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HAEMOPHILIA FOUNDATION AUSTRALIA

Haemophilia Foundation Australia (HFA) represents people with haemophilia, von Willebrand 

disorder and related inherited bleeding disorders and their families throughout Australia. 

Our goal is to improve treatment and care through national representation and advocacy, 

education and the promotion of research.

Our vision is for people with bleeding disorders to lead active, independent and fulfilling lives.

HFA supports a network of State and Territory Foundations in Australia. As a National Member

Organisation of the World Federation of Hemophilia, HFA participates in international efforts to

improve access to care and treatment for people with bleeding disorders around the world.

Our Governance

HFA is an incorporated association in Victoria and its members are each of the State/Territory 

Haemophilia Foundations around Australia which each nominate delegates to form the Council 

and Executive Board. 

Our Funding

HFA has a national fundraising program. Our partners include governments, corporate 

organisations, philanthropic trusts and foundations, individuals and service clubs.

Donations over $2 are tax deductible

 

Meet the Organisation

NATIONAL PATRON ~ The Right Honourable Sir Ninian Stephen, KG, AK, GCMG, GCVO, KBE.

MEMBER FOUNDATIONS 

AUSTRALIAN CAPITAL TERRITORY – Dr Richard G Pembrey, AM, MBBS, MD, FRACP, FRCPA

WESTERN AUSTRALIA – Mr Michael McCusker, AC, CVO, QC, Governor of Western Australia

NEW SOUTH WALES – Dr Kevin A. Rickard, AM, RFD

VICTORIA – The Honourable Alex Chernov, AO, QC, Governor of Victoria  

TASMANIA – Lady Green

QUEENSLAND – Her Excellency Ms Penelope Wensley, AO. Governor of Queensland

LIFE GOVERNORS

Jennifer Ross AO

Ted Troedson (dec)

Alison Bellamy

Maxine Ewart

Alan Ewart (dec)

Bevlee Cassell

Barbara Volk OAM

Fred Wensing

Mike Barry

Dawn Thorp

Bruce Fielding

Rob Christie



EXECUTIVE BOARD

(l-r) Dan Credazzi, Maria Wensing, Ann Roberts,  
Jonathan Spencer, Gavin Finkelstein

President

Gavin Finkelstein, Western Australia 

Vice President

Jonathan Spencer, Tasmania 

Treasurer

Ann Roberts, Victoria   

Executive Members

Daniel Credazzi, New South Wales

Maria Wensing, Australian Capital Territory

COUNCIL MEMBERS 

Maria Wensing

Australian Capital Territory

Gavin McKay and Daniel Credazzi

New South Wales 

Paul Bonner (observer)

South Australia 

Leanne Stephenson and David Stephenson

Queensland

Jonathan Spencer 

Tasmania 

Ann Roberts and Michelle Sullivan

Victoria

Gavin Finkelstein and Shane Meotti

Western Australia 

 

STAFF 

Sharon Caris, Executive Director

Natashia Coco, Development Manager (Part-time)

Kevin Lai, Accountant (Part-time)

Joanne Luciani, Administration Assistant (Part-time) 

Janine Staunton, Fundraising Officer (Part-time) from January 2013

Suzanne O’Callaghan, Policy Research and Education Manager

Kristine Robertson, Fundraising Manager (Part-time)

Kate Walton, Youth Project Officer (Part-time) 

(L-R) Sharon Caris, Natashia Coco, Joanne Luciani, Janine Staunton, Suzanne O’Callaghan, Kristine Robertson, Kate Walton.
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PRESIDENT’S REPORT – Gavin Finkelstein 

It is my pleasure to report on the Foundation’s activities 

for 2012-2013. I am confident we have continued our 

representation and advocacy for people with inherited 

bleeding disorders as well as their families and carers,  

in line with our obligations during the year. 

 

We have worked with government and community 

stakeholders to make sure the supply and delivery of blood 

products make the lives of people with bleeding disorders 

a little easier and our priority remains for there to be access 

to a range of best practice treatment products to meet 

community needs.

