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Haemophilia Foundation Australia
Haemophilia Foundation Australia (HFA) represents people with inherited bleeding disorders and their 
families. We are committed to improving treatment and care through representation and advocacy, 
education and the promotion of research. 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. 

The Foundation was incorporated in 1986 after a history over several years of providing advocacy and 
support to people with haemophilia and their families. 

Funded by government grants and donations from private companies, service organisations and  
individuals, the Foundation is governed by a Council of Delegates representing state and territory Member  
Foundations which sets policy and strategic objectives. A small staff team manages the operations of 
the organisation.

HFA is an income tax exempt not for profit organisation. Donations of $2 and over are tax deductible.

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

MEMBER FOUNDATIONS 
AUSTRALIAN CAPITAL TERRITORY Major General Peter R Phillips, AO, MC.
WESTERN AUSTRALIA Dr Ken Michael, AC. Governor of Western Australia 
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SOUTH AUSTRALIA Doctor Donald Handley, MBBS., FRACP., FRCPA.
QUEENSLAND Her Excellency Ms Penelope Wensley, AO. Governor of Queensland

LIFE GOVERNORS
Jennifer Ross AO Ted Troedson  Alison Bellamy  Maxine Ewart
Alan Ewart  Bevlee Cassell  Barbara Volk OAM Fred Wensing
Mike Barry  Dawn Thorp  Bruce Fielding  Rob Christie
 
EXECUTIVE BOARD
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President’s Report 
Gavin Finkelstein 

Haemophilia Foundation Australia (HFA) continued to focus 
on its key objectives to represent the Australian bleeding 
disorders community and advocate for best practice care and 
treatment for all during the year. We have raised awareness 
of the issues affecting people with bleeding disorders and 
their families and carers.   We have learned more about the 
needs of people in different age groups and at different life 
stages and have looked at how to respond to those needs. 
Education programs and resources have been developed to 
meet current and emerging issues and we have supported our 
member Foundations to provide local activities in response to 
some of these challenges. 

As I report on the 2008-2009 year I also reflect on the 
achievements of many people who have worked hard to 
improve care and treatment in Australia over many years. Our 

organisation has entered its thirtieth  year. The Foundation faced some of its greatest challenges 
during the 1980s when the bleeding disorders community in Australia and around the world was 
devastated by the contamination of blood products with HIV and hepatitis C. Many families in 
Australia still feel the pain and sadness of those days and the years that followed and many people 
still live with hepatitis C or co-infection with hepatitis C and HIV. 

Our volunteers and the health professionals who have treated and cared for our members in the 
past have given us much to be grateful for. Their advocacy led to dedicated haemophilia centres 
for specialised treatment, and people with bleeding disorders now have several safe and efficacious 
clotting factor products to choose for their treatment. Unless we understand and remember that 
history and the efforts of others before us, we are at risk of losing ground and we could fall behind 
to a point where we no longer have the best standards of care and treatment.

It is important for us to remember the work of volunteers who have helped improve the situation 
in Australia for the bleeding disorders community.  It would not have been possible to bring about 
some of the improvements without volunteers who were willing to fight for what they believed 
would create a better future for the next generations.  

Fortunately there are now government processes in place in Australia to plan and manage 
sufficient supplies of treatment products, prophylaxis is standard, and treatment products can be 
home delivered. Specialist haemophilia centres provide a range of clinical services which include 
psychosocial services and access to genetic counseling services for people with bleeding disorders 
and their families. Although governments have chosen not to purchase the full range of treatment 
products registered for use in Australia, people using the available products do have some choice.  
Home delivery, different combinations of vial sizes and improved administration devices have been 
developed to make treatment more efficient, portable and convenient. The promises of gene 
therapy and longer acting concentrates are not yet available to us, but there are novel treatments 
in the pipeline. 
  
