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Our Vision

The EHE-RCFA aims to establish itself as a strong national presence as part of 
a global change movement dedicated to addressing the needs of people 
affected by EHE.

We seek to offer people suffering from this frequently 
aggressive and lethal cancer hope for improved disease 
management, treatment and, ultimately, a cure, and 
serve as the means for creating positive changes in 
care, quality of life outcomes and survival for EHE 
patients, present and future.

The EHE-RCFA’s board is passionate in its desire to contribute to the 
prevention and control of rare cancers and sarcomas more broadly, and 
establish itself as a leader in consumer involvement in cancer control.
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Our Mission 

The EHE Rare Cancer Foundation (Australia) Limited (EHE-RCFA) is a patient-centred national not-for-profit 
health promotion charity established for the purposes of promoting the prevention, control and cure of 
Epithelioid Hemangioendothelioma (EHE) – a rare vascular cancer.

To achieve this purpose, the EHE-RCFA’s main areas of activity involve:

Understanding and raising awareness of the 
challenges and opportunities in the care of rare 
cancers, sarcomas and EHE alike, whilst advocating 
for greater support and partnering to contribute to 
mutual care improvements

Developing, facilitating and leading a 
comprehensive international research 
program spanning bench-to-bedside and 
beyond, targeted at improving the collective 
understanding, management, control and, 
ultimately, the cure of EHE with the support of 
world class experts in rare cancers, sarcomas, 
EHE, consumer involvement and related fields.

Developing and executing sustainable fundraising 
programs and activities to generate the requisite 
funds to sponsor support and research programs and 
projects.

Understanding EHE consumer and stakeholder 
needs and developing and promoting accessible 
psychosocial, informational, and other supports to 
assist them throughout the cancer journey (from 
initial presentation, investigations, referral and 
diagnosis, through to treatment planning, treatment, 
after-treatment recovery, reoccurrence or end-of-
life care) in order to reduce isolation, fear, stress 
and anxiety often associated with diagnosis, and to 
enhance disease understanding, communication 
and knowledge-sharing.
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Awareness, Advocacy and 
Partnering

Research and Clinical 
Development Program

Fundraising and 
Sponsorship

Consumer and Stakeholder 
Support Program



We’re Creating Change to Offer Hope and Save Lives

The EHE Rare Cancer Foundation (Australia) Limited is a national patient-centred not-for-profit- 
health promotion charity. We work in partnership with our sister charities in the United States and 
United Kingdom as part of a global change movement dedicated to addressing the needs of 
people affected by EHE throughout the world.

Our movement grows awareness, advocates and partners for care improvements. We establish 
funding for our support and research programs and continue to invest in and drive breakthrough 
research.

We seek to offer people suffering from this frequently aggressive and lethal cancer hope for 
improved disease management, treatment and, ultimately, a cure, and serve as the means for 
creating positive changes in care, quality of life outcomes and survival for EHE patients, present and 
future.

Through our work, we are passionate about establishing ourselves as a leader in consumer 
involvement in cancer control and contributing to the prevention and control of rare cancers and 
sarcomas more broadly.

This is why patients, families, doctors, researchers and friends from across the globe unite and support 
us.

“When you’re told there’s no drug out there 
to cure you, you have to go and find it.”
Jonathan Granek  
Founding Director, EHE Rare Cancer Foundation (Australia)

Why We Do What We Do 

Around the world, the statistics tell us that more action is needed to tackle rare and less common 
cancers like EHE. With rare and less common cancers accounting for more than 22,000 deaths in 
Australia each year, equating to 50% of all cancer deaths, and these figures on the rise, the need for 
change is urgent (Rare Cancers Australia, 2016).

Investment and advancements seen in common cancers (such as prostate, breast, bowel, 
melanoma and lung) over the past 30 years, notably in early diagnosis and treatment options, have 
seen many people surviving and thriving after a common cancer diagnosis (Rare Cancers Australia, 
2016). However, rare cancers like EHE have not seen such investment or advancements and, 
consequently, care and outcomes have remained relatively unchanged over the same period.

Funding to address these shortfalls remains disappointingly and disproportionately low. With less than 
20% of cancer research funding and less than 15% of the total Pharmaceutical Benefits Scheme (PBS) 
spending being directed toward rare and less common cancers which, altogether, comprise over 
180 distinct tumour types (of which EHE is one) there are few treatment options and little assistance 
available (Rare Cancers Australia, 2016).