We have developed education resources for people 

living with a bleeding disorder and we have collaborated 

carefully with specialist health professionals to ensure those 

educational resources are accessible and user friendly for those who will use them. 

HFA has undertaken some of its own policy research when resources allow and we have also 

collaborated with other organisations to make the best use of time and resources. 

The following issues have been considered in workshops and HFA submissions throughout the year:

•	 consumer participation in research

•	 patient privacy, protection of individuals’ health data in large databases, access to individual  
 health data for research

•	 privacy issues with genetic testing

•	 informed consent and how doctors and patients make decisions about the patient’s  
 treatment and how informed decision-making can be achieved in the healthcare process

•	 consumer participation in government processes to evaluate medical services included in  
 the government Medical Benefits Schedule (MBS) 

•	 improving and developing skills in health consumer advocacy

•	 health technology assessment and government funding for medicines 

•	 National Disability Insurance Scheme (NDIS) 

We value our stakeholder relationships and partnerships with other organisations highly and 

during the year we were able to pursue common issues and concerns for our community in a 

broader context. This work involved many organisations in the community and health sectors 

during the year including collaborations with the Consumers’ Health Forum of Australia (CHF), 

Hepatitis Australia, Australian Federation of AIDS Organisations (AFAO), National Association 

of People Living with HIV Australia (NAPWHA), the Australian Red Cross Blood Service and the 

Australasian Society for HIV Medicine (ASHM). 
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The care and treatment needs of people with bleeding disorders can be complex. During the year 

we have turned our attention to different parts of the community, including youth, those who are 

ageing and women with bleeding disorders. We have much work to do in relation to the special 

needs of people who live with the complications of hepatitis C and also those co-infected with 

hepatitis C and HIV. The treatment and financial needs of people with hepatitis C are pressing 

and we have consulted with experts about the best way to approach the extensive treatment and 

care needs of this group within our community. 

I am delighted the work between HFA and the National Blood Authority to develop MyABDR is 

on track. Consultation with the community to understand their needs and requirements for a new 

app for smartphones and web site for people with bleeding disorders or parents/caregivers to 

record their bleeds and home treatments has commenced and the project will continue over the 

next few months.The idea for MyABDR was first proposed by HFA Council delegates in October 

2011. The app and computer web site will link directly to the Australian Bleeding Disorders 

Registry (ABDR) which is used nationally by Haemophilia Centres for the clinical care of their 

patients. The ABDR is overseen by the ABDR Steering Committee, which includes AHCDO, 

NBA, HFA and state/territory/federal governments in its membership. The main requirement 

in addition to serving as an adjunct to improve care and treatment outcomes is that it affords 

patients privacy and we are confident the steps to be put in place will achieve this.

Following the recommendations of Council in 2012, the HFA Board has continued its governance 

review and is now consulting about the possible constitution changes that we want to help us 

achieve a more agile and inclusive Council decision making process and to ensure the voice of 

all member Foundations is heard. The HFA Board met with HFQ in August 2012 and will continue 

to make State/Territory visits and meetings with each member Foundation Committee over the 

next year. 

HFA is working with World Federation of Hemophilia towards the 2014 World Congress in 

Melbourne in May 2014. This requires support at many levels and we will need to work closely 

with our member Foundations to ensure strong support and engagement to make the Congress 

a success.

We appreciate the Co Chairs of Australia/New Zealand Haemophilia Social Workers’ and 

Counsellors’ Group, Australian Haemophilia Nurses’ Group, Australian & New Zealand 

Physiotherapy Haemophilia Group and Australian Haemophilia Centre Directors’ Organisation 

(AHCDO) for their willingness to participate and support HFA activities during the year and for 

their strong collaborations and alliances which bring positive outcomes for our community.  