It is unhelpful to assume everything is straightforward, because it is not. There are still complications. 
There are still treatment product risks. We need to remain vigilant that plasma derivatives are as 
safe as possible, that all steps are taken to minimize risk in all treatments and that people who need 
to use these products can make informed treatment product choices in consultation with their 
clinicians, and that there are ongoing supplies of the best treatments for their condition.
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There are many challenges for us. Although treatment and care has improved and changed for 
the better over the years, people born today with a bleeding disorder and those who have lived 
with a bleeding disorder for many years still face day to day challenges. Many adults living with 
a bleeding disorder also have complications of living with blood borne viruses over many years.  
Many are facing deteriorating symptoms or further antiviral treatments, and suffer from long 
term joint and organ damage or other complications such as life long inhibitors. Many face the 
complications of ageing with additional health conditions in addition to their bleeding disorder 
and may need complex and multiple health interventions and treatments, multiple clinic visits, and 
hospitalizations for surgery. These ongoing complications are onerous and may lead to increasing 
physical debility, major career and family disruption, and work and lifestyle changes. Some people 
do not have the financial resources required or the family or psychosocial support necessary and 
may find this to be a very difficult period in their lives. 

Most children born with haemophilia in Australia today have a better opportunity to live full active 
lives with less intrusion of their bleeding disorder compared to the days when children spent long 
periods in hospital, away from school and isolated from their peers. However, this is not the case 
for all. Some children have complications such as developing inhibitors to their treatment and may 
require different services and care and their parents and siblings may need support. 

Nevertheless, no children in Australia are likely to face treatment product shortages and fortunately 
because of this most will not have long term joint damage and disability. Most can look forward to 
a fulfilling career and active lifestyle. But we should not underplay the support they need from their 
families and health professionals to achieve this. Most children will face challenges and complications 
due to their bleeding disorder at times during their life and we have an obligation to help them 
to prepare for that and to have the resources and capabilities to manage the challenges that may 
arise. We need to be sure their parents are supported and that they grow up with a resilience and 
capacity to take charge of their lives, and to overcome the complacency which sometimes occurs 
in adolescence and early adulthood. 

HFA is well aware of these challenges and remains well placed to assist families and support them. 
We need to make sure we are always ready for challenges that might occur at any time, just as our 
predecessors were. It is very important that we continue to strengthen the services we have and 
develop new programs to meet the emerging health issues that affect our community. Unless we 
work with health professionals and other stakeholders to maintain centres of excellence for the 
care and treatment of adults and children with bleeding disorders around Australia, they will not 
be able to maintain the level of care necessary.  

Our work during the year has involved collaborations with government and community based 
stakeholders.  The success of many of these relationships is a result of the goodwill across all 
sectors to improve services and care and to develop effective policy for the supply and delivery 
of haemophilia treatment products. We work hard to ensure stakeholders understand the needs 
of people with bleeding disorders and that there is a shared commitment of governments and 
processes in place to ensure treatment product supply is sufficient and sustainable. 

HFA appreciates the contribution of all haemophilia health professionals who have provided policy 
advice and assistance with HFA resource development during the year, and I especially thank the 
Co Chairs of  the Australia/New Zealand Haemophilia Social Workers’ and Counsellors’ Group, 
Australian Haemophilia Nurses’ Group and the Australian and New Zealand Physiotherapy 
Haemophilia Group and Australian Haemophilia Centre Directors’ Organisation (AHCDO) for 
their willingness to participate and support HFA activities during the year.  

During the year we have appreciated the opportunity for consultation and collaboration with 
the Australian Government Department of Health and Ageing, including the National Blood 
Authority, on blood policy and blood borne virus matters and the needs of the bleeding disorders 
community. 
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A significant commitment of government officials, health professionals and data managers at 
Haemophilia Centres, AHCDO and the Foundation has been made to the redevelopment of the 
Australian Bleeding Disorders Registry (ABDR) during the year.  The ABDR was initially established 
with HFA funding and has been operating for many years; however, it no longer met requirements. 
It is a clinical database and business system designed for use by clinicians, nurses, physiotherapists, 
social workers and data managers responsible for the care and treatment of people with bleeding 
disorders. It has four main components including patient details, clinical information, a record of 
patient interactions, and clotting factor product ordering and usage information. De-identified and 
aggregated data can be used to manage supply and demand planning to ensure the purchase of 
sufficient supplies for each patient.  Individual patient data is only used by a person’s haemophilia 
centre to assist with that person’s clinical care and to ensure sufficient product is ordered for that 
person. An ABDR Steering Committee with representatives from AHCDO, HFA, the National 
Blood Authority and representatives from state/territory jurisdictions is responsible for oversight 
and governance of the ABDR. HFA will in time have access to aggregated data which will assist 
HFA to plan services to meet the needs of our members.