There is a lot to be gained from investing in research on rare cancers. Research has shown that 
sarcomas such as EHE, in particular, exhibit characteristics that make them very good models for 
unravelling scientific mysteries and developing novel treatments for cancers more broadly (World 
Sarcoma Network).

About the EHE Rare Cancer Foundation (Australia)

Section 1. AN OVERVIEW OF THE EHE RARE CANCER FOUNDATION (AUSTRALIA)

5.



“...discovery of the specific gene fusion associated 
with EHE tumours was a very significant 
breakthrough that has enabled the development of 
cell-based biological EHE models that have enabled 
research that was previously not possible...”
Dr Brian P. Rubin, MD, PhD
Lead Investigator, International EHE Research Program

Our Research Program

World-renowned pathologist and medical researcher, Dr Brian P. Rubin, encourages and facilitates collaborations 
between our movement’s advisors, research teams and members to help increase expertise, ensure that research is 
not unnecessarily duplicated, that results are shared, and ensure we achieve the greatest progress from every dollar of 
funding we receive and spend. 

The research we develop and support is undertaken with clear aims to benefit patients with EHE. The work we do is 
focused at improving care, quality of life outcomes and survival for EHE patients.

Our research program is comprehensive, spanning bench-to-bedside and beyond and targeted at improving the 
collective understanding, management, control and, ultimately, the cure of EHE, and includes:

Cell and animal-based model systems;

Molecular-based diagnostic tools to take the 
‘guess work’ out of diagnosis;

Prognostic tools to help determine which and 
when tumours progress; and

Drug and other novel treatment developments 
based on identified and potential therapeutic 
targets.
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From Humble Beginnings

Our global movement began in 1999 right here in 
Australia when Melbourne-based mother, Cynthia 
Pollock, was desperate to find answers to help her 
20-year-old son diagnosed with EHE. Frustrated 
by lack of information and knowledge about 
the disease and treatment options associated 
with disease rarity, Cynthia started her own 
personal campaign to reach out and connect 
with people affected by EHE worldwide. Cynthia 
managed to compile a database of over 300 
patients from across the globe, recording tumour 
locations, treatments received and treatment 
responses. This body of work became known as 
the H.E.A.R.D Registry, now titled the EHE Patient 
Encyclopaedia, and continues to be a resource 
in use by EHE patients today.

Through her international network, Cynthia 
connected with Dr Guy Weinberg, a professor of 
Anesthesiology at the University of Illinois who, in 
2007, learned that his 13 year old son had EHE. 
In 2010, Cynthia partnered up with Dr Weinberg 
and his brother, Mark Weinberg, an attorney with 
expertise in structuring charitable foundations, 
to establish the United States based CRAVAT 
Foundation to help close the research gap. 
Through the CRAVAT Foundation, over $50,000 
was soon raised and distributed to scientists 
working to learn more about, and find treatments 
for EHE. Of these recipients was Dr Rubin who had 
then just characterised the genetic abnormality 
which defines EHE. The funds went some way to 
towards Dr Rubin’s early development work in 
cell and animal-based model systems that are 
required to test prospective treatments.

In the spirit of Cynthia’s work, United States based 
mother, Jane Gutkovich, also faced with an EHE 
diagnosis for her son, began researching this 
rare cancer and interacting with other patients 
throughout the United States in 2013. Her efforts 
led to the establishment of a private EHE Face-
book group that quickly gained popularity and 
developed into an international forum for EHE 
patients, caregivers and friends around the world, 
now with close to 1,000 members. This surge in 
activity brought with it increased awareness, 
support and opportunities in Dr Rubin’s work and 
led him to develop and assume the role of Lead 
Investigator for a comprehensive EHE Research 
Program.

With an appreciation that the worldwide EHE 
community had reached a key juncture, where 
concerted patient engagement and financial 
support would make a real difference in the rate 
of research progress and improvements for EHE 
patients, leaders from within the international 
EHE Facebook community emerged and, in 
2015, agreed to form an international movement 
dedicated to addressing the needs of those 
affected by EHE under the banner of the EHE 
Group. At the heart of the movement are 
three driving force not-for-profit charities; The 
EHE Foundation in the United States, the EHE 
Rare Cancer Charity (UK) and the EHE Rare 
Cancer Foundation (Australia). Whilst legally 
independent entities, the sister charities are 
closely linked by their common purpose and 
origin, and are dedicated to jointly raising funds, 
support patients and vital research into EHE, and 
delivering successful EHE treatments and disease 
management to the world.

7.