HFA values the valuable partnerships it makes with the organisations, our Corporate Partners and 

other supporters with whom we share common objectives of improving care and treatment to 

people with bleeding disorders. I wish to thank Council Delegates and State/Territory Presidents, 

and Committee Members of each of our member Foundations as well as our HFA staff who have 

worked hard during the year in support of HFA’s objectives. 
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HIGHLIGHTS 

Representation and advocacy

HFA seeks to actively represent the interests of the bleeding disorder community across 

Australia. This involves proactive work to speak up about the needs of the community, comment 

on relevant issues, and monitor the review and redevelopment of the Australian health care and 

social services systems.

Over the last year HFA has made several submissions to government and other regulatory or 

professional bodies on policy matters including:

•	 The criteria for disability care and support (National Disability Insurance Scheme)

•	 Access to new hepatitis C antiviral treatments

HFA volunteers and staff were also invited or nominated for several special expert committees 

and consultation meetings to represent consumer views and expertise including:

•	 Review of Australian Blood Donor Deferrals Relating to Sexual Activity

•	 National Blood Authority Technical Evaluation Committee

•	 Australian Bleeding Disorders Registry Steering Committee

•	 Medicines Australia Code of Conduct Committee

•	 Meetings convened by Consumers Health Forum on consumer participation in health  

 research, informed consent and medical benefits policy.

Hepatitis C

The impact of hepatitis C on people with bleeding disorders who acquired the virus through their 

treatment products remains a high priority for HFA.

New antiviral treatments for hepatitis C with much higher success rates has given hope to some, 

especially if they have the harder to treat HCV genotype 1. HFA has actively participated in the 

government process to approve new treatments and assess them for government subsidies, 

through stakeholder meetings and submissions giving the perspectives of people with bleeding 

disorders and hepatitis C. In February 2013 we were pleased to hear the announcement from 

the Australian Government that two new hepatitis C treatments, boceprevir (Victrelis®) and 

telaprevir (Incivo®), would made available on the Pharmaceutical Benefits Scheme (PBS) for 

adults with hepatitis C genotype 1. This is an important step forward, although the combination 

therapies including these antivirals have significant side effects for many. There much optimism 

among specialist clinicians that the next wave of hepatitis C antiviral treatments will have 

high success rates, shorter treatment courses and fewer side-effects. HFA is monitoring the 

development of these treatments with interest.
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We have continued our collaborative work with the specialist Haemophilia Centres to keep 

abreast of the priority issues for people with bleeding disorders and hepatitis C. Haemophilia 

Centres have reported concern at the number of their patients with hepatitis C who have begun 

developing advanced liver disease in recent years, and the need to trace and review people who 

may not be aware of their current hepatitis C or liver health status. HFA and Haemophilia Centres 

are working together on strategies to deal with this. 

Over the last several years, HFA’s community consultation has confirmed the complexities of 

living with both a bleeding disorder and long term infection with hepatitis C. Many community 

members have reported overload with health conditions and difficulties negotiating the health 

services required to manage them. They have experienced deteriorating health and income. 

Barriers such as illness and extreme fatigue, financial costs and inability to access financial safety 

nets or services can cause them to miss out on essential health care, such as liver health testing 

or treatment. Although health promotion campaigns can raise awareness, this is an ongoing 

problem that requires proactive management and resources to move beyond this.

HFA continues to discuss these issues with governments and other stakeholders and the work 

towards solutions that will improve the lives of people with bleeding disorders living with the 

long term effects of hepatitis C.

 

Australian Bleeding Disorders Registry (ABDR) 

The supply, availability and safety of treatment products used by people with bleeding 

disorders are priorities for HFA. This goes hand-in-hand with HFA’s support for best practice 

comprehensive care in Haemophilia Centres across Australia. We also need to be sure we have 

adequate supplies of the most appropriate clotting factors in coming years and that the system 

for buying and supplying clotting factor is efficient and sustainable. Having accurate data about 

the treatment needs of our community will make it easier for governments to predict what is 

needed to meet demand.

Over the last year there has been exciting new work on the Australian Bleeding Disorders 

Registry (ABDR). It has been important to HFA to be involved and support these developments. 

