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patients per year in the UK

A destructive vascular 
sarcoma that is found in 
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Commonly appears in 
liver and lungs but 
can appear anywhere

Typically more aggressive 
in young people

Affects women more than   
men on a ratio of about 5:1

May turn aggressive at  
any time without warning

No recognised 
treatment, so treatment 
is by trial and error

Find out more at: www.ehercc.org.uk

Clinical signal that onset may 
be tied to pregnancy and 
puberty in young women

  
  

Can present as indolent
(passive) or aggressive

No known cure.
 Aggressive disease 

is
 
normally fatal

Often presents with 
multiple tumours
called ‘multifocal’

Epithelioid Haemangioendothelioma (EHE)  

EHE Facts

Can re-present after long 
period with no disease

Living with EHE causes enormous 
psychological stress
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Emily Markham, Technician at the Bateson Centre zebrafish facility in Sheffield.

EHE Rare Cancer Charity UK is currently funding 
the development of an EHE zebrafish model at the 
Bateson Centre at the University of Sheffield
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Our objectives in 2018 were to continue to progress our patient advocacy, 
research and fundraising activities, building on the results we achieved through 
2016 and 2017. In particular, our focus in 2018 was to translate our excellent 
fundraising results and ongoing research discussions into real EHE research 
in the UK, while also continuing to support key research in the USA and other 
locations if appropriate. 

We are delighted that for 2018 we can report good progress in all areas. We were thrilled to be able 
to welcome Elizabeth Milligan to the Board of Trustees, adding to our scientific capabilities due to 
Liz’s past involvement in cancer research. Our fundraising and advocacy activities continue to be 
wonderfully supported, while our first two EHE-focused research projects in the UK are underway  
and fit within a coordinated international programme. None of this could have been achieved without 
the extraordinary support we have received from our members and their supporters, the public,  
a growing number of corporate groups, and the medical and professional personnel we have  
engaged with. Our simple message to all of you is just a huge “thank you” for all your contributions.

Once again we owe you all a huge 

Thank you

Left to right:  
Hugh Leonard (Chair of Trustees), Kate Hooper (Trustee), Jeff Collins (Trustee), Elizabeth Milligan (Trustee)
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Thank you
Below you will find a summary of our 
progress and achievements in our core 
areas of activity in 2018. More detailed 
information can be found in the relevant 
sections of this Annual Report. 

 01  Patient Support and Advocacy
Once again, the support provided by our worldwide EHE 
patient community through our closed Facebook forums 
has been at the core of our patient support activities. Our 
worldwide EHE community has consistently provided 
extensive feed-back and experience to individuals wherever 
they live, and whatever their circumstances may be. It is 
always humbling to see the care and compassion that 
this group can bring to new and existing members, be it 
immediately post diagnosis, during periods of uncertainty, 
through treatment cycles or sadly to those who are battling 
with aggressive EHE. We know that at such times, there is 
nothing more powerful than the support and feedback from 
others facing the same challenges and hardships.

2018 saw the charity continue to reach out and engage with 
groups involved in the fight against cancer, and sarcoma 
in particular. We were delighted to have opportunities to 
introduce the charity to key people in the broad oncology 
community, including Professor Peter Selby at Leeds, and 
Roger Wilson MBE, the founder of Sarcoma UK. The charity 
sent information packs to all 40 UK-based sarcoma centres. 
The EHE quarterly newsletter, The Pledge, was produced, 
edited and published from London. Copies can be seen 
on the inside back cover of this report. Hugh Leonard 
represented EHERCC at the prestigious CTOS annual 
conference held in 2018 in Rome.

 

 02  Research 
In 2018 we were delighted to finalise and initiate the first two 
EHE-focused research projects ever in the UK. The first of 
these projects, seeking to establish an EHE zebrafish model, 
is being carried out at the Bateson Centre at the University 
of Sheffield. The second, seeking to understand how EHE 
impacts endothelial cells, and at the same time develop in 
vivo and in vitro EHE models, is based at the Department of 
Developmental Biology and Medicine at the University of 
Manchester. We have also agreed details relating to the role of 
a Tissue Manager with the Royal Marsden Hospital/Institute 
of Cancer Research, to assist in the management of historic 
and future EHE tissue programmes. Internationally, we have 
continued to assist with key research being undertaken by Dr 
Brian Rubin, have helped deliver the first ever international EHE 
Quality of Life study, undertaken by a team in Holland, and are 
talking to Australia and the USA about different collaborative 
studies involving data from EHE patients worldwide.

A key target for the charity is to ensure that its research 
activities are integrated into a collaborative international 
EHE research programme, maximising the results achieved 
while also ensuring no wastage or duplication of effort. We 
have achieved this by developing an integrated research 
programme with our sister EHE foundations in the USA 
and Australia, and an EHE–focused group in Canada. 
This enables us to ensure that our combined research 
programmes are collectively supportive, with some 
projects being jointly funded.

 

 03  Fundraising
2018 fundraising raised more than £135,000  and took total 
funds raised since inception in August 2015 to more than 
£680,000. These extraordinary sums have been raised 
through the determination and efforts of our members 
and their support groups, as well as through wonderfully 
generous donations from employers, corporate groups and 
other foundations. 2018 also saw the first charity-organised 
participation in major events, including the inaugural London 
Landmarks Half Marathon, where 21 runners raised more 
than £28,000, and the Prudential Ride London 100, where a 
four-man team raised £3,500 in the Amstel Team Challenge.  
As always, a large number of individual events were organised 
by our members. Some of these can be seen in more detail 
in the fundraising section of this report. 

In summary, 2018 was another vibrant and successful year 
for the EHE Rare Cancer Charity and our members, who again 
showed themselves to be proactive champions for those 
with EHE rare cancer. The exciting results and achievements 
that are summarised in this report have only been possible 
because of the unbelievable generosity, energy and 
enthusiasm that so many people have given to our cause.  
As the Trustees of the charity, we are humbled by this support 
and want to express our sincere gratitude to all those who 
have engaged with us and helped us in 2018.

EHERCC UK Annual Report and 2018 Financial Statements
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Objectives and 2018 
Achievements

01

02

03
Fundraising
More than £120,000 raised for EHE research.

21 EHERCC runners complete London Landmarks 
Half Marathon, raising more than £28,000.

4 EHERCC riders complete the Amstel Team 
Challenge in the PrudentialRideLondon100  
event raising more than £3,500.

Fantastic ongoing support from members,  
their support teams, employers, corporates,  
and foundations.
 

Research
EHERCC-funded  
research started at  
University of Sheffield,  
seeking to develop an EHE zebrafish model.

University of Manchester PhD project agreed 
and funded, seeking to understand how EHE 
affects endothelial cells, and develop in vivo  
and in vitro EHE models for ongoing research.

Dr Rubin drug screening assay jointly funded 
with USA and Australia leading to exciting  
first-phase screening results.
 
Agreement reached with Royal Marsden  
/ICR to establish Tissue Manager role to  
coordinate historic data and forward EHE  
tissue management.