Our People

Jane Biddlecombe
Founding Director
Chair of the Board of Directors
Treasurer
Director of Fundraising and 
Sponsorship
Director of Consumer and 
Stakeholder Support 

July 2015 – Present

Jonathan Granek
Founding Director
Deputy Chair of the Board 
of Directors
Director of Awareness, 
Advocacy and Partnering
Director of Research and 
Clinical Development

July 2015 – Present

Jenny Shipley
Founding Director

July 2015 – Present

Tony Wise
Founding Director

July 2015 – Present

A/Prof Clare Scott 
MBBS, PhD, FRACP

Dr Jayesh Desai 
MBBS, FRACP

Dr Brian Rubin 
MD, PhD

Prof. David Thomas
FRACP, PhD, 

Medical Oncologist, 
Royal Melbourne Hospital, 
Melbourne, Australia

Principal Investigator, Centre 
For Analysis of Rare Tumours 
(CART-Wheel), Melbourne, 
Australia

Principal Investigator, 
Stafford Fox Rare Cancer 
Research Program, Walter 
and Eliza Hall Institute 
of Medical Research, 
Melbourne, Australia

Chair of the Clinical 
Oncology Society of Australia 
(COSA) Rare Cancer Group

Member, International Rare 
Cancers Initiative (IRCI)

Medical Oncologist, Royal 
Melbourne Hospital and Peter 
MacCallum Cancer Centre, 
Melbourne, Australia

Associate Director, Cancer 
Trials Australia (CTA), 
Melbourne, Australia

Chair, CTA Phase I Drug 
Development Group, 
Melbourne, Australia

Chair, Australasian Sarcoma 
Study Group (ASSG), 
Melbourne, Australia

Professor and Vice Chair, 
Pathology, Cleveland 
Clinic, United States

Director, Soft Tissue 
Pathology, Cleveland 
Clinic, United States

Director, Bone and Soft 
Tissue Pathology Fellowship 
Program, Departments of 
Anatomic Pathology and 
Cancer Biology, Cleveland 
Clinic, United States

Professor of Pathology, 
Cleveland Clinic Learner 
College of Medicine, 
United States

Lead Investigator, 
International EHE Research 
Program

Director of The Kinghorn 
Cancer Centre and Head 
of the Cancer Division 
of the Garvan Institute in 
NSW.

Founding Chair and board 
member of the Australasian 
Sarcoma Study Group 

Director of the adolescent 
and young adult (AYA) 
cancer program, onTrac@
PeterMac 

President of the 
Connective Tissue 
Oncology Society

CEO Australian Genomic 
Cancer Medicine Centre

Industry Advisors
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Governing Document

EHE Rare Cancer Foundation 
(Australia) Limited is governed by a 
constitution.

The date of the governing constitution 
is 29 June 2016.

Business Registration

EHE Rare Cancer Foundation (Australia) 
Limited is active.
ABN: 91 605 700 338
The day of commencement of activity 
is 10 June 2015.

Company Registration

EHE Rare Cancer Foundation 
(Australia) Limited is a registered 
company with the Australian Securities 
and Investments Commission (ASIC) 
under the Corporation Act 2001 and 
is taken to be registered in Northern 
Territory.

ACN: 605 700 338

The company is limited by guarantee.

The company is a public company.

The day of commencement of 
registration is 7 May 2015.

Charity Registration

EHE Rare Cancer Foundation (Australia) Limited is 
registered with the Australian Charities and Not-
for-profits Commission (ACNC).

The charity is registered as a Health Promotion 
Charity (HPC).

The charity operates in all states of Australia.

The day of commencement of registration is 1 
July 2015.

The charity is endorsed for the following tax 
concessions:
 ▪ Goods and Services Tax (GST) Concession 

from 1 July 2015.
 ▪ Income Tax Exemption from 1 July 2015.
 ▪ Fringe Benefit Tax Exemption from 1 July 2015.

The charity is endorsed as a Deductible Gift 
Recipient (DGR) from 2 September 2015.

Structure and Management

9.

Staffing Philosophy

The charity has been deliberately structured to 
minimise administration and associated running 
costs. The charity’s objectives are delivered 
through the directors working with industry advisors, 
volunteers and supporting infrastructure with Google 
for Non-Profits and MyCause. The directors do not 
receive any remuneration for the roles they fulfil.

Section 2. Governance



I am pleased to report that the EHE-RCFA has continued to build on the solid success of the previous year and 
have worked towards developing a long term-term strategic plan for the EHE-RCFA, with a focus on improving 
operating infrastructure. 