The ABDR is now in a new phase of redevelopment. This will enable more data about the 

treatment of people with bleeding disorders to be collected and be available:

•	 Clinicians in Haemophilia Centres will be able to use this information for the day-to-day care  

 of individuals

•	 De-identified and aggregated statistics can be used to understand trends and patterns in  

 bleeding disorders treatments and health outcomes

•	 These statistics can also be used by governments to plan for treatment product purchase  

 and supply.
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MyABDR - Closing the loop

In another important step, HFA, the Australian Haemophilia Centre Directors’ Organisation 

(AHCDO) and the National Blood Authority (NBA) have joined in a collaborative partnership 

to develop MyABDR - a secure app and web site linked to the ABDR for people with bleeding 

disorders to record their treatments.  The intention is to support the best practice clinical care 

and treatment of people with bleeding disorders. The system will be supported by Australian 

governments.

This initiative resulted from a resolution by HFA Council in October 2011 to explore with AHCDO 

the feasibility of adopting a national online treatment recording system for people with bleeding 

disorders that integrated with the ABDR. We are pleased to report that development of the 

MyABDR app and web site is planned to begin in July 2013, with a first release in February 2014. 

HFA will take a lead role in facilitating community consultation, developing patient education 

materials and promoting MyABDR to the community. 
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EDUCATION AND INFORMATION

Mild haemophilia fact sheet

People with mild haemophilia may not have bleeding problems very often, which can mean 

bleeding problems are unfamiliar to them and they may not know how to manage them. 

HFA’s consultation highlighted a need for a short and simple fact sheet aimed at people newly 

diagnosed with mild haemophilia or people who want brief information. The Mild haemophilia 

fact sheet has been developed with consumer and health professional review groups and 

includes clear messages and diagrams on what to do to manage bleeding. It was released in 

October 2012.
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COMMUNICATING WITH THE COMMUNITY

National Haemophilia, HFA’s quarterly journal, is recognised in the community as a source of 

high quality, relevant and up-to-date educational information and news. Features have covered 

issues such as young people and the new HFA youth program, personal stories from people 

with bleeding disorders, managing joints and posture, updates on hepatitis C and HIV, as well 

as Haemophilia Awareness activities, reports from the WFH World Hemophilia Congress and 

articles on HFA’s work to represent the community.  

The HFA Facebook page and free email newsletter are important and 

popular ways of connecting online with bleeding disorder community 

members and supporters, particularly younger people. They give 

regular updates about HFA activities, new HFA publications and other 

news, and link to more information on the HFA web site. The Facebook 

page is also a lively space for community questions and comments, 

which are moderated and responded to by HFA. 

The Haemophilia Foundation Australia web site continues to be one 

of HFA’s strongest communication tools. It is a reliable and respected 

source of information on bleeding disorders, treatment and support 

services and HFA activities and is used widely by the bleeding disorder 

community, health professionals, stakeholders, the general community 

and students. It regularly receives large numbers of visitors, many of 

whom look at several pages, rather than leaving quickly after a few 

seconds. With the upcoming World Hemophilia Congress in Australia 

in 2014, there has been a surge in visits to the web site, showing an 

increased interest from the world haemophilia community.

HFA is an accredited information partner with HealthInsite, which provides a national online 

gateway to high quality health information for the Australian community on behalf of 

governments in Australia.

HFA communications snapshot – June 2013

1812 copies of National Haemophilia posted to members

401 copies of National Haemophilia downloaded from web site

585 HFA members received e-news 

12,242 HFA web site visits

1313 HFA facebook fans/”likes”

762 people read HFA facebook page postings monthly 

56% of HFA facebook fans/”likes” in 13-34 age group
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YOUTH PROJECT

HFA’s work with young people in the bleeding disorders community took another exciting step 

forward during 2012-13. 

Leadership and Mentoring program

Building on young people’s recommendations in the Beyond Prophylaxis youth needs 

assessment, the HFA Youth Project Officer put together a Leadership and Mentoring program for 

young people. 