Patient Support and Advocacy
We continued to engage with all specialist 
UK sarcoma centres, as well as collaborating 
with overseas research groups. Our members 
continued to provide invaluable support to  
EHE patients worldwide at times of need.
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Our Forward Focus
Because rare cancers are not rare to those who have them

Our forward focus will remain on our key  
areas of activity. These are: patient support  
and advocacy; research; and fundraising.  
As in previous years, we are continuing to  

work to make EHERCC a better and more  
efficient organisation.

Both our achievements in 2018 and our  
2019 objectives are summarised below.

Objectives 2018 Achievements Goals 2019 and beyond 

• Support individual patients

•  Grow network of charity contacts

• Facebook and direct contact ongoing

• Contacts made, including Cancer52

•  Support Facebook contacts

•  Join Cancer52 and expand contacts 
including European groups

•  Maintain contact with sarcoma 
centres

•  Engage with opportunities to 
promote EHE & EHERCC awareness

•  Packages sent to all 40 centres and  
8 clinical specialists

•  Speeches made at events and 
engaged with oncology specialists

•  Maintain contact with sarcoma centres 
and specialists

•  Present EHERCC where appropriate, 
including new contacts / publications

•  Support and promote PROM QOL 
study and participation

•  Promote IRE for EHE treatment

•  Evaluate and promote treatment 
options from other locations

•  114 members participated world-
wide. Unique achievement to deliver 
successful study for rare sarcoma

•  EHERCC joined steering committee for 
patient-led international IRE study run 
from Australia.

•  EHERCC will coordinate UK/Europe 
participation in retrospective study

•  Ensure PROM study results are 
communicated to participants

•  Continue to support IRE study. 
Use worldwide data in support of 
encouraging NHS approval for this 
treatment

•  Ensure retrospective study progress 
communicated to UK stakeholders

•  Continue to support members

•  Promote foundation/corporate 
contact

• Excellent performance maintained

•  Ongoing but delayed as we awaited 
start-up of UK research

• Encourage fundraising 

•  Develop strategy in 2019 with 
fundraising professionals

• Progress UK research to delivery

•  Implement and promote UK 
biobanking

•  Continue international collaboration 
and coordination of research 

• Two research projects contracted

•  Active and positive dialogue taking 
place with Marsden/ICR in London

•  Joint funding and organisation 
achieved with sister foundations

•  Monitor projects and, as appropriate, 
conclude extensions

•  Conclude tissue management with ICR 
and develop role/biobanking

•  Promote collaboration. Participate in  
at least one more project 

•  Expand Trustees and other 
expertise

• Expand fundraising strategy 

•  Elizabeth Milligan joined May 2018

•  Strategy delayed awaiting research 
start up. Under review at end of year

•  Engage with charity professionals  
and consider patient members

•  Develop and implement strategy  
in 2019
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As a bereaved parent a huge fear is that 
the memory of my precious child should 
be lost, and so I was actually pleased 
when the charity approached me about 
writing the Foreword for the annual 
report, and telling Isabelle’s story. It is a 
story that starts with passion, laughter, 
hopes and dreams, surrounded by the 
love of family and friendships... Then bit 
by bit cancer robbed her of it all and one 
week after her 18th birthday, in February 
2018, instead of launching carefree on 
the adventure to adulthood, it delivered 
its final blow... her memory, hopes and 
dreams forever frozen in time. Here is 
Isabelle’s story... 

In December 2016, following two years of increasing 
neck pain, Isabelle was diagnosed with EHE (epithelioid 
haemangioendothelioma, an extremely rare cancer) and 
was thrust into a world of hospitals, IV drips, pain and 
fear... In March 2017 she underwent major surgery to her 
neck and spine, followed by three months of radiation and 
proton treatment, which removed the cancer, but left her 
unable to swallow. In August she started having agonising 
chest pain, only to then be told the cancer was now in 
her left lung. She was given aggressive chemo, which led 
her to spend weeks in hospital due to the debilitating side 
effects and numerous complications. To quote Isabelle, 
‘life sucks’. Finally, after a long and very brave fight against 
this devastating disease, Isabelle passed away on the 7th 
February 2018. 

Watching my daughter pass through that terrible journey 
is without doubt something that no parent should have 
to endure. Since that journey ended, the battle has simply 
been trying to cope with the loss of Isabelle and the 
repercussions of grief on all our family, and especially her 
twin brother Sebastian. There are no words to describe 
the loss and void she has left behind.

EHE is a rare vascular tumour that arises in the lining of 
blood vessels. It can appear almost anywhere in the body, 
but common sites include the liver, lungs, and bones. 
The biology of EHE is presently not understood, and 
no proven systemic treatments exist. The cancer often 
metastasises throughout the body and possesses the 
ability to transform into an extremely aggressive  
state with little or no warning. In short, EHE is an 
unpredictable disease.

The EHE Rare Cancer Charity funds research into finding 
a cure and provides invaluable support to patients and 
families whose lives are affected by this devastating 
disease. Sadly, however, very rare cancer research gets 
practically no funding from governments or from the 
pharmaceutical companies, and very little even from  
the big cancer charities.

So to ultimately find treatment regimens that will work,  
the charity needs to raise critical funds for research. One 
of the very few positives that could be drawn from the last 
months of Isabelle’s life was the amazing love and support 
that she witnessed as people flooded to her JustGiving 
page and provided extraordinarily generous donations in 
support of the charity. I saw how much that meant to her.

Ultimately, we want to help the charity find a cure for EHE 
so that at some point in the future other mothers and 
their families will be spared the heart-breaking experience 
that we had to face last year. That is why I wanted to write 
this foreword. It is why I have no hesitation in asking those 
of you who have read this piece to support the charity in 
any way you can, and to share this as widely as possible  
to help raise awareness of this terrible disease.

I know that Isabelle would ask you to do the same. Your 
support is priceless. We ask you to give it, a request that 
we make in the name and memory of our gorgeous 
daughter, Isabelle. And if you want to help, you can  
donate in memory of Isabelle at:

www.justgiving.com/fundraising/isabellemiller

Thank you

 Foreword 
(Claire-Anne Escoffey, mother)
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One of our core goals is to provide newly 
diagnosed patients with as much support 
and information as we can as they come 
to terms with the diagnosis of an ultra-
rare cancer. The diagnosis process itself 
for EHE is often protracted and confusing 
as the disease is so rare, creating 
extraordinary stress for the patient 
involved and their families. When the 
diagnosis is finally made, the reality that 
so little is known about EHE, that doctors 
cannot provide a reliable prognosis, and 
that there is no systemic treatment plan, 
can be overwhelming for most patients. 

The support of patients is not only 
needed post-diagnosis. As patients pass 
through their EHE journey, whether it is 
indolent or progressive, whether they 
face surgery or other forms of treatment, 
our worldwide ‘EHE family’ can provide 
invaluable information and experience.

Often the support needed is not information 
or advice but compassion, understanding 
and encouragement, as patients and their 
families deal with the emotional impacts 
of EHE. We are proud that this worldwide 
group supports all EHE patients, wherever 
they live, without consideration of race, 
gender, nationality, religion, politics or any 
other form of discrimination. They are 
united in one common battle: Epithelioid 
Haemangioendothelioma!