Throughout the 2017-2018 period we continued to strengthen collaborations with our US and UK counterparts 
across all our objectives; research, advocacy, patient support and fundraising. 

Our awareness, advocacy, and partnering objectives, in particular, enjoyed a good start.  In July 2017, the 
EHE Rare Cancer Foundation Australia was proud to be asked to support Rare Cancers Australia in their new 
campaign, #CancerIsCancer. The ‘Cancer is Cancer’ initiative was developed to highlight the disparity between 
treatments available for rare cancers and those with common cancers.  Rare Cancer patients continue to be 
denied equal treatment opportunities, paying far more for their treatment than patients with more common 
cancers. 

The honourable Natasha Fyles, Northern Territory Attorney General in Australia, Minister for Health and Leader of 
Government Business Natasha included a section in her Newsletter raising awareness of the work of the EHE Rare 
Cancer Foundation and has agreed to come on board as a Patron of the 10,000 Steps Workplace Challenge.  
Support like this is important in raising our profile within the community. 

A key part of our role is to continue to look at ways to improve how we do business.  I was lucky enough to win a 
scholarship grant to participate in the Australian Institute of Company Directors Not-For-Profit Directors Course. As a 
result, the focus for 2018-19 will be to build the EHE-RCFA board, both Directors and Medical advisors.

I also applied to the Churchill Fellowship $20,000 Travel Grant. This highly regarded Fellowship, established in 1965, 
provides a pathway for Fellows to access industry and community leaders from across the globe, enabling the 
exchange of knowledge, technology  and experience for the benefit of Australian Society.  If successful, I hope to 
travel to the United States and 

 ▪ Visit the lab of Brian Rubin

 ▪ Meet with the US and UK Foundation to further develop the international EHE strategic plan. 

 ▪ Meet with rare cancer organisations and define best practices  

 ▪ Meet with rare cancer researchers to learn about their work, motivations and challenges 

 ▪ Identify opportunities for patient-led rare cancer groups to facilitate research   

 ▪ Developing a resource for the EHE Group and other patient-led rare cancer groups that empowers them to 
drive research 

 ▪ Attending ASCO in Chicago 2019 

Throughout this period, we continued to provide support to EHE patients and their families via telephone and email 
as well as provide activity updates through circulation of the EHE Group newsletter. Feedback on the Facebook 
group, in particular, suggests that this form of support has been invaluable to almost all EHE patients at various 
times, both new and old, and has been key in forging a true sense of community.

To date, the EHE community has been supporting the research of Dr Rubin. The EHE-RCFA continued to promote 
the international research program led by Dr Rubin and looked at opportunities to strengthen or expand the 
current program throughout the period. 

The UK, US and Australian Foundations jointly provided funding to Dr Rubin at the Cleveland Clinic to the total 
value of  $110,000.  The funds were used to access to the compound library to screen possible drugs on EHE cell 
lines and to purchase Alpha Beads used in the assay developed by Dr Che.

Dr Brian Rubin’s EHE team are continuing their search for ways to manage EHE, and ultimately defeat it. Here is an 
update on three key areas that they are currently working on.

Chairperson’s Report 

Section 2. Governance



Dr Brian Rubin’s EHE team are continuing their search for ways to manage EHE, and ultimately defeat it. Here 
is an update on three key areas that they are currently working on.

Drug Screening: Rubin and his team screened 1400 compound repurposed chemotherapy drugs and a 
50,000 molecule Chembridge drug-like compound library. We are optimistic that this approach will yield 
active compounds that could be developed into treatments for EHE. 

EHE Mouse model: Rubin’s lab have been working on a genetically engineered mice. We have not seen any 
tumour bearing mice so far but we are early stages of this studies. 

The Mekinist (trametinib) trial Thanks to Dr Scott Schuetze (University of Michigan) and the good people at 
SARC, we successfully launched the first prospective clinical trial of EHE patients. The trial is examining the 
effect of trametinib, a MEK inhibitor as a treatment for progressive EHE. MEK is a signal transduction molecule 
that is activated as a result of TAZ-CAMTA1 expression. 

Australia continues to play a role in driving research opportunities that will impact treatment options. 
Australian member, Zosia Golebiowski is part of a team that is working on a retrospective study on a new 
type of treatment called Irreversible Electroporation (IRE) Zosia was excited to be able to report that “The 
Radiology Research in the Alfred Hospital in Melbourne, where the first IRE clinical studies took place, will be 
commencing a project on IRE for EHE, leading to a publication on this treatment modality”  Currently the 
Australian radiology community do not promote this treatment for EHE, simply because there is not enough 
information about outcomes, even though anecdotally this has proved a successful way to destroy EHE Liver 
tumours. 