A core element of this program is the process to select and train suitable young people to make 

sure the program is sustainable. State and Territory Foundations and health professionals were 

approached by the HFA Youth Project Officer to be involved in the program and identified young 

people locally who may be suitable. Next the HFA Youth Project Officer spoke to the young 

people individually. If they wanted to be involved, the young people were then invited to take 

part in the HFA Leadership and Mentoring training.

Recognition of young people’s individuality and fluctuating time availability is crucial to the 

program. Young people were invited to identify specific roles they were interested in: ‘organiser’, 

‘mentor’ or ‘champion’ (promoter). The aim is for them to work closely with their local Foundation 

to organise activities for young people. There could be multiple young people in each role, 

providing support for the times when they needed to step back for a while to manage study, 

work or personal commitments.

Training 

Of the 25 young people who agreed to be involved in the program, 18 were able to attend the 

training weekend. Training was held in two venues, Melbourne and Perth, in June 2013 and young 

people attended the training closest to them.

The aim was to learn more about their roles as leaders and mentors, increase their peer support 

communication skills, and work with their Foundation to prepare a local ‘catch-up’ activity. This 

work would continue with the support of the Foundation after the training. The training took a 

light-hearted and practical approach to very serious subjects, so that the young people had fun 

and got to know each other while exploring new skills and learning about their community, their 

Foundation and the complexities of taking on leadership and mentoring roles in the bleeding 

disorders community. It was an opportunity for them to connect with like-minded young people 

from around Australia and build new friendships.
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The training drew on the resources of the local community. Older or more experienced mentors 

from their community were involved in the training and gave real-life examples and advice.  

Local Foundations took the opportunity to be available in the training or on email to help the 

young people begin organising informal “catch-ups” for other young people in their own state  

or territory.

Both the young people and the local Foundations evaluated the training as very successful. 

The young people were inspired by each other’s motivation and had learned a great deal about 

communication, building relationships and organising events. The Foundations were very 

impressed at the calibre and commitment of the young people involved.

A training kit has been developed and circulated to state and territory Foundations.

What motivated the youth leaders to be involved?

“be a role model”

“reach out and make a positive impact”

“give something back to the haemophilia community”

“learn new skills”
“forge new relationships”

“support young people”
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Factored In youth web site

Launched in June 2012, the Factored In web site (factoredin.org.au) is an interactive blog-style 

online community developed from the ideas and input of the HFA Youth Working Group and 

based on the findings of the needs assessment. Education material on the web site is evidence-

based and reviewed by specialist health professionals and the Youth Working Group, and is 

written in accessible, youth-friendly language. Members can comment on any of the topics or 

stories and upload their own stories. Topics include:

•	 Haemophilia, von Willebrand disorder, and treatment

•	 Sport, travel, employment

•	 Personal stories

•	 Q & A – sports issues for teenagers, vein problems, effects of vitamins and supplements on  

 joints and bleeding

The next step is to recruit and train some young leadership trainees as online moderators and 

mentors.

Factored In Snapshot – June 2013

•	 80 members (59 male/21 female).

•	 Average pageviews per month – 1,482

•	 Average pages per visit - 6

•	 Average visit duration - 6 mins

•	 Australian visitors – 82%
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PUBLIC AWARENESS 
 

World Hepatitis Day

World Hepatitis Day was celebrated globally on 28 July 2012. With a national theme of “Love 

Your Liver on World Hepatitis Day”, the campaign poster had an Olympics theme, with the tagline 

“Get your liver over the line”. The aim of the campaign was to raise awareness of liver health in 

the general community and present viral hepatitis B and C neutrally as health conditions linked 

to liver health. The intention is to create a better quality of life for people with viral hepatitis 

by reducing stigma in the community. HFA is a Partner in the World Hepatitis Day Campaign 

and worked together with Hepatitis Australia and state and territory Foundations to support 

the campaign with a range of community activities, including promotional postings on their 

Facebook pages, articles on the HFA web site and in their newsletters, and shopfront window 

displays. 

