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     Epithelioid 
Haemangioendothelioma 
                           (EHE)

Typically more aggressive 
in young people

EHE Facts

One of the world’s rarest  
cancers! With 5 to 10  
patients a year in the UK

Can present as indolent 
(passive) or aggressive 

Often presents with 
multiple tumours 
called ‘multifocal’



EHE Facts

A destructive vascular 
sarcoma that is found in 
the walls of blood vessels Commonly appears in 

liver and lungs but 
can appear anywhere

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

May turn aggressive at  
any time without warning

No recognised 
treatment, so treatment 
is by trial and error

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

No known cure. 
Aggressive disease 
is normally fatal
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A message from the Trustees
Our goal in 2016 was to build on the wonderful start we made after setting up 
the EHE Rare Cancer Charity UK (EHERCC) in 2015. We set out to consolidate all 
areas of activity, ‘bedding down’ our operations to provide a strong foundation 
for the years ahead. As we now look back on 2016, we believe we achieved that 
goal, and are even more excited about the future. Thank you to everyone who 
made this achievement possible.

Thank you
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Thank you

Left to right:  
Hugh Leonard (Chair of Trustees)
Jeff Collins (Trustee)
Kate Hooper (Trustee)

0102
03

Our three core areas of activity 
continue to be: support of, and 
advocacy for, patients with EHE;  
EHE research; and fundraising to 
support these activities. This page 
includes a brief summary of these 
activities for 2016. Further details can 
be found later in this Annual Report. 

 01  Patient support and advocacy:
Our UK members continue to provide support to 
EHE patients, not only in the UK, but also across 
the globe, via social media, group and personal 
communications, and the EHERCC website  
(www.ehercc.org.uk). We know from our  
members that these social media forums,  
and subsequent direct communications,  
are vital in coming to terms with an EHE diagnosis.  
Our advocacy activities, to increase awareness of 
EHE, progressed. Articles were published in both 
local and national press and two of our members 
appeared on national and local television  
and radio.
 

 02  Research 
Supporting Dr Brian Rubin’s EHE research 
remained a core part of the EHERCC’s research 
objectives in 2016. This research continues with 
focus on the development of biological models 
for EHE, using human tissue and creating a 
genetically-engineered EHE mouse model. Dr 
Rubin is also seeking to improve diagnosis of EHE, 
and to identify different biomarkers to confirm 
how a patient’s EHE is progressing, and how they 
are responding to specific therapies. EHERCC is 
also engaged in discussions on: the application of 
immunotherapy to EHE; involvement of hormones 
in the onset of EHE; and the bio-banking of blood 
and tissue samples. Our objective in 2017 will be 
to move these projects from the discussion and 
evaluation phase to active research.
 

 03  Fundraising
In our first full year of activity, 2016, we raised 
more than £235,000. We were able to finance a 
new post-doctoral researcher for Dr Brian Rubin. 
We are also evaluating other projects including: 
further funding for Dr Rubin; bio-banking for 
all UK EHE patients; and research into possible 
EHE biomarkers. Our objective in 2017 will be to 
continue to promote and support fundraising  
to ensure that our EHE research objectives are  
fully funded.

2016 has been an excellent year for EHERCC, 
establishing the EHE Rare Cancer Charity as a 
vibrant and proactive champion for those with  
EHE rare cancer. We could not have done this 
without the engagement, energy and enthusiasm 
of all our supporters, whether as patients, donors 
advisors or service providers. We would therefore 
like to take this opportunity to express our sincere 
thanks to all those involved in helping us in 2016.
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Objectives and 2016 
Achievements

Patient Support
Expanded Facebook 
community and access 
points for support for  
new patients.

Fundraising
Fundraising target exceeded £235,000

raised

Research
New post-doctoral researcher,  
Dr Kepeng Che, funded by EHERCC, 
joined Dr Rubin’s EHE research  
team in October 2016.

Advocacy
EHE coverage in national  
and local TV and press

Dr Robin Young joined Dr