At the close of the 2017-2018 period the EHE-RCFA maintains regular contact with industry advisors from 
within the Victorian Comprehensive Cancer Centre (VCCC) alliance, namely the Walter and Eliza Hall 
Institute of Medical Research and Peter MacCallum Cancer Centre. These individuals will, no doubt, 
continue to be supportive and valuable allies in our fight to improve the care and outcomes of patients and 
families affected by EHE.

The EHE-RCFA understands that for it to successfully deliver on its ambitious goals it will need to continue 
to develop and maintain strong connections, engagements and partnerships with patient and medical 
communities alike in order to sustain the necessary research and collaborations to inform the change we all 
so desperately want to see.

Fundamental to the successful delivery of our support and research programs, the EHE-RCFA must, at the 
same time, raise the necessary funds and associated support base to sponsor them. 

On the fundraising front, we are proud to mention the achievement in raising $32,395 this financial year.  A 
majority of the money raised came from our inaugural 10,000 Steps campaign held in October.  With every 
step taken by our supporters we are one step closer to finding a treatment or cure for EHE

There was also a number of small-scale fundraising events and initiatives ranging from birthday pledges to 
bliss balls dessert sales, challenge pledges, cocktail parties, raffles, and in memorial pledges. We also saw 
growing participation in our money boxes initiative which was implemented at sites throughout Australia and 
through our regular giving program. 

Impressive, was the number of Australian patients who had international friends and family raise money for 
the US and UK Foundation through events such as the London Landmarks Half Marathon and the 5K EHE 
Walk in the US. 

We could not have delivered any of these achievements without the energy, enthusiasm, hard work and 
dedication of our members, their families and supporters, and industry advisors, all of whom have helped us 
guide the EHE-RCFA into a proactive force and voice for those affected by EHE.

Jane Biddlecombe
Chair of the Board of Directors
EHE Rare Cancer Foundation (Australia) Limited 11.



Our Objectives and Activities

Awareness, Advocacy 
and Partnering
Understanding and raising awareness of the challenges and 
opportunities in the care of rare cancers, sarcomas and EHE alike, 
whilst advocating for greater support and partnering to contribute to 
mutual care improvements.

 ▪ EHE Rare Cancer Foundation Australia page reached 250 number of supporters.  Up 200 from previous 
year. 

 ▪ The EHE Foundation was asked to be involved and support Rare Cancers Australia in their new 
campaign, #CancerIsCancer. 

 ▪ Attending research open days at Peter MacCallum Cancer Centre, VCCC and WEHI to make 
connections and learn about latest trends in Immunotherapy. 

 ▪ Connected with Australian researchers to explore opportunities for getting involved and supporting 
EHE Research. With a focus on an EHE biobank, patient reported treatments and outcomes case series 
and TAZ/YAP

 ▪ Continued to update support materials for our events based on feedback from participants.

 ▪ Hosted the annual 10K Steps Challenge to raise awareness of EHE in the wider community with over 
200 partipants 

 ▪ Updated our EHE banners for use as public events

 ▪ Patron for the 10,000 Steps Challenge is Northern Territory Attorney General Natasha Fyles. 

In 2017-18 the EHE-RCFA:

 ▪ Facilitate online meetings for Australian patients to talk about research and advocacy opportunities. 
Patient power is an important tool in raising the profile of EHE and Rare Cancers in the wider 
community.  Events such as these establish a sense of community and build common health literacy.

 ▪ Continue to build on the success of the previous year’s events; EHE Month and 10K Steps Challenge 

 ▪ Empower EHE Patients to become more engaged in advocacy within their medical support network 
and institutions.

 ▪ Continue to raise awareness of EHE and rare cancer in general through print media, radio and our 
online presence. 

In 2018-2019 the EHE-RCFA will focus on:



#CancerIsCancer

A short, evocative video campaign 
featuring real rare cancer patients that 
highlights the inequities in Australia. 
Watch and share it today and help 
make Australia fair for rare.

13.



Maddie Swinstead (right) raised $152 by selling 
Lemonade that she made using her pocket 
money

Fundraising and 
Sponsorship

Developing and executing sustainable 
fundraising programs and activities to 
generate the requisite funds to sponsor 
support and research programs and 
projects.

