search for treatments and a cure;  

e) Doing all such other things as are incidental or conducive to the operation of the 
Company and otherwise for the attainment of all or any of the above objects of the  
Company 
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Our People 
 

The current board consists of: 
 
 

Chairperson Lara Boniface 

Treasurer Mark Boulton 

Secretary Brooke Scott 

Director Maris Stanley 

Director Lydia Scott 

Director Talia Wilson 
 

 
 
 
 
 

Structure and Management 

 
FOP Australia is registered with the Australian Charities and Not-for-profits Commission (ACNC) as a 
charity with Deductible Gift Recipient (DGR) status through the Australian Tax Office. 
 
Our organisation is a company limited by guarantee; we have a Board of Directors and are accountable 
to our members. 
 
We have no paid employees and run purely through volunteers. 
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Chairpersons Report 
 
 

Dear Members 

Thank you for your support of FOP Australia in our first year of operation.   This year has been 

extremely successful, albeit with its challenges.  

Firstly, the creation of FOP Australia is an achievement in itself. Setting up a desperately needed 

organisation here in Australia was imperative to our national and international community. This was 

achieved through the dedication of patients, families and friends of the Australian FOP community. 

FOP Australia provides a local support group for our FOP patients and families.  It also puts us in good 

stead for future drug trials and as advocates for potential drug availability - when they find that 

treatment and or cure.  We have also shown the international FOP community that Australia is 

contributing to the international effort in finding a treatment and/or cure for FOP.  I would like to 

acknowledge Julie Collins’s dedication to IFOPA for many years as the IPC representative for Australia.  

She was a contact for our Australian community and attended many conferences on Australia’s behalf.  

I look forward to Brooke Scott, the new IPC representative for Australia, working closely with IFOPA 

and other international organisations to bring FOP Australia into the realm of the international 

community. 

Our greatest achievement was donating $34,000 to research. Not bad for a charity in its first year.   We 

couldn’t have donated this amount to IFOPA without the help of members and supporters.  Our 

Launch Party was our biggest event and many thanks goes out to those who attended.  It was a 

fantastic night with a fantastic outcome. 

That weekend also saw the first patient gathering in 10 years thanks to Clementia Pharmaceuticals. It 

was a great opportunity for those that could attend, to meet again and meet the new members.  We 

were blessed with the attendance of Dr Fred Kaplan and Dr Bob Pignolo, the FOP experts from the 

USA, via teleconference.  Patients, their families and doctors were able to question the experts 

regarding FOP and expand their knowledge of this condition. 

I would like to personally thank all Board members, both past and present, and volunteers, for their 

extremely hard work in achieving one of our most important objectives.  There were many months 

dedicated to the Launch Party and Clementia gathering, by all of us. 

It has been an honour to serve as Chairperson on the first FOP Australia Board.  The past 18 months 

have provided a lot of lessons learned, a lot stress, yet a lot of accomplishment.  Unfortunately, my 

time on the Board has come to an end and it is with a heavy heart that I will not be renominating for 

Chairperson or the Board.  Amongst other things, my 5 year old son is under constant attack from FOP.  

I can no longer dedicate the time or energy to FOP Australia that it deserves. 

FOP Australia will always have my support and I hope it will have yours.  I look forward to its continued 

success over the coming years. 

 

Many thanks for your support 

 

Lara Boniface 
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2015/2016 Activities 
 
 
 
 
 
 
 
 
 
 
 

 

 
Junction Park State School – Rare Disease Day Awareness February 29 
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Jamberry Fundraiser with Shan Carty 

https://www.facebook.com/shancarty.jamberry/ 

https://www.facebook.com/shancarty.jamberry/
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June patient gathering – Patients and Clinicians 

 

 
June Patient Gathering –Patients and Families 
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FOP Australia Launch – Brisbane 
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City2Surf – Sydney – Prince of Wales Hospital 
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Boston Drug Development Forum Michelle Davis, Executive Director IFOPA, Lydia Scott from FOP 
Australia and Paul Brinkman, Chair of the IFOPA. 
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Financial Statements 
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Auditors Report 
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How you can help 
 
Become a member 
Please contact us at info@fopaustralia.org to become a member of FOP Australia.  
Membership for the 2016/2017 financial year is $10 per individual. 
 
Make a donation 
https://www.givenow.com.au/fopaustralia 
 
Support an event or fundraising activity 
Keep up to date with upcoming events via our facebook page www.facebook.com/FOPAustralia  
 
Become a corporate partner  
Please contact us at info@fopaustralia.org 
 

mailto:info@fopaustralia.org
https://www.givenow.com.au/fopaustralia
http://www.facebook.com/FOPAustralia
mailto:info@fopaustralia.org
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Looking to the future 
 

As part of ongoing strategic planning the board has identified the following priorities, and are in the 
process of operationalising this by developing Key Performance Indicators for 2017 
 

FOP Australia Ltd – Strategies 2016-2017 
 

1. Provide a significant proportion of our fundraising to advances in research into treatments and/or 

a cure for FOP 

2. Build and maintain links with the medical community, including clinicians in Australia and overseas 

to understand new developments in medical research and its potential application to FOP Patients 

3. Build and maintain strong links with pharmaceutical companies, undertaking any drug trials that 

may have potential application to FOP patients. 

4. Build and maintain strong links with the international community, specifically IFOPA, to assure 

new information and developments in medical research are provided to FOP Patients in Australia 

and New Zealand. 

5. Position any treatment for FOP Patients early in order to ensure Federal Government funding for 

the maximum number of FOP Patients. 

 

 

 

 

 

 

 

 

 

CONTACT US 
 

www.fopaustralia.org 
info@fopaustralia.org 

www.facebook.com/FOPAustralia 
@FOPAustralia on twitter 

 
 
 

 

http://www.facebook.com/FOPAustralia