HFA has collaborated with many community organisations in its work during the year and values 
relationships with Consumers’ Health Forum of Australia (CHF), Hepatitis Australia, Australian 
Federation of AIDS Organisations (AFAO), National Association of People Living With HIV/AIDS 
(NAPWA), Australasian Society for HIV Medicine (ASHM) and the Australian Red Cross Blood 
Service. 

I am pleased to report that HFA developed several new and innovative education programs and 
resource materials for people affected by bleeding disorders and their treating health professionals 
and families and carers, and we launched our new website during the year. 

HFA has a firm commitment to the World Federation of Hemophilia (WFH) goals to achieve 
treatment for all, and to enhance treatment product access and care for the bleeding disorders 
community around the world. Our active participation in the WFH twinning program has led 
to further work with the National Hemophilia Foundation of Thailand and Thai Patient’s Club. 
We learnt much from the two Thai parents of children with haemophilia who visited Australia 
to participate in the National Youth Camp, the Haemophilia Foundation South Australia Family 
Camp and the Haemophilia Foundation Queensland in September 2008 and look forward to our 
ongoing work with the haemophilia community in Thailand.

HFA was pleased to make a further distribution from the Damon Courtenay Memorial Endowment 
Fund (DCMEF) during the year. The HFA Vision and Leadership Awards were also made during the 
year. Each of these awards are available to people with bleeding disorders from around Australia 
and provide a chance for people to undertake education or career development activities or other 
activities which will enhance their lives.  

I wish to thank Council Delegates and Presidents, Committee Members of each of our member 
Foundations and the HFA staff who have worked hard during the year and supported HFA’s 
endeavors to reach our objectives. 
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Highlights
Major project – impact of hepatitis c on the bleeding disorders community
It is estimated that there are more than 3000 people in Australia with inherited bleeding disorders, 
including males and a few females with haemophilia, female carriers of the haemophilia gene, 
males and females with von Willebrand disorder, and people with other rare inherited bleeding 
disorders.

Living with a bleeding disorder also impacts on others, especially parents, partners and families. 
HFA’s current work on hepatitis C addresses the needs both of people with bleeding disorders 
affected by hepatitis C and those close to them, who also live with the day-to-day consequences 
of hepatitis C infection.

During the early 1990s many adults and children with bleeding disorders found they had been 
exposed to hepatitis C through their clotting factor treatments before their treatment products 
were screened and virally inactivated against blood borne viruses. Many of them have now been 
living with hepatitis C for more than 20 years. 

Most people are now treated with recombinant clotting factor which is genetically engineered 
with little or no human or animal material and is extremely unlikely to transmit a blood borne 
virus. However, for those who were infected with hepatitis C, the complications of living with 
a blood borne virus and a bleeding disorder continue to have an impact. Many older people, 
especially those over 35, also grew up without adequate clotting factor treatment due to limited 
availability of treatment product and have developed arthritis, chronic joint damage and other 
health problems. Over time these problems have compounded with hepatitis C symptoms to 
create other health issues – which increase as people age. Younger people may have benefited 
from current prophylaxis treatment for haemophilia, which aims to prevent bleeding, pain and joint 
damage, but live with the impacts of hepatitis C on their relationships, social and work life and an 
ongoing fear for the future. 

HFA’s hepatitis C project has focused on developing and carrying out a plan to address the specific 
community needs identified in the HFA hepatitis C needs assessment. To refine its plan, in 2008 HFA 
asked the bleeding disorders community and health professionals for feedback on its hepatitis C  
work to date and for more information on particular issues. This was through community feedback 
surveys, focus groups in some states and territories, and national consultation with community and 
health professionals. In January 2009, HFA released its Getting it right: Hepatitis C needs assessment 
evaluation and implementation report. 

The feedback on HFA’s hepatitis C work and resources highlighted a higher awareness of hepatitis C  
nationally, motivating some people to review their hepatitis C status and reconsider treatment. Fear 
of discrimination and the resulting low levels of disclosure remain major issues, leading to isolation 
and depression/anxiety. Many community members commented that the personal stories in the 
2007 HFA needs assessment report and hepatitis C fact sheets helped them to feel connected 
rather than alone. 