 ▪ Director Jane Biddlecombe received a 
scholarship to the value of $2500 to attend the 
Australian Institute of Company Directors Not-
For-Profit Directors Course. The course covered 
Key Performance Indicators, Annual Meetings 
Calendars, Board Proposal Templates, and 
building the Board.

 ▪ Increased money box participation across the Top 
End, NT

 ▪ Regular giving program remains stable

 ▪ Supported small scale patient and advocacy 
awareness and fundraising events throughout 
Australia including birthday pledges, personal 
challenges, in memorial and morning teas. 

 ▪ Northern Territory’s Attorney general, Natasha 
Fyles has come on board as the 10K Steps 
Ambassador 

 ▪ Australians supporters represented us alongside 
the EHE Rare Cancer Charity (UK) at the London 
Landmarks Half Marathon 

 ▪ Nightcliff Markets in Darwin, invited the EHE-RCFA 
to collect donations in lieu of parking fees.

In 2017-2018 the EHE-RCFA:

Jane Biddlecombe receives $2500 grant 
to attend Australian Institute of Company 
Directors Not-For-Profit Directors Course 

Nightcliff Markets collecting dojnations in lieu 
of parking feess
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In 2018-2019 the EHE-RCFA will focus on:

 ▪ Identifying corporate partners and 
developing a proposal to present. 

 ▪ Continue to expand the money box and 
regular giving program 

 ▪ Continue to improve the 10K steps 
challenge; t-shirts, information packs, new 
pedometers and format

15.

Patron Natasha Fyles 

Natasha Fyles MLA community newsletter 

10,000 steps campaign



Consumer and 
Stakeholder 
Support Program

 ▪ Connected newly diagnosed patients with leading sarcoma 
experts in Australia and to the international EHE patient support 
group on Facebook.

 ▪ Supported newly diagnosed patients via telephone and email 
contact on an as needs basis.

 ▪ Empowered EHE patients with a collective EHE experience 
resource (EHE Encyclopaedia)  in order to support informed 
discussions, clarification or second opinion with treating clinicians 
about disease status, prognosis, and treatment options in the 
pursuit of optimal care.

 ▪ Contributed to and circulated the EHE Group newsletter to keep 
patients, families and supporters up to date with the latest EHE 
news 

 ▪ Hosted meet and greet events in Melbourne, Sydney and London

 ▪ Utilised Zoom as a platform to host international EHE Webinars

 ▪ Develop a patient pathway information guide (from initial 
presentation, investigations, referral and diagnosis, through 
to treatment planning, treatment, after-treatment recovery, 
reoccurrence or end-of-life care) to support newly diagnosed and 
existing patients.

 ▪ Continue to support patients on an as needs basis via telephone and 
email contact.

 ▪ Continue to host face to face meetings with patients and family 
members and seek feedback on the vision and services and 
direction of the EHE-RCFA. 

 ▪ Continue to contribute to and circulate the EHE Group newsletter for 
patients, families and supporters.

 ▪ Patient led interactive ZOOM webiners; whereby we answer FAQ in 
detail 

In 2017/18 the EHE Rare Cancer Foundation 

In 2018-19 the EHE Rare Cancer Foundation  will focus on:

“Hi to all, I don’t post, but read lots.  I just feel I 
need to say a big thank you to Jane and Jono who 
work tirelessly for a cure/answer for this disease 
in Australia.  The work you do is endless, you both 
have families and careers and also suffer from this 
disease, so Thank You, to your families as well, it’s 
people like you that make a difference to my life and 
may others xx”

Jenny McDonald - Post on EHE Rare Cancer Australia Facebook Page
Understanding EHE consumer 
and stakeholder needs and 
developing and promoting 
accessible psychosocial, 
informational, and other supports 
to assist them throughout the 
cancer journey (from initial 
presentation, investigations, 
referral and diagnosis, through to 
treatment planning, treatment, 
after-treatment recovery, 
reoccurrence or end-of-life care) 
in order to reduce isolation, 
fear, stress and anxiety often 
associated with diagnosis, and to 
enhance disease understanding, 
communication and knowledge-
sharing.

16.
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 ▪ Promoted the international research program work 
under Brian Rubin, Cleveland Clinic, USA

 ▪ Donated $28,000 towards the research program of 
Brian Rubin, Cleveland Clinic

 ▪ Connected with researchers to investigate; 
biobank, treatments and outcomes survey and 
Cartwheel 

 ▪ Continue to promote and support the international 
research program work under Dr Brian Rubin, 
Cleveland Clinic, USA.