In summary, it is hard to over-estimate 
the value of our patient support and 
advocacy objectives. They remain core 
to our overall programme and activities, 
and we thank everybody who contributes 
their time and energy to this critical area.

01 Patient Support  
and Advocacy
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 Review (Hugh Leonard)

At EHERCC we endeavour to provide information, 
data and the experience of other EHE patients, to try 
and ensure that our members are as well informed 
as possible about EHE, how it may progress, and the 
experience of other patients of the different treatment 
options that may be proposed. We hope, for each such 
patient, that this will allow their engagement with their 
medical team to be a genuine and informed discussion 
of the options available to them. This is important as 
EHERCC cannot provide medical advice. This must 
come from each patient’s respective clinical team, but 
we hope that by providing information we can assist 
the discussions and decision-making process.

At the core of our patient support activities are the 
private worldwide Facebook pages administered by 
the EHE foundations. We have a general EHE Facebook 
page for EHE patients and their supporters, which also 
includes some doctors, radiologists, and pathologists, 
and which provides the widest engagement with 
the world’s EHE community. In addition, the EHE 
foundations have established more specific Facebook 
pages for fundraising, patient-only communication, 
carers, clinical trial participants and research activity. 
These groups have brought together a substantial and 
invaluable EHE community across the globe, which 
in turn can provide extensive advice, information and 
emotional support and compassion to EHE patients 
wherever they are in the world.

EHERCC is also focused on raising awareness of EHE 
wherever possible. In 2018 we were able to continue 
our engagement with 40 UK sarcoma centres, 
providing information packs about the charity, and 
introductory letters that can be provided to newly 
diagnosed patients. We hope that this may enable  
new patients to reach out for assistance, if they  
want to, as soon as possible.

In addition to the sarcoma centres, the charity also sent 
packages to individual medical professionals to keep 
them abreast of our activities. These included doctors, 
radiologists, pathologists, and surgeons. We hope that 
the introduction of EHE biobanking procedures in the 
UK in 2019 will provide further opportunity for direct 
engagement with many clinical oncology professionals.

Outside of the medical field, we are continuing to  
strive to build relationships with other rare cancer 
charities and representative groups, such as Cancer52. 
Expanding these contacts will be a focus in 2019.  
We are also expanding our contacts with other 
European sarcoma and rare cancer foundations.

Part of our advocacy and awareness activities includes 
attending key conferences and working closely with 
our advisory teams. In 2018 Hugh Leonard represented 
EHERCC at the prestigious annual CTOS conference 
held in Rome, including a meeting of EHE advisors with 
rare cancer specialists from the USA, UK and Australia.

Patient Support  
and Advocacy
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02 EHE
Research

The EHE Rare Cancer Charity, together with its sister foundations, has made 
excellent progress, continuing to support the work of Dr Rubin in the USA while also 
supporting new EHE research in the USA, UK, Canada and Australia. A key goal was 
to broaden the research undertaken on EHE, not just in terms of research but also 
the number of researchers engaged and the jurisdictions in which they are based.

As we look back on 2018, we believe that progress  
has been excellent, but that progress is predicated  
on strong processes to ensure that:

•  the research undertaken is worthwhile and will 
contribute to our understanding of EHE and ultimately 
finding a cure;

•  there is no unintentional overlap in the research 
undertaken. Given our limited resources we ensure 
there is no duplication in projects internationally by 
communicating closely with our sister foundations; 
and 

•  the research is conducted to a high standard with 
open collaboration and sharing of results to engender 
greater cooperation and the encouragement of 
further projects. 

We achieve this by keeping in regular contact with our 
sister foundations, sitting on steering committees, and 
coordinating activity through formal programmes and 
scheduled meetings. Each foundation also has its own 
medical and research advisory board comprised of 
clinical and research experts that ensure that we meet 
these objectives when assessing proposed research and 
associated budgets. This collaborative effort has resulted 
in significant global EHE research progress over the past 
three years; progress that has only been possible due to 
the energy and generosity of our supporters.

In the following pages we have provided an update for 
the two research projects that the charity is now funding 
in the UK, a summary of the key elements of our overall 
research programme, and a diagrammatic overview of 
the growth in the international EHE research effort over 
the past three years. We hope that you will agree with us 
that the progress is exciting.
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 Review 
( Kate Hooper  
and Liz Milligan)

2018 saw real progress on the research front, both in 
the UK as well as through support of important work  
in other countries. Here is a summary of our progress.

•  In the UK we are delighted to be able to report that we 
have our first two research projects up and running.  
The first is developing an EHE zebrafish model (University 
of Sheffield), while the second is exploring how EHE  
affects endothelial cells (University of Manchester).  
Fuller explanations on both these projects can be  
found on the next page.

•  We are funding a Tissue Manager at the Institute of 
Cancer research in London. This role will be responsible 
for key functions in the development and delivery of a UK 
EHE biobank. We are delighted to have progressed EHE 
biobanking and thank the ICR/Marsden for their support.

•  The EHE PROM Quality of Life study, undertaken in  
The Netherlands, accessed 114 EHE patients worldwide. 
We believe this is the first such social-media-based  
study for such a rare cancer. The study results are  
very interesting and will be presented through 2019.

•  The EHE Group (USA, UK and Australia) continued its 
support of Dr Brian Rubin’s EHE research team at the 
Cleveland Clinic in Ohio, USA, jointly funding key aspects 
of Dr Rubin’s drug and compound-screening assay.  
Results from this screening have been very positive.

•  As we see a significant increase in EHE research 
in different countries, our goals of developing and 
maintaining a collaborative international research 
programme become more important.

We have provided a summary of the research the charity 
is supporting in the table below. Details of the two main 
research projects, at the Universities of Sheffield and 
Manchester, can be found on pages 14 and 15, while  
details of the progress made internationally can be  
seen on pages 16 and 17 of this report.

EHE
Research

Research Project Lead Location Objective Delivering 

Zebrafish model Dr Robin Young  
Dr F van Eden

University of 
Sheffield

Develop an EHE  
zebrafish model

An in vivo model for testing 
hypothoses and possible 
new drugs

EHE effect on 
endothelial cells

Dr Valerie Kouskoff University of 
Manchester

Understand how EHE is 
affecting endothelial cells

EHE biological understanding 
and in vitro / in vivo EHE 
models for drug screening

Drug screening Dr Brian Rubin Cleveland Clinic, 
Ohio

Identify compounds that 
impact the TAZ-CAMTA1 
fusion protein

Possible therapeutic 
compounds and catalyst for 
new drug development

Retrospective study TBD UK wide To collate all EHE medical 
records to develop 
extensive worldwide  
data base

Broadest possible view of  
all EHE to help identify 
patterns and treatments

PROM QOL study Marije Weidema Radboud University 
Medical Centre

Quality of Life study of 
worldwide EHE patients

First social-media-based 
PROM study of ultra-rare 
sarcoma - 114 participants

13
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UK Research  Projects
TAZ-CAMTA1 and the Hippo Pathway

Our first two EHE research projects in the UK are both 
focused on the biology of EHE, and in particular how the 
EHE disease-defining WWTR1-CAMTA1 gene mutation 
(discovered by Dr Rubin in 2011) is causing tumours. Current 
understanding strongly suggests that this gene mutation 
results in the generation of a new protein in patients' cells, 
referred to as a fusion protein. Dr Rubin was able to identify 
and refine this fusion protein in 2017, and has shown that  
it is created by the joining of two existing proteins in our 
body: TAZ and CAMTA1. It seems that the new TAZ-CAMTA1 
fusion protein is then deregulating, or interrupting, the 
Hippo Pathway, a fundamental biological process in our 
cells that controls cell division and proliferation. In EHE this 
process is occurring in endothelial cells and results in the 
formation of tumours in the lining of blood vessels. 