World AIDS Day 2012

In 2012 the World AIDS Day international theme was “Getting to zero - zero new HIV infections, 

zero discrimination, zero AIDS related deaths”. The national campaign focussed on the role of 

HIV positive people in strengthening community spirit. It is a reminder how important it is for 

people living with HIV to share their experiences and knowledge and educate others about HIV, 

their resilience and the personal skills needed to adapt and manage hardship. This is particularly 

true of the bleeding disorders community where people may live with and manage multiple 

health conditions. In December 2012 HFA publications featured the National Association of 

People with HIV Australia (NAPWHA)’s HIV Stigma Audit study, which explored the experiences 

and strategies of people with HIV to manage stigma. Highlighted in this feature were strategies 

contributed by people with bleeding disorders and HIV.

 

Haemophilia Awareness Week and Red Cake Day, October 2012

Haemophilia Awareness Week and Red 

Cake Day was held from 7 to 13 October 

2012. Haemophilia Foundation Australia and 

Haemophilia Foundations around the country 

worked together with our supporters to raise awareness about inherited bleeding disorders.  

The theme this year was ‘Achieving your Dream’.

We had a strong response and sincerely thank each and every person who helped us fundraise 

and raise awareness during the week.  The week raised over $19,000 for programs and services 

across Australia. We had incredible support from 100 schools, hospitals, libraries, families 

and local communities across the country.  A range of different events were held and many 

organisations displayed promotional materials and information about bleeding disorders, as well 

as hosting Red Cake Days. 
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WFH 2012 CONGRESS PARIS 

The XXX World Federation of Hemophilia (WFH) 2012 World Congress was held in 

Paris, France, from Sunday 8 July to Thursday 12 July 2012.

Not only was the meeting important to us because it is such a valuable medical and scientific 

meeting that brings all the experts together in the one place, but it is a great networking 

meeting for people with bleeding disorders and their families and we supported and encouraged 

Australians as possible to attend. 

HFA had a booth in the Congress Exhibition to promote the 2014 Congress in Melbourne.  

Our booth had been designed to promote Melbourne as a great meeting and tourist destination 

and focussed on the opportunities for travel to other parts of Australia and the region.
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CAMPS AND WORKSHOPS

Camps, groups and workshops

HFA supports a range of program and services run by the state/territory foundations such as 

camps, parent carers groups, men’s group, women with inherited bleeding disorders group and 

rural education workshops. These programs and services bring the community together, provide 

education and peer support.   In 2012-2013 HFA supported 8 programs around Australia. 

HFNSW Family Camp, November 2012 

The annual Family Camp saw 130 people 

attending over the course of the weekend.  

New families joined in the fun and activities. 

Everyone, particularly the kids, really enjoyed 

the great activities on offer, the giant slide, go 

karts, archery, canoeing,  paddle boarding, 

swimming, and craft activities and a special 

appearance from The Reptile Man. 

HFV Family Camp, March 2013 

17 families from all over Victoria joined 

together for the HFV Camp held at Lake 

Dewar Lodge, near Bacchus Marsh.   

The weekend themed “Superheros”  

had activities run by Purple Soup.   

Over the weekend families got to 

participate in canoeing, high ropes and 

a trivia night.  Most importantly the 

weekend was a time to meet new people 

or see old friends and share experiences.
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TREASURER’S REPORT ~ Ann Roberts

I am pleased to provide my Treasurer’s Report for 2012-

2013. Overall our performance was solid and results aligned 

with expectations. Although our overall income decreased 

by 21% compared to the previous year our expenses were 

managed and they too decreased by 18% overall so that we 

returned a net surplus of $55,875 for the year. 

Whilst corporate sponsorship and government grants 

remained relatively strong, we did not meet our general 

fundraising and trust targets for the year and general 

donations declined by 8%. However our fundraising 

expenses were lower than the previous year which had also 

included costs for consultancy support. 