 ▪ Develop and promote a patient database project 
to support EHE research.

 ▪ Develop an Australian EHE Biobank to compliment 
the patient database

 ▪ With our sister Foundation in the UK and US, 
develop a proof of concept personalised 
immunotherapy project proposal to share with our 
advisory board and potential researchers

 ▪ Aim to meet top two rare cancer researchers:  
Professor David Thomas and Professor Clare Scott.  
Both leaders in their field with strong research 
focus and connections with leading international 
medical institutes. 

In 2017-18 the EHE Rare Cancer Foundation; 

In 2018-2019 the EHE-RCFA will focus on:Developing, facilitating 
and leading a 
comprehensive 
international research 
program spanning bench-
to-bedside and beyond, 
targeted at improving the 
collective understanding, 
management, control 
and, ultimately, the cure 
of EHE with the support of 
world class experts in rare 
cancers, sarcomas, EHE, 
consumer involvement 
and related fields.

Research 
and Clinical 
Development 
Program
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The EHE-RCFA raised a gross total of $32,395 this financial year, which the majority of funds raised through 
the inaugural 10,000 Steps Event.  Other donations were received as one off donations, in memorial and 
regular giving.  Our primary message was “raise money for vital research.”

Our income was down this year due to our focus on developing user friendly EHE Events Packs. The 
benefit of this is twofold; to make fundraising easier to implement for our members and to ensure that 
EHE members and our advocates were educated about our brand and that we can articulate a clear 
message. The EHE-RCFA believe this was essential as a means to make fundraising more sustainable 
moving forward. 

Expenses incurred totalled $2534.30 (down $3280.90 from previous year) , comprising of ASIC fees, bank 
fees, subscriptions, and venue hire. The Foundation volunteers are unpaid and will continue to be.

In relation to fundraising targets, we aim to raise $55,000 in the 2018-19 Financial Year.  This will be achieved 
through a variety of different approaches including:

• Government grants

• Business donations / partnerships 

• Regular giving

• Events

• Crowdfunding 

• Sales / merchandise  

In my position as Treasurer and Director of Fundraising I believe that this target can be met especially as 
we develop leading edge projects with well-defined objectives and benefits.

Jane Biddlecombe
Treasurer
EHE Rare Cancer Foundation (Australia) Limited

Treasurer’s Report

Section 3.  Our Finances
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The EHE Rare Cancer Foundation (Australia) Limited is required by law to prepare financial 
statements for each financial year which give a true and fair view of the state of affairs of 
the charitable company, where and how funds are spent. 

Profit and Loss Statement

EHE Rare Cancer Foundation (Australia) Limited
For the period July 17 - 30 June 2018
     
Income     2017   2016 
Alf Marocco    $       40.00  $        40.00
Birthday Bequests   $      120.00              $               - 
Donations    $ 22,530.09  $ 28,482.44
Fund Raising    $      379.57  $   7,772.77 
In Memoriam Donations  $   1,295.14  $               - 
Interest Received   $     776.29  $      593.19
Jane Biddlecombe Trust  $  5,999,45  $   6,000.00
Money Box Income   $   2,215.10  $   2,069.74
Teresa Cilona    $      550.00  $     600.00
Total Income    $ 34,105.64  $ 45,558.14

Less Cost of Sales   2017   2016 
Fund Raising Expenses   $   4,776.20  $               -
Money Box Expenses   $               -             $        66.00
Total Cost of Sales    $   4,776.20  $        66.00

Gross Profit    $ 29,329.44  $ 45,492.14  
 
  
Expenditure 
Bank Charges    $     214.63  $     214.63
Consultants    $               -  $     550.00  
Hire of Equipment/Venue  $               -  $  1,800.00  
Printing, Stationery & Postage  $  1,197.38  $  1,506.60 
Subscriptions    $  1,117.52  $     287.42  
Travel & Accommodation  $               -  $  1,056.63
Total Expenses    $  2,534.30  $  5,481.28 
 
Operating Profit    $ 26,795.14  $ 40,076.86   
  
Plus Other Income
Government Grants   $   5,600.00  $               -
Total Other Income   $   5,600.00  $               -

Less Other Expenses   $               -  $               -
Total Other Expenses    $               -  $               -

Net Profit    $  32,395.14  $  40,076.86



Balance Sheet

EHE Rare Cancer Foundation (Australia) Limited
     
For the period July 17 - 30 June 2018
     
ASSETS     
 
Banking  1.1000  Society Cheque Account  
   1-1400  Business Online Saver
Total Banking