So, understanding the impact that TAZ-CAMTA1 has on our 
cells is very important. Equally important is research that 
can help identify compounds and drugs that may ultimately 
block the fusion protein. Developing in vitro and in vivo 
models of EHE is also critical, as no such models currently 
exist, but they are vitally important for testing hypotheses 
about EHE and for ultimately testing possible new drug 
regimens. It is these critical research areas that our two 
current research projects, one at the University of Sheffield 
and one at the University of Manchester, are focused on.

Project: Using Zebrafish to study TAZ-CAMTA1  
(Bateson Centre, University of Sheffield)

In 2018 EHERCC provided funding for a new project led  
by Dr Fredericus J Van Eeden at the Bateson Centre at  
the University of Sheffield to use zebrafish to create a pre-
clinical model of EHE. Dr Van Eeden is a research scientist 
with expertise in this field and Trustees were very pleased 
to visit his laboratory in Sheffield and meet him and his staff 
to discuss their work. This project compliments the research 
from Dr Brian Rubin’s laboratory at the Cleveland Clinic in 
Ohio, also supported with funds from EHERCC, and in fact 
was assisted in the early stages by Dr Rubin’s laboratory 
providing the necessary EHE clones of the human  
WWTR1-CAMTA1 gene mutation. 

It is recognized that EHE is caused by the WWTR1-CAMTA1 
genetic mutation that creates the TAZ-CAMTA1 fusion 
protein in EHE. However, a key challenge of understanding 
EHE as a disease is the absence of both an EHE cell line 
and an EHE animal model to use for research purposes. 
The aim of this research project is therefore to create an 
EHE zebrafish model by introducing the gene mutation 
that will express the TAZ-CAMTA1 fusion protein, and then 
use this model to observe what happens when the fusion 
protein is expressed in zebrafish.

The zebrafish has become an important vertebrate model 
organism in scientific research and more recently for 
studying human disease. It shares 70% of its genome with 
humans, it is small and robust, inexpensive to raise, easy 
to breed and as the zebrafish embryos are transparent 
their blood vessels can be seen easily using a low power 
microscope. This last feature is of great importance as it  
will enable changes in the development of the zebrafish to 
be observed after the fusion protein has been produced.

Dr Van Eeden and Eleanor Markham at the Bateson Centre  
at the University of Sheffield
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UK Research  Projects
The project aims to develop a zebrafish model that 
expresses the EHE mutation that produces the fusion 
protein and then to describe any changes to the 
morphology of the blood vessels as the zebrafish develop. 
This will help in the understanding of EHE. In addition, if a 
genetically modified zebrafish can be created it will provide 
a low-cost model to use for the testing of drugs that might 
be beneficial for treating EHE.

Initial results were very encouraging with the WWTR1-
CAMTA1 genetic mutation successfully introduced into 
the zebrafish. However, on further detailed evaluation, 
it was noted that the gene mutation was not present in 
endothelial cells. This surprising result was under review 
at year end, with the research team developing three 
alternative methods to introduce the gene mutation  
with the hope of seeing the mutation in transgenic fish.

Project: An in vitro model system to study the 
molecular and cellular features of EHE 
(Department of Developmental Biology and Medicine, 
University of Manchester) 

The tumours found in EHE originate in the endothelial cells 
that line blood vessels, and are mainly found in the inside 
lining of blood vessels, lymph vessels, and the heart. But we 
don’t understand what happens in these cells to cause the 
tumours to develop. A better understanding of the disease 
process will be crucial to developing therapies.

EHERCC is funding a PhD project led by Dr Valerie Kouskoff 
at the Department of Developmental Biology and Medicine 
at the University of Manchester using embryonic stem cells 
as an in vitro model system to study the effects of the TAZ-
CAMTA1 fusion protein. Dr Kouskoff’s group has extensive 
experience in the genetic manipulation of embryonic stem 
cells, and in studying the signalling mechanisms (pathway) 
that allow them to develop into endothelial cells. She is also 
a recognised expert on the Hippo Pathway, one of the most 
fundamental pathways in cells that is key to the regulation 
of cell development and proliferation. 

In this project, a WWTR1-CAMTA1 gene that has been 
genetically engineered to be controlled by a molecular 
‘switch’ will be introduced into embryonic stem cells. This 
will allow the researchers to record what happens when the 
TAZ-CAMTA1 fusion protein is ‘switched on’ in the cells, and 
to better understand how TAZ-CAMTA1 might interfere with 
the behaviour and identity of endothelial cells in EHE.

In addition, it would be extremely valuable to establish 
in vivo models of EHE. Dr Kouskoff’s group will engraft 
endothelial cells that express the TAZ-CAMTA1 fusion 
protein into mice. If successful, this mouse model may allow 
researchers to assess under what conditions EHE tumours 
spread around the body, assess what happens when the 
disease progresses from the indolent to aggressive phase, 
and test potential therapies. 

Significantly, in normal cells, the TAZ part of the fusion 
protein is involved in regulation of the Hippo Pathway.  
The Hippo pathway is known to be implicated in several 
more common cancers. Therefore, a better understanding 
of the mechanism that leads to EHE, and the involvement 
of TAZ in this, is likely to provide insights into other cancers 
as well as EHE.

Left to right: Liz Milligan (trustee), Hugh Leonard (trustee), Emily Neil (PhD 
student), Dr Valerie Kouskoff (research PI) and Dr Kate Hooper (trustee)
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The EHE Group Working 
Collaboratively to Promote and 
Deliver Critical EHE Research 

2015
USA 

 
Dr Rubin (Cleveland Clinic): 
Working to identify the fusion 
protein associated with EHE; 

seeking to establish a  
mouse model

EHE  
Foundation

EHE Rare  
Cancer Charity

Dr V Kouskoff 
(University  
of Manchester):  
How does EHE 
affect endothelial 
cells?