This quote from a community member shows the complexity of issues faced:

If you ask about the perfect consultation, I think these haemophiliacs, they’re like sports cars. They need 
to come into the pit lane. We get the arthritis, we get the hep C, we get the HIV, and those when they 
combine, create a mental health issue. And also there’s counselling you need if you are in work. You are 
going to need some support to stay there. You need someone to help you get out of bed in the morning 
sometimes. You need rails in your bathroom. Other times you need other things.
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Other priority issues were:
•	 Financial hardship; need for financial advice
•	High need for confidential support for person and carer/partner. Men rarely ask for support  
 directly. Carers/partners often don’t know where to go for support

For many, access to hepatitis C treatment was still an issue. Treatment 
side-effects and loss of income over the 6-18 month treatment period 
was a barrier for many, while others described the difficulties in dealing 
with unsuccessful hepatitis C treatment or not being able to have 
treatment. After making a submission to government on access to 
hepatitis C retreatment and support in April 2008, HFA was pleased to 
see retreatment subsidised under the Pharmaceutical Benefits System 
in December 2008. 

HFA’s response has also included several community information and 
education initiatives:
•	 Fact sheets on disclosure in the workplace and to family/friends/new partners (May 2009)
•	 Personal stories on the HFA web site (May 2009)

•	 Series of newsletter articles on hepatitis C with  
  personal stories for Haemophilia Foundation  
    newsletters (Jul-Dec 2008)
•	 Media release on new hepatitis C treatments  
 and people with bleeding disorders to reach those  
 who don’t normally attend Haemophilia Centre  
 – resulted in several radio interviews and a TV  
 news item, also displayed on the HFA web site  
 (May-Jun 2009)

Looking for a constructive way forward with their situation, some community members had 
suggested a weekend education program with a holistic focus on wellbeing and hepatitis C. In 
October 2008 HFA received funding from the Lord Mayor’s Charitable Fund to pilot a Wellbeing 
Weekend in Victoria. In June 2009 18 men with haemophilia and their partners/support person 
met at a rural retreat to participate in a weekend of guided activities to explore wellbeing, including 
managing hepatitis C, exercise, relaxation, emotional wellbeing, disclosure, self-advocacy, being 
creative and having fun together. Evaluations were very positive: participants enjoyed the practical 
approach and, as one commented - “to be able to speak openly with others in similar situations 
has been wonderful. Learning from each other, drawing strength from each other is invaluable.” As a 
result, HFA has developed a toolkit on how to hold a Wellbeing Weekend for state and territory 
Haemophilia Foundations and other interested organisations. 

Addressing the complexity of the community’s needs around hepatitis C remains a challenge and 
HFA has developed a multi-dimensional strategy. This includes: 
•	 Education and information on priority areas for community and health professionals
•	 Responding to the financial support needs of members
•	Continuing to work with community and health professionals on a comprehensive health care  
 approach to manage multiple health issues and social needs.

Clotting factor products made from human plasma are now considered safe from HIV and  
hepatitis C, although the risk of infection through new or unknown micro-organisms causing disease 
cannot be excluded. HFA continues to take a strong and watchful interest in product safety.
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Camps and Workshops
HFSA Family Weekend, September 2008
After a gap of many years, 19 families in SA met for a family weekend at Wirrina Cove. The 
weekend ran in conjunction with the Youth Weekend.  Activities included navigating the maze, 
team trivia, silly soccer and educational forums.  The children on the last day made their own  
t/shirts in memory of their special weekend.

HFT Family Weekend, December 2008 
12 families came together, mostly from North Tasmania, for the HFT Family Weekend.  Workshops  
were arranged during the weekend focussing on: Treatment and Care, Maintaining Quality of Life, 
What’s in the future? and Information and resources.

The weekend was very informative and gave an opportunity for new friendships and old ones to 
reunite. 

HFV Camp, March 2009
12 families came together at Briars Outdoor Camp in Mt Martha for the HFV Family  
Weekend. The camp received rave reviews.  Over the weekend families got to  
participate in activities such as canoeing, arts and crafts, flying fox and archery.   
The weekend is an opportunity for families to share experiences with others,  
to network, and for children to make new friends and learn from each  
other’s experiences.

HFWA Men’s Group
The HFWA Men’s Group meets on a quarterly basis socially.  The group is for men with a bleeding  
disorder aged over 18 years.  The group enables men of different ages to come together in an 
informative, non threatening environment to discuss their lives and the impact that their bleeding 
disorder and viruses have on them. 
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Fundraising 
Fundraising objectives are met through direct mail campaigns, trusts and foundations and  
fundraising events. 