Current Assets
Fixed Assets

Total Asset

LIABILITY

Current Liabilities

Total Liabilities

NET ASSETS 

EQUITY

Current Earnings 3-1800  Current Year Earnings
Retained Earnings 3-1600  Retained Earnings
   3-8000  Allocate me (Withdrawal)
   3-8001  Allocate me (Deposit)

Total Equity
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 $     3,681.40
$   99,369.37 
$ 103,050.77

$                  -
$                  -

 
$ 103,050.77

$                  -
 

$                  -

 $ 103,050.77

$   32,395.14
$   98,808.78

$ -  51,153.15
$23,000.00

$ 103,050.77
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GOLD SPONSORS

CORPORATE & 
COMMUNITY PARTNERS

MAJOR DONORS 

VOLUNTEERS

SILVER  SPONSORS

Biddlecombe Pty Ltd 

Scriven Mining Enterprises  

Maggie Biddlecombe Pty Ltd

Fantasy Nominees 

Colliers International 

Finlayson Lawyers , Darwin-Adelaide

Gelita Pty Ltd 

Biddlecombe Pty Ltd 

Maggie Biddlecombe Pty Ltd

Scriven Mining Enterprises 

Fantasy Nominees 

Colliers International

Craig Inkster 

Pamela Jape 

Secure Data Centre

Paul and Tracey Grist 

Michael and Paula Milatos 

Finlayson’s Lawyers

Territory Cars 

Airductor 

Deborah and Dominic Fracaro

Zosia Golebiowski 

Samantha Hutton 

Steve Ford

Automoyive Hood Lining Replacement

Our Supporters

BRONZE SPONSORS
Territory Cars and Commercial 

United Petroleum 

Jape Group

United Petroleum 

RBA Chartered Accountants, Darwin

Really Clever Marketing

Holly McRae
 
Teresa Cilona 

Ric Cilona 

Rebecca Sirilas

Antonella Calabro-Rowse

Kane James Gill

Lelianna Biddlecombe

Catarina Tererakis

Gary Doyle

Jenni Wearing-Smith

 

Magen Pettit

Samantha Trott

Hollywould aka Jackson

Merridith Jennings 

Dan Sullivan
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 Become a Member

 Keep up to date with all EHE related news.  
 Visit  www.ehefoundation.com.au and 
 subscribe to our newsletter.

 Volunteer Your Time

 Express your interest by emailing info@  
 ehefoundation.com.au 
 We will keep you informed of upcoming  
 events in your area.

 Visit www.ehefoundation.com.au click on 
 Fundraising to see other ways you can   
 volunteer your time.

 Make a Donation

 Visit the website 
 www.ehefoundation.com.au and click on  
 donate now.

 Telephone: 0481 070 997

 Bank Deposit 
 EHE Rare Cancer Foundation 
 (Australia) Limited
 BSB:  065 901 
 ACC: 11098023 
 Email remittance to 
 info@ehefoundation.com.au

 Send a cheque to PO BOX 1266, Nightcliff  
 Darwin NT 0814. 
 Include return address so we can send your  
 tax-deductible receipt. 

 Leave a Bequest

 Email info@ehefoundation.com.au to leave  
 a bequest.

 The EHE Foundation can organise a My  
 Cause Page for a “In memorial” event. 
 
 The EHE Foundation can supply donation  
 envelopes for a “In memorial” event.

 Support an Event or Fundraising Activity

 Host a “Cuppa and Cake with a Mate”  
 Morning Tea event. 
 Host a “BBQ with the Boys” event. 
 Or come up with your own

 Email info@ehefoudnation.com.au or visit  
 the website and click on Fundraising to 
 find our more.

 Become a Corporate Partner 

 Email info@ehefoundation.com.au

 Other Ways You Can Help Our Cause

 Money box for your business. 
 Workplace giving. 
 Purchase merchandise from our online store  
 and spread awareness.
 My Cause Page “Challenge”
 Sponsorship

How You Can Help



Contact Us

w
w

w
.ehefoundation.com

.au

ACN    605 700 338  
ABN    91 605 700 338

Registered Office 8 Tang Street, 
   Coconut Grove, Darwin
   Northern Territory 0810 Australia

Postal Address  PO Box 1266, Nightcliff, Darwin
   Northern Territory 0814 Australia

Website  www.ehefoundation.com.au

Email   info@ehefoundation.com.au

EHE Rare Cancer Foundation (Australia) Limited