Pattern.org 
(RCRI and Broad 
Institute):  
Tissue capture 
and cell line 
development 

Radboud 
University  
Medical Center:  
PROM QOL Study

MyPART/NCI Rare 
Tumor Initiative 
Program:  
New therapies’ 
acceleration

Dr Van Eeden 
(Bateson Centre, 
Sheffield):  
Zebrafish model

Dr Rubin 
(Cleveland Clinic): 
Molecular 
mechanisms of 
EHE and possible 
target identification; 
drug screening; 
EHE animal model 
development; global 
EHE collaboration

ICR/Royal  
Marsden 
Hospital: 
Tissue Manager 

Dr Liu  
(Mayo Clinic):  
Circulating DNA

Joint funding
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The EHE Group Working 
Collaboratively to Promote and 
Deliver Critical EHE Research 

•  The greater profile we have created for EHE and the wonderful generosity of our  
supporters have both been key to delivering this expansion in EHE research.

•  We have helped deliver multiple EHE research streams over the past 3 years. 

•  We participate globally in certain projects, fund others jointly, and collaborate  
closely to optimise the programme and avoid duplication and waste. 

2018

EHE Rare Cancer  
Foundation Australia

Global participation

 
  

Group Sarcoma Cancer  
Foundation (EHE fund)

Prof Scott/Dr H. 
Barker (WEHI):  
EHE Patient 
enrolment,  
data/sample 
capture

Prof Thomas/ 
Dr Shinde: 
TOCS Study

Dr J Lamar 
(Albany Medical 
College):  
Tissue capture 
and cell line 
development

Prof Harvey:  
Australia TAZ-
CAMTA1  
and YAP-TFE3 
analysis

Retrospective 
Study:  
Global study; 
EHERCC will 
coordinate  
Europe

Dr C Antonescu  
(Sloan Kettering):  
Molecular 
and immune 
characterization 
of EHE clinical 
subtypes

Retrospective 
Study:  
Core initial focus 
will be in USA

Dr Razak & 
Al Shammari 
(The Princess 
Margaret/ 
Sinai Health 
System):  
Immune signature 
profiling

Dr Helen 
Kavnoudias:  
Patient-led 
worldwide 
retrospective  
study of IRE 
ablation  
of EHE

Prof David 
Thomas: 
EHE MoST study
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As a charity we are entirely reliant on 
the energy and drive of our supporters 
and the generosity of individuals, other 
foundations and corporate groups 
to provide the resources we need to 
progress. Fundraising is particularly 
important as without funding, our 
research objectives cannot be met. 

We are therefore delighted to be able to report that 
2018 has been yet another year in which EHERCC  
has received support and funding far beyond our 
expectations. This is so important as ultra-rare diseases 
get so little funding from any other sources. The money 
that has been donated will allow us to continue to 
support new research into EHE and hopefully deliver  
a better understanding of the disease that can start  
to identify possible new treatment options. 

In 2018 we received more than £135,000. We want  
to thank every person, every foundation, and every 
corporate group that contributed to this extraordinary 
sum. We also can confirm that in 2018 we again 
received generous support from a single donor who 
funded the running costs of the charity, allowing us  
to allocate 100% of all funds received from other 
sources to EHE research.

 London Landmarks Half Marathon: 2018 saw the first 
EHERCC-organised multi-participant fundraising event 
when 21 runners represented EHERCC in the inaugural 
London Landmarks Half Marathon on 25th March.  
The runners were enthusiastically supported by a large 
group of family and friends on what everybody agreed 
was a great event. It was also the first time we have 
been able to get six EHE patients together in one  
place, a fact that we believe was a world record!

The day also raised more than £28,000 for EHE research. 
We want to thank all those brave runners for their 
fantastic efforts, and in particular Penny Foster, a new 
runner and the only EHE patient able to participate. 
What you all achieved was truly tremendous. 

03 Fundraising  
and Finance
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 Review (Jeff Collins)

Our fundraising in 2018 was once again mostly 
delivered by our patient members and their respective 
support groups, all of whom have demonstrated the 
same high levels of energy, drive and determination 
to ensure that EHERCC continues to raise the funds 
needed to deliver its objectives. We also received 
invaluable support from a small number of foundations 
and corporate groups, some of these were new 
donors while others continued their support for a 
third consecutive year. It was the combination of these 
different sources of funding that enabled the charity  
to raise more than £135,000 throughout the year.

In 2018 we had intended to reach out to foundations and 
corporate groups to seek their support for our ongoing 
research programme. However, with slight delays to the 
delivery of those research streams, the Trustees decided 
to defer this expanded-funding initiative until 2019. 2019 
will also see the charity building on the success of its first 
multi-participant events organised in 2018, namely the 
London Landmarks Half Marathon and the Prudential 
Ride London 100 cycling event.

As in previous years, the Trustees were keen to ensure 
that the maximum percentage of funds received from 
donors would be available to support the key objectives 
of the charity, and in particular EHE research. We were 
delighted to again receive the kind offer of a single  
donor to fund all of the charity’s business running costs. 
As before, therefore, EHERCC segregates funds donated 
for administration from those provided by our members 
and other supporters for meeting key objectives. As a 
result, 100% of the funds we receive from our donors 
(less service-provider fees on some donations) will be 
used to deliver our key objectives. It is the Trustees’ 
intention that the same will be true in 2019.

Key Objectives: In the period 1 January to 31 December 
2018, the charity raised a total of £120,300 for its key 
objectives. The sources of these funds are summarised 
on the pie chart above: 

During 2018, we funded activities and research at 
the Cleveland Clinic in the United States under the 
leadership of Dr Rubin along with initiating work on the 
zebrafish model at the University of Sheffield. Total funds 
contributed to these projects in 2018 was £54,800.

Source of funds

In addition EHERCC has recognised its obligations to 
the Universities of Manchester and Sheffield for the 
research programmes we have committed to in 2018 
but which will be fulfilled in 2019 and later years.  
Details of these projects and commitments are  
provided in the notes to the financial accounts.

Administration / business running costs account:  
The charity received funding of £16,600 for its 
administration and business running costs account. 
During 2018, £13,900 of expenses had been  
incurred, which included an accrual of £1,200 
for the independent examiner’s fee.

The spend of £12,700 (excluding the £1,200 independent 
examiner’s fee) included fees associated with fundraising 
events conducted in 2018, and publishing costs in 
addition to ongoing website maintenance.

Fundraising  
and Finance

  Personal Donations including 
charitable events 65%

  Corporate, Foundation 
Donations 25%

  Payroll Giving 10%
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Our 2017 Giving Tuesday campaign was hugely successful, largely 
because of the unbelievable support for a very special young lady, 
Isabelle Miller. Fighting EHE, 17-year-old Isabelle underwent major  
surgery to her neck and spine; radiation and proton treatment; and  
then aggressive chemo. Tragically, Isabelle lost her battle against EHE  
in February 2018, but support for Isabelle continued throughout 2018. 
Her story touched many. Isabelle’s family, friends, individuals, companies, 
her school and members of the public all continued to support her 
JustGiving campaign. It is a sign of their love and admiration that the 
campaign continues today, and has now reached nearly £80,000. 