The most significant reason for HFA’s lower income is not 

at all alarming as this was simply because there was no 

national conference in 2012. This conference effect occurs every two years and the reduced 

sponsorship levels are expected and taken into account in our financial and operational plans 

with a net effect of both reduced income and expenditure in non-conference years. 

We have changed some of our approaches to improve our general donation performance and 

whilst this work is ongoing, it is a constant struggle to reach our fundraising targets. If some of 

the work we have done to improve our situation is successful, it may still take 2-4 years before 

it is reflected in additional revenue, and there is a risk that we will not increase our revenue 

as required. I note that our situation is not dissimilar to other organisations, and many are 

under increasing pressure because their fundraising income is down on previous years. HFA’s 

government grants will finish in the next 2 years and we will need to renegotiate these with 

government in an increasingly competitive environment. The youth project funding is due to end 

in August 2013 and the important ongoing requirements of this work will need to be rolled into 

other programs. We are currently making plans for this.

Our investments increased by 5% from $1,094,132 to $1,150,007 in the reporting period. It must 

be remembered that almost 70% of this includes funds held in the Haemophilia Foundation 

Research Fund, Damon Courtenay Memorial Endowment Fund and funds transferred to HFA by 

the former Haemophilia Foundation South Australia and these can only be used for those  

special purposes. 
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Nevertheless, I am pleased to report we have maintained a planned level of service delivery and 

funded additional human resources requirements, including undertaking overdue remuneration 

reviews which resulted in a 25% increase in our personnel expenses.  Many of our outputs and 

savings have been achieved from within the capacity of our staff and we have continued to 

add skillsets required to our staff group as we can afford to do so. This has resulted in a staff 

contingent of 7 staff, with only 2 of these being full time, with most working for very small time 

fractions. Although this brings some additional human resources costs, it gives HFA a greater 

capacity to do the range of work expected by the community without having to outsource at 

greater cost. To support the team we upgraded our accounting and donor management software 

during the year.

You will also see that our investment income decreased this year, and our effective interest rate 

for the year was 2.95% compared to 3.58% in 2012. This is mainly due to the current economic 

climate and beyond our control, however we had been working over the years to consolidate our 

investments with Macquarie Funds Management services for our research fund and discretionary 

reserves to seek improved interest rates. These investments remain in government guaranteed 

funds but our overall interest income decreased by 25% from $50,290 to $37,686.

We have actively sought to preserve funds over the last two years in anticipation of additional 

expenditure requirements for significant special projects for people with bleeding disorders 

which may not attract government or other funding in the future as well as to meet 2014 

Congress requirements. 

The 2014 Congress is by far a greater business activity than any of HFA’s undertakings ever. HFA 

has a significant responsibility to support World Federation of Hemophilia (WFH) in this major 

event. We will receive some financial compensation from WFH for agreed activities and other 

work will be done by HFA staff and volunteers as part of our regular work plans. WFH has overall 

responsibility for the Congress budget and our contract with WFH means that HFA will not bear 

any financial risks from the Congress. Nevertheless, HFA and the Australian bleeding disorders 

community will carry a great responsibility for Congress success. The WFH Congress budget 

relies heavily on a high attendance and participation of Australians - both health professionals 

and the patient community - and we need to work hard to ensure we reach our target for 

registered Australians at the Congress.  For this reason HFA will conduct a specific fundraising 

campaign to assist people with bleeding disorders and their families to attend and we will work 

with State/territory foundations to increase their capacity to fund their members who need 

financial assistance. The Congress is a one off opportunity that will benefit to our community in 

the long term as HFA will also share a 20% of net congress profit with WFH. This would go a long 

way to HFA becoming more sustainable and being in a stronger position to support member 

foundations with programs and infrastructure initiatives.  I urge you to support the Congress.