Appeals
Direct Mail campaigns are mailed four times each year to donors on our database in September 
(Spring), November (Christmas), February (Autumn) and May (Tax).
 
Donations to the appeals are supported by individuals, corporations, service clubs, churches and 
schools. Donations are directed to programs and services such as family camps, support groups 
and resources. 

Trusts and Foundations
Trust and foundation applications are made throughout the year and HFA values grants made 
for its activities. Some of the grants from trusts and foundations specifically supported SA Family 
Camp, Youth Program and Youth Weekend, VIC Men’s and Women’s support groups and HFA 
Hepatitis C Project. 
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Red Run Classic

 

The 3rd Red Run Classic was held on Sunday 31 May at New Farm Park.  650 runners and walkers  
got together to raise money for people with haemophilia and inherited bleeding disorders.   
The morning was a most successful event.  Cr David Hinchliffe (Councillor for Central Ward) 
officially started the race and the first runner finished in 17.17 minutes.  We thank all those who 
participated and assisted on the day and most importantly we thank our sponsors. 

Men 
1st Men 5km  - Stuart Bowden (#50) 17:17 
1st Men 10km  - Jackson Elliot (#495) 32:01 
2nd Men 5km  - Oscar McPhee (#876) 17:56 
2nd Men 10km  - Geoff Heydon (#854) 33:20
3rd Men 5km  - Mark Tasney (#313) 18:22 
3rd Men 10km  - Hayden Pickering (#902) 34:58

Women 
1st Women 5km  - Michelle Woodhouse (289) 21:33 
1st Women 10km  - Roxie Schmidt (#435) 35:56
2nd Women 5km  - Tyra Evans (#62) 22:30 
2nd Women 10km  - Emily Donker (#929)
3rd Women 5km  - Allison Cresswell (#339) 
3rd Women 10km  - Annette O’Shea (493)
 
Child 
1st Boy - Angus Douglas (#13) 
1st Girl - Caitlin Large (#946)
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Haemophilia Foundation Research Fund

The Haemophilia Foundation Research Fund was established in 1994 to support Australian 
based medical, scientific and social research to benefit the treatment and care of people with  
haemophilia and related bleeding disorders. The fund has provided for 23 research projects over 
its 15 year history, representing a total amount of $517,092. 

During 2009 the Haemophilia Foundation Research Fund Committee was chaired by Dr James 
Daly of Royal Hobart Hospital, Tasmania. HFA is grateful to Dr Daly and the following Committee 
members for their participation and recommendations:   

Dr Scott Dunkley  Australian Haemophilia Centre Directors’ Organisation
Wendy Poulsen  Australian and New Zealand Physiotherapy Haemophilia Group 
Salena Griffin  Australian Haemophilia Nurses’ Group
Leonie Mudge  Australia/New Zealand Haemophilia Social Workers’ and Counsellors’ Group 
Megan Sarson  Australian Haemophilia Centre Directors’ Organisation
Gavin Finkelstein  HFA President   
Sharon Caris  HFA Executive Director

In 2009 an allocation of $69,500 was allocated to two research projects:

Dr Simon McRae, Royal Adelaide Hospital SA - $20,000
Thrombin generation in patients with discrepant haemophilia A 

Prof J Rasko, Centenary Institute NSW- $49,500
Towards a cure for haemophilia using gene therapy 
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Community Awareness
Haemophilia Awareness Week 2008

Haemophilia Awareness Week  – Haemophilia – why is it so?  was celebrated from 12-18 October  
2008.  Haemophilia Foundation Australia and Haemophilia Foundations around the country work 
together to raise awareness about inherited bleeding disorders among the general community,  
community organisations and governments. 

A media campaign resulted in 26 radio interviews, 5 Community Service Announcements and 20 
print articles during the week.

World Haemophilia Day 2008
World Haemophilia Day is celebrated on 17 April, the birthday  
of World Federation of Hemophilia (WFH) founder, Frank Schnabel,  
who died of AIDS in 1987 as a result of contaminated blood  
products. 2009 marks the 20th anniversary of the celebration of 
World Haemophilia Day. 

Haemophilia organisations around the world came together 
with their partners in their own countries to raise awareness of  
bleeding disorders.  The 2009 theme Together, we care, aimed to 
emphasise the importance of comprehensive care in haemophilia 
health care delivery. 
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Global Feast 

Australians participated again in Global Feast.  Global Feast is run by World Federation of  
Hemophilia (WFH) with several of its member organisations.  HFA has been involved in Global 
Feast since its inception in 2005. 