Hugh Leonard and Sally Baker held their 2nd Annual 
EHE Quiz Night in a local school hall in support of 
EHERCC. Sally did a huge amount of organising and laid 
on a wonderful ploughman's supper. The evening raised 
more than £3,300. All agreed it was a great evening and 
many said they would be back next year! 

The Prudential RideLondon100 cycling event is a 100-mile 
ride from central London, out into the Surrey countryside, 
and back to central London. In 2018 we had a four-man  
team enrolled and so on 29th July, Scott Milligan, Dominic 
Steinitz, Nic Brown and Mark Schaeffer rode the race in their 
EHE cycling jerseys to raise awareness of EHE, and at the 
same time raised £3,500 for the EHE Rare Cancer Charity.

Unbelievable Support for EHE in 2018
The following four pages capture some, but far from all, of the many people who  
have contributed to the EHE cause during 2018.

When the inaugural London Landmarks Half Marathon was announced 
in 2017, the EHE Rare Cancer Charity immediately registered for 20 places. 
Concerns about filling these places were soon put to one side as more than 
30 EHE supporters volunteered to run. This awesome group set about 
training through the long cold winter nights. At the same time, the charity 
was organising a get together of EHE family and friends on race day to 
generally make lots of noise while supporting the runners. The day itself 
was amazing. All 21 runners completed the race; the cheer station  
did its job; and the group between them raised more than £28,000  
for EHE research.
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It is always with sadness that we report events and 
support for our EHE cause that involve the loss of one of 
our members, and that is true for the inspiring reaction 
to the tragic passing of Hannah Oliver in August 2018. 
Hannah was a young lady with great spirit, a ‘never say no’ 
attitude to life in general, and a ‘never-give-up’ attitude to 
her condition. And she was not alone in this fighting spirit 
which has shone so brightly in her family and friends since 
Hannah passed away. Fundraising to fight EHE started at 
Hannah’s Celebration of Life Service which was a terribly 
sad but also inspiring event.

Jess Oliver, Hannah’s cousin, was also determined to join the 
battle and become a fearsome EHE warrior. She decided to 
Brave the Shave as her first event. “This cancer has torn a hole 
in my family for where Hannah should be thriving she is gone! 
Where Hannah may not be here in person her fiery spirit is within 
us all that she left, and we will help in any way we can to make a 
difference!” We love that fight and determination and we thought 
Jess braving the shave was an awesome trail-blazing event.

Hannah was building a growing reputation internationally for 
her work as a tattoo artist. Shortly after her Celebration of Life, 
Hannah’s colleagues at Infinite Ink in Coventry, UK organised a 
‘flash day’ where all proceeds would be donated to the EHERCC. 
This amazing event alone raised over £2,000 for EHE research.

At the end of June Rachel Undy and her work colleague Jim Babington 
took on the Cotswold Way Challenge for EHE. This is a 100km walk across 
rough and hilly terrain in the UK. The weather was also very hot making 
it an extra tough challenge, with Rachel suffering severe heat stroke! But 
helping EHE drove both Jim and Rachel on. Jim noted “What surprised me 
was how hard it was mentally to keep moving during the dark hours when 
every step was painful and your brain is telling you to stop; the thought of 
raising money for EHE spurs you on.” We love that spirit. Amazingly,  
Rachel and Jim raised £5,000 between them for EHE research  
which was fantastic! 

Unbelievable Support for EHE in 2018
The following four pages capture some, but far from all, of the many people who  
have contributed to the EHE cause during 2018.

Andrew Mitchison has known Claire-Anne Escoffey and the  
Miller family for more than seven years. When he heard the 
terrible news that Claire-Anne’s daughter, Isabelle, had lost her 
battle against EHE at the start of February, he immediately 
wanted to do something to help. He wanted to raise funds for 
EHE research, and decided to navigate the coastline of Ibiza over 
4 days between the 19th and 22nd April. This adventure involved 
kayaking, mountain biking and trekking. It was an amazing effort 
from Andrew and raised more than £3,200 for research.  
We thank Andrew for this amazing fundraising effort.
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...and here are more of the  
wonderful supporters who  
have helped us raise funds  
for EHE research!

In 2018 Jessie Hayman asked friends and family to continue 
collecting small change in jars and donate it to EHE – her 
Jessie Jars campaign. Jessie raised £186, which is awesome. 
Here is Jessie with her cash all bagged, ready for the bank. 
We would love to see others doing the same. 

Gareth Miller, living in the UK, wanted to help raise money for 
EHE research. So what do you do when you have a head full of 
fantastic, thick brown hair? Some would say ‘brave the shave’, but 
Gareth wanted more. So he set his support network a challenge 
- £500 to see the head shaved, and another £500 to see his 
eyebrows dyed red and an EHE tattoo on the back of his head! 
Well, Gareth raised more than £1,800 and so, on September 21st, 
in his local pub, the deed was done, as these photos prove.

At the end of September, a team from Landbay, a 
specialist financing group based in London, took on the 
Tough Mudder assault course to raise money for the 
EHE Rare Cancer Charity in support of their colleague 
Artur Rozwalak, an EHE patient. The group completed 
the SE London course and amazingly raised more  
than £1,750. Landbay had also publicised their 
fundraising in industry communications, giving  
EHE even more exposure.

Sian Smith, a close friend of Isabelle Miller, who lost her battle with EHE 
in February 2018, wanted to help fund research by running the Ealing half 
marathon at the end of September. We cannot thank Sian enough for what  
she has done, raising more than £1,000 for EHE research. We think Isabelle 
would have been very proud and touched by Sian’s fantastic support. 
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...and here are more of the  
wonderful supporters who  
have helped us raise funds  
for EHE research!

We extend a huge thank you to every one of these supporters, and the many that are not 
shown here, for all they have done to support EHERCC in 2018. Their help, dedication and  
drive is allowing us to make a difference for EHE patients every day.

In 2018 we continued to receive excellent support from foundations and corporate groups 
through a range of different types of donation. We want to formally register our sincere 
thanks to the following organisations for their wonderful contributions:
Rix & Kay Solicitors, Ageas Insurance Limited, Enterprise Rent-a-car, Lloyds Bank,  
The Simon Gibson Charitable Trust, Barclays Bank, The Joy Charitable Trust,  
The Payne Hicks Beach Charitable Trust, CPM Civil Engineering, BP plc.

Adrianna Glennie, based in Scotland, decided she wanted to raise 
money for two great causes: EHE and mental health care. “So it's 
sober October, but instead I'm chopping most of my hair off for EHE 
and mental health, and donating it for wigs. My last main haircut 
was the day before my brother died from another rare unrelated 
cancer. When I couldn't get my next haircut appointment I decided 
to do this. I've been growing it for almost two years now for this 
reason. There are so many people who lose their hair due to chemo, 
radiotherapy, alopecia etc and need it more than me.”

In October, having already run for the charity in the London 
Landmarks Half Marathon, Jo Pattinson completed a huge challenge: 
a 7-day hike up Mt Kilimanjaro in Africa, to raise further funds for 
EHERCC. This is a gruelling hike that sees walkers dig deep to get to 
the top, with many struck down with altitude sickness. Jo herself said 
“Hardest thing I’ve ever done by a long way. Amazing experience! 
7-day climb. The summit climb started at 11pm on 17/10, and walked & 
scrambled with head torches through the night until we summited at 
9am on 18/10/18. Then you have to get down again which is a whole 
different issue! Amazing local team of guides.”