Overall I am confident however that we returned a positive financial result this year, and I am 

pleased to report we have increased our savings to enable us to meet our upcoming objectives in 

line with the objectives of Council. 
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Lions Club of Coonamble

Lions Club of Crescent Head

Lions Club of Dookie

Lions Club of Engadine

Lions Club of Gawler

Lions Club of Haddon and District

Lions Club of Innisfail

Lions Club of Jervis Bay

Lions Club of Maitland

Lions Club of Merbein

Lions Club of Murray Bridge

Lions Club of Richmond

Lions Club of Rockhampton  

  - Fitzroy River

Lions Club of Speed

Lions Club of Victor Harbor  

  & Port Elliot

Lions Club of Warners Bay

Rotary Club of Albury-Hume

Rotary Club of Palm Beach

Rotary Club of Wagga Wagga

Trusts & Foundations

Australian Executor Trustees Limited

Freemasons Public Charitable    

  Foundation

Goldschlager Family Charity  

  Foundation

Kraus Charitable Foundation

Pierce Armstrong Foundation

The Greatorex Foundation

The Marian & EH Flack Trust

The William Angliss VIC  

  Charitable Fund

Donations Received in Memory of:

Mr Alan Ewart

Mrs Betty Hansen

Dr John Lloyd

Mr Robert Williams

Bequests received from the  

  Estates of: 

The Late Joan Snell

The Late Marie Lillian Monckton

Corporate Donors over $250

Bravo Pty Ltd

Brierley Investments Ltd

Eastbeth Services Pty Ltd

Foot Print Electrical

H Stevens Pty Ltd

Happy Valley Clinic

Telstra Consumer & Country Wide

Corporate Partnerships

Bayer Australia $50,000

Biogen Idec $27,500

CSL Behring (Australia) $40,000

Novo Nordisk Pharmaceuticals  

  $40,000

Pfizer Australia $40,000

Nurse Education Awards  

(over 3 years):

Pfizer Australia $30,000

Haemophilia Foundation Australia 

   Vision & Leadership Awards

Pfizer Australia $11,000
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Haemophilia Awareness Week  

  & Red Cake Day

Advanced Mailing Solutions

Bendigo Bank

Mr Troy & Mrs Leah Bonner   

Mr Paul Bonner   

Ms Tammy Borg   

Burleigh Heads Medical Centre

Central Plaza Doctors

Ms Tracey Churchill   

Ms Karlie Clegg   

CSL Behring (Australia) Pty Ltd

Mr Graham & Mrs Carol Ebert   

Mr David & Mrs Mandy Fagan   

Orthopaedics, Fremantle  

  Hospital, WA

Ms Amanda Friend   

Ms Melanie Gilbert   

Ms Renee Gilmore   

Goodstart Early Learning,  

  Sunbury

Grey Melbourne

Ms Chenoa Hunter   

Ms Jen Jeske   

Ms Sarah Jones   

Ms Julie Karklis   

Ms Lorelle Keller   

Ms Rhiannon Mavromatakis  

Moruya Library

Rainbow Street Public School

Ms Karen Rogers   

Physiotherapy Department,  

  Royal Children’s Hospital, VIC

South East Regional Community  

  Health Service, Millicent SA

Ms Felicia Stretton   

Mr Michael & Mrs Michelle Sullivan   

Ms Janelle Swan   

Ms Sharyn Wishart   

WMS Gaming Australia

Physiotherapy Department,  

  Women’s & Children’s Hospital, SA

Ms Lyn Wong

Special Event Fundraisers

Mr Greg Davis    

Haematology Warriors   

MTD Products Australia Pty Ltd

Pfizer Australia

Mr Timothy Ross    

Telstra Consumer & Country Wide

Red Run Classic Sponsors

Bayer Australia Limited

Baxter Healthcare Pty Ltd

Brisbane City Council
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Registered as 

Haemophilia Foundation Australia Incorporated

Reg No: A0012245M  ABN: 89 443 537 189

Improving treatment and care through  

representation and advocacy, education  

and the promotion of research for people 

with inherited bleeding disorders

1624 High St, Glen Iris Vic  3146

P: 03 9885 7800  F: 03 9885 1800

E: hfaust@haemophilia.org.au  

W: www.haemophilia.org.au

 