In Australia there have been a range of events including dinners by a number of HFA staff,  
foundations raising money at their family camps and other organisations organising morning or 
afternoon teas.

Website
The Haemophilia Foundation Australia website is one of HFA’s most valuable communication 
tools. It is used frequently as a source of information for the bleeding disorders community, stake-
holders and the general community, and school and tertiary students often access the web site for 
their study and assignments. 

In April 2009, HFA launched the new version of its website. The redeveloped website has several 
new features, including a more contemporary design, more information and images, online videos 
and a new secure online registration and donation system. The new web site has been received 
well by the community and feedback about the design has been very positive.

HFA staff update the website regularly and HFA releases an E-News update via email every 
month.
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WFH Haemophilia Organisation Twinning 

The World Federation of Hemophilia (WFH) 
twinning programs are a part of several valuable 
initiatives of WFH to improve care and treatment  
around the world. HFA has worked with the 
National Hemophilia Foundation of Thailand  
and the Thai Patient’s Club since 2006 in a  
twinning relationship sponsored and supported 
by World Federation of Hemophilia (WFH). 

WFH now has 44 haemophilia organisation  
twinning relationships in 53 countries around  
the world. The links made between developed  

and developing countries enable each country to share knowledge in areas including patient  
education, outreach, fundraising, and ways of operating a successful haemophilia organisation.  

HFA’s first visit to Thailand in November 2006 marked the start of a special relationship between 
the haemophilia communities in both countries. At that time Gavin Finkelstein (President) and  
Sharon Caris (Executive Director) represented Haemophilia Foundation Australia at meetings with 
clinicians and patient leaders and the Thailand National Health Security Office officials in Bangkok  
to discuss opportunities for the work that could be done between the patient organisations  
in each of the two countries. 

In April 2007 Gavin Finkelstein, Sharon Caris,  
Paul Bonner (HFSA and representing  
HFA Youth Committee) and Rob Christie  
(representing WFH) participated in a workshop  
in Bangkok which was attended by 50 members  
of the Thai Patient’s Club and health  
professionals working with haemophilia  
patients at Ramathibodi Hospital. Workshop 
sessions focussed on developing networking and 
outreach skills. An outcome of the workshop 
was the identification of several peer leaders 
who could work in their local regions around 
Thailand to strengthen local relationships and connections between patients and their families and 
health professionals and increase access to care and treatment.  Since that time the Thai Patient’s 
Club has participated in regional outreach programs which has identified new patients who have 
been included on the patient registry and are now in receipt of specialist haemophilia treatment 
services and peer support. 

In September 2008 Mr Nawin Pajakgo and 
Mr Narong Yamnual, who are both fathers 
of boys with haemophilia came to Australia 
for a series of meetings and activities with  
representatives of the Australian bleeding  
disorders community. They attended the  
Annual General meeting of Haemophilia  
Foundation Queensland (HFQ) in Brisbane 
and later visited the HFA office in Melbourne  

Narong, Narwin and Sharon

Narong with the Fogarty family

Narong and Narwin with HTC Staff at 
the Royal Children’s Hospital Melbourne 
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to meet people with bleeding disorders and HFA staff to discuss policies and procedures.  
They also made presentations about haemophilia services and care in Thailand to  
Haemophilia Foundation Victoria (HFV) representatives and health professionals from the  
Henry Ekert Haemophilia Centre at the Royal Children’s hospital in Melbourne. They also  
travelled to Adelaide to meet with Royal Adelaide Hospital Haemophilia Centre staff and  
attended the Haemophilia Foundation South Australia Family Camp and HFA Youth Camp at 
Wirrina Cove. 

The visit was valuable for Australian bleeding disorders community representatives to meet the 
Thai visitors, and learn more about the achievements and ongoing needs of the bleeding disorders 
community in Thailand and to share ideas and form new friendships. Our Twinning relationship is 
a positive two-way experience that has motivated our staff and volunteers, and has involved HFA 
and Thai Patient’s Club youth and families affected by bleeding disorders in a positive way.
    