On the evening of 27th January, St Helens 
Church in Solihull held a fundraising Barn 
Dance and donated all money raised to the 
EHE Rare Cancer Charity. Helen Pollard was so 
touched. “It was so kind, especially as I have not 
attended this Church and I do not know the 
kind people who are organising this Dance.  
The Barn Dance raised over £1000 for EHE 
and everybody had a fantastic evening.”
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Independent examiner’s report to the 
trustees of EHE Rare Cancer Charity (UK) 

I report to the charity Trustees on my examination of 
the accounts of EHE Rare Cancer Charity (UK) (the 
Charity) for the year ended 31 December 2018.

Responsibilities and basis of report

As the Trustees of the Charity you are responsible for 
the preparation of the accounts in accordance with the 
requirements of the Charities Act 2011 (‘the Act’).

I report in respect of my examination of the Charity’s 
accounts carried out under section 145 of the Act and 
in carrying out my examination I have followed all 
applicable Directions given by the Charity Commission 
under section 145(5)(b) of the Act.

Independent examiner’s statement

I have completed my examination. I confirm that 
no material matters have come to my attention in 
connection with the examination giving me cause  
to believe that in any material respect:

1  accounting records were not kept in respect of the 
Charity required by section 130 of the Act; or

2   the accounts do not accord with those records; or

3   the accounts have not been prepared in accordance 
with the methods and principles of the Statement 
of Recommended Practice for accounting and 
reporting by charities [applicable to charities 
preparing their accounts in accordance with the 
Financial Reporting Standard applicable in the UK 
and Republic of Ireland (FRS 102)].

I have no concerns and have come across no other 
matters in connection with the examination to which 
attention should be drawn in this report in order to 
enable a proper understanding of the accounts to  
be reached.

 

(signed) "RJP LLP"

Simon Paterson FCCA 
RJP LLP 
2 A C Court 
High Street 
Thames Ditton  
KT7 0SR
    
Date: 25 July 2019

Report of the Independent Examiners to the 
Trustees of EHE Rare Cancer Charity (UK)
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EHE Rare Cancer Charity (UK)
Statement of Financial Activities  
for the period ended 31 December 2018

       Unrestricted Restricted Total Total 
       funds funds 2018 2017 
      Notes £ £ £ £

Incoming resources:      

Donations      2 120,282 16,600 136,882 171,728

Total incoming resources       120,282 16,600 136,882 171,728

Resources expended:      

Costs of generating donations       3,791 7,874 11,665 8,211

Charitable activities       54,827 - 54,827 19,356

Governance costs       - 1,200 1,200 1,200

Other administrative costs       91 4,844 4,935 3,503

Total resources expended      3 58,709 13,918 72,627 32,270

Net income for the year       61,573 2,682 64,255 139,458

Transfer between funds       - - - -

Balance brought forward       367,670 337 368,007 228,549

Funds carried forward      8 429,243 3,019 432,262 368,007

Funds carried 
forward for 2018 

£432,262
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EHE Rare Cancer Charity (UK)
Balance Sheet  
as at 31 December 2018

       Unrestricted Restricted Total Total 
       funds funds 2018 2017 
      Notes £ £ £ £

Current assets      

Debtors       5,9 207,915 - 207,915 13,278

Cash at bank and in hand       415,932 4,621 420,553 356,050

Total current assets        623,847 4,621 628,468 369,328

Creditors: amounts falling due  within one year    6,9 (66,902) (1,602) (68,504) (1,321)

Net current assets       556,945 3,019 559,964 368,007

Creditors: amounts falling due after one year     7,9 (127,702) - (127,702) -

Net assets       429,243 3,019 432,262 368,007

Funds carried forward      

Unrestricted funds       429,243 - 429,243 367,670

Restricted funds       - 3,019 3,019 337

Total funds      8 429,243 3,019 432,262 368,007

The Charities Act requires the Trustees to prepare financial statements for each financial year which give a true and 
fair view of the state of affairs of the charity at the year end and of the surplus or deficit for the year then ended.

In preparing these financial statements, the Trustees are required to select suitable accounting policies, and 
then apply them on a consistent basis, making judgements and estimates that are prudent and reasonable. 
The Trustees must also prepare the financial statements on the going concern basis unless it is inappropriate to 
presume that the charity will continue in business.

The Trustees are responsible for keeping proper accounting records which disclose with reasonable accuracy at 
any time the financial position of the charity and to enable them to ensure the financial statements comply with 
the Charities Act 2011. The Trustees are also responsible for safeguarding the assets of the charity and hence taking 
reasonable steps for the prevention and detection of fraud and other irregularities.

These accounts were approved by the Trustees Committee on 24 July 2019 and signed on its behalf by:

(signed) "Hugh Leonard"

Hugh Leonard
Chair
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EHE Rare Cancer Charity (UK)
Notes to the Accounts 
for the period ended 31 December 2018

1  Accounting Policies

Basis of preparation: The financial statements of the 
charity, which is a public benefit entity under FRS 102, 
have been prepared in accordance with the Charities 
SORP (FRS 102) ‘Accounting and Reporting by Charities: 
Statement of Recommended Practice applicable to 
charities preparing their accounts in accordance with 
the Financial Reporting Standard applicable in the UK 
and Republic of Ireland (FRS 102) (effective 1 January 
2015)’, Financial Reporting Standard 102 ‘The Financial 
Reporting Standard applicable in the UK and Republic 
of Ireland’ and the Charities Act 2011. The financial 
statements have been prepared under the historical 
cost convention.

Incoming resources

Recognition of incoming resources: These  
are included in the Statement of Financial  
Activities when:

•  The charity becomes entitled to the resources;

•  The trustees are virtually certain that they will  
receive the resources; and

•  The monetary value can be measured with  
sufficient reliability.

Deferred income: Where grants are received in 
advance and specified by the donor as relating to 
specific accounting periods, these are deferred on  
an accruals basis to the period to which they relate.

Tax reclaims on donations and gifts: Incoming 
resources from tax reclaims are included in the 
Statement of Financial Activities at the same time  
as the gift to which they relate.

Incoming resources with related expenditure: 
Where incoming resources have related expenditure, 
the incoming resources and related expenditure are 
reported gross in the Statement of Financial Activities.

Volunteer help: The value of any volunteer help is  
not included in the accounts.

Investment income: Investment income is included  
in the accounts when receivable.

 

Expenditure and liabilities

Resources expended are inclusive of VAT where 
applicable which cannot be recovered.

Liability recognition: Liabilities are recognised as soon 
as there is a legal or constructive obligation committing 
the charity to pay out resources.

Costs of charitable activities: A research grant is 
recognised when the Charity formally notifies the 
recipient of the award following scientific review.  
The liability is measured as the total of expected 
payments for the award. Grant payments that are 
contingent on a successful outcome of and payable  
after a future scientific review are disclosed as 
commitments. Liabilities for awards payable more  
than one year after the balance sheet date are  
recorded at the value the Charity expects to  
settle the grant or award. 

Governance costs: These include the costs of 
preparation and examination of statutory accounts,  
the costs of any general meetings and the costs of  
any legal advice to trustees on governance or 
constitutional matters.

 

Administrative fund  

This fund has been established by the Trustees to fund 
all governance and administrative costs and is funded 
by a single donor for these restricted purposes.
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2   Analysis of incoming resources  
Donation income:         2018 2017 
         £ £

Unrestricted funds:      

Personal donations including fundraising events        78,736 105,557

Payroll Giving         11,950 35,647

Corporate and Foundation donations         29,596 21,524

           120,282 162,728 

Restricted funds:   

Administration fund         16,600 9,000

           16,600 9,000

3  Analysis of resources expended      Unrestricted Restricted Total Total 
       funds funds 2018 2017 
       £ £ £ £

Costs of generating donations:      

JustGiving fees       3,025 608 3,633 4,620

Fundraising event entry fees       - 7,266 7,266 2,600

Credit card and other processing fees       766 - 766 991

         3,791 7,874 11,665 8,211

Costs of charitable activities:      

Contributions to Cleveland Clinic       33,460 - 33,460 19,356

Zebrafish Study University of Sheffield      21,367 - 21,367 -

         54,827 - 54,827 19,356

Governance costs:      

Independent examiners' fee       - 1,200 1,200 1,200

         - 1,200 1,200 1,200

Other administrative costs:      

Design and publishing       - 2,558 2,558 1,990

Website maintenance       - 1,990 1,990 1,307

Other professional fees       - 180 180 -

Bank fees       91 116 207 206

         91 4,844 4,935 3,503

Trustees' expenses
No expenses were paid to Trustees during the period.

4   Taxation

The Charity is exempt from Corporation Tax on its charitable activities.
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5  Debtors       Unrestricted Restricted Total Total 
       funds funds 2018 2017 
       £ £ £ £

Prepayment to the University of Manchester      173,237 - 173,237 -

Prepayment to the University of Sheffield      21,367 - 21,367 -

Other debtors       13,311 - 13,311 13,278

         207,915 - 207,915 13,278

Included within the debtors figures above are amounts of £127,702 (2017 – £nil) due after more than one year.

6  Creditors: amounts falling within one year    Unrestricted Restricted Total Total 
       funds funds 2018 2017 
       £ £ £ £

University of Manchester       45,535 - 45,535 -

University of Sheffield       21,367 - 21,367 -

Accrued independent examiners’ fee       - 1,200 1,200 1,200

Other creditors       - 403 403 121

         66,902 1,603 68,505 1,321 

7  Creditors: amounts falling due after one year    Unrestricted Restricted Total Total 
       funds funds 2018 2017 
       £ £ £ £

University of Manchester       127,702 - 127,702 -

         127,702 - 127,702 - 

8   Details of funds 

Administrative Fund

This fund has been established by the Trustees to fund all governance and administrative costs and is funded  
by a single donor for these restricted purposes.

EHE Rare Cancer Charity (UK)
Notes to the Accounts (continued) 
for the period ended 31 December 2018
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9  Commitments and contingencies        

In July 2018, the Charity contracted with the Bateson Centre at the University of Sheffield to develop an EHE 
zebrafish model. Two payments were contracted, one of which was paid in August 2018 for £21,367 and a second 
payment of £21,367 scheduled for (and paid) February 2019, which has been recorded as a current liability. The 
second payment of £21,367 has been recorded as a Debtor and will be recognized in the Statement of Financial 
Activities in 2019 when the expenditures to which it relates are incurred.

In October 2018, the Charity contracted with the Department of Developmental Biology and Medicine at 
the University of Manchester for the carrying out of a four year PhD study to research the impact of EHE on 
endothelial cells. The total cost of the contract was £173,237 to be incurred over four years from January 2019  
as follows: 

 2019 £45,535

 2020 £49,420

 2021 £49,101

 2022 £29,181

No payments have been made in 2018 and the project had not commenced as at the balance sheet date.  
The above amounts have been included within Debtors and Creditors as appropriate.

10  Subsequent events        

In April 2019, the Charity contracted with the Royal Marsden Trust to fund a two-year position of Tissue Manager 
with the Royal Marsden and ICR Sarcoma Research Centre. The project commences in 2019 with a total cost of 
£112,000 over the two years commencing from the date of hire of the Tissue Manager on 17 June 2019. As the 
commitment was not incurred as at the balance sheet date, no amounts have been recorded as liabilities in the  
31 December 2018 financial accounts.

In May 2019, the Charity contracted to part fund Albany Medical College to conduct research into blocking the 
TAZ-CAMTA1 fusion protein. Funding of USD20,000 was provided in June 2019.
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Trustees’ Declaration
As Trustees of the EHE Rare Cancer Charity (UK), 
the undersigned have fully reviewed the content of 
this Report of the Trustees and confirm that they 
each consider it to be a true and fair reflection of the 
EHERCC’s activities and operations for the year ending 
31st December 2018. They each confirm that there are, 
to the best of their knowledge, no exceptional or special 
events that have occurred or that should be reported.
 
The Trustees also confirm that they have undertaken 
their respective roles and responsibilities with due 
regard to the public benefit requirements of the charity, 
and have taken into account the Charity Commission’s 
public benefit guidance when making any decision and 
producing any reports relating to EHERCC’s charitable 
objects and its associated activities.
 

Signed this 31st day of July, 2019

 

(signed) "Hugh Leonard"

Hugh Leonard Chair of Trustees 

(signed) "Jeff Collins"

Jeff Collins Trustee  

(signed) "Kate Hooper"

Kate Hooper Trustee

(signed) "Liz Milligan"

Liz Milligan Trustee

Charity Information
Charity Name:  
The EHE Rare Cancer Charity (UK),  
A Charitable Incorporated Organisation (CIO)

Also known as:  
Also known by its acronym, EHERCC

Charity number:  
1162472
  
Web address:  
www.ehercc.org.uk
 
Registered address:  
23 Geneva Road, Kingston Upon Thames,  
Surrey, KT1 2TW

Charity Trustees: 
Mr Hugh Leonard (Chair) 
Mr Jeffery Collins
Dr Katharine Hooper
Mrs Elizabeth Milligan (from 29th May 2018)
 

Established in 2015. 

One of three charities (UK, USA and Australia)  
working on EHE.

Managed and run by volunteers.

All running costs funded by single donor.

100% of all donations received therefore available  
to deliver core objectives.
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The Pledge
The Pledge is the quarterly newsletter of the EHE group of foundations. It is produced in London and  
provides details of the groups’ worldwide activities in their key areas of advocacy and patient support,  
research, fundraising, and any other stories of interest. If you would like to be added to the distribution  
list to receive a copy of The Pledge each quarter, please contact your local EHE charity or foundation.
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