The plan for 2009-2010 includes a further workshop, an outreach visit to a regional area of  
Thailand and for two Thai Patient’s Club representatives (mothers of boys with haemophilia)  
to attend the 15th Australian and New Zealand Haemophilia Conference in Brisbane in  
October 2009. 
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Youth Leadership and Mentoring Program 
The Youth Leadership and Mentoring Program commenced in 2003 to encourage and motivate 
young men and women to become more involved with the bleeding disorders community, to  
encourage leadership and to benefit from personal development and peer support.

Members met monthly via teleconference and 
undertook a range of tasks such as preparing the 
quarterly newsletter Youth News and organising 
the Youth Training weekend.  

19 youth from around Australia attended the 
Youth Training  weekend in South Australia from  
19-21 September 2008.  The weekend was a  
great success and gave the young men and women  
participants a chance to learn more about living  
positively with bleeding disorders as well as to  
develop new relationships and benefit from the 
peer support.  

We got some new members, all with different backgrounds and perspectives,  that really stimulated  
the conversation

I listened in awe to the stories of guys only a few years older than my brother, who have been through 
more than any person should ever have to.

Getting to know all the other people with haemophilia was really great and they knew so much more 
about it than I do and they seemed really interested in it, but I have never really cared about it. I sort of 
tried to pretend I didn’t have anything and tried to avoid telling people I had it but thanks to the weekend 
and the people on it I’m not ashamed of it any more.  

Membership (from January 2009)
Co-Chairs ~ Robert McCabe (WA) & Erin James (NSW)
Youth Council ~ Paul Bonner (SA), Anna Sznyter (TAS), Craig Bardsley (QLD), Matthew Blogg (VIC)
Youth Leaders ~ Sam Duffield (NSW), Dale Spencer (WA), Michael Lucken (VIC),  
Lauren Albert (QLD), Chris Poulton (VIC), Hamish Robinson (NSW), Scott Coulter (SA)
HFA Representative ~ Natashia Coco
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TREASURER’S REPORT
Peter Fogarty

I am pleased to report on the financial year 1 July 2008-
30 June 2009. In a year that has challenged not for profit 
organisations world wide, Haemophilia Foundation Australia 
(HFA) maintained a stable income from government grants, 
trusts and corporate partnerships, but an overall decrease 
in income and an increase in operating expenses has led to 
a deficit for the year. This is in part explained by the effect 
of our biennial national conference held in the previous year, 
which is funded by sponsorship donations, and by an increase 
in operating expenses for the year.  Investment income 
decreased from the previous year, but our conservative 
investment policies has offered some protection from the 
global economic conditions and yielded a 4.9% return on 
invested funds. 

We have re-negotiated our two Department of Health and Ageing (DOHA) grants for a three 
year period. We appreciate the commitment of DOHA to core outputs including, some secretariat 
expenses, newsletters, support to specialist haemophilia health professionals’ groups and some of 
the work of Council.

Our new website was redeveloped and launched during the year. This was cost effective due to a 
considerable effort by staff to undertake some of the work in-house. We are pleased with the result 
of this work and have received positive feedback. An increased workload for staff as new initiatives 
become a part of the regular work schedule has had an increasing impact on personnel expenses 
and our annual leave provision. We recognize that many of our activities require staff to work at 
weekends and evenings because of the nature of the work. As we cannot afford to pay overtime, 
time in lieu of this increases, and may be taken whilst an increasing annual leave provision accrues.  

I am pleased we have been able to maintain our commitment to the HFA hepatitis C project 
and we met most of the state/territory requests for funding for camps, workshops and other 
education activities. 

Distributions from the Damon Courtenay Memorial Endowment Fund and allocations under the 
HFA Vision and Leadership Awards provided financial support to individuals affected by bleeding 
disorders. These programs provide valuable opportunities for people to pursue education activities 
or obtain support to live more comfortably. 

HFA increased its commitment to Australian based research through the Haemophilia Foundation 
Research Fund this year, and support of two projects that may result in better health outcomes for 
people affected by bleeding disorders. 

The third Red Run Classic in Brisbane generated great interest from participants and we expect that 
sponsorship will grow steadily to help make the event a future success. With uncertain economic 
times we are keen to secure such an event that will provide stable revenue for the organization. 

In the next year we will undertake a review of our fundraising activities and all services and care 
programs to make sure they met the needs of our community and are cost effective.  We will 
continue to provide timely and accountable programs to our community.

I would like to thank staff for their hard work, the many volunteers who have served on Council 
and in other many ways, and to our donors, trust and foundations and corporations for their  
financial support.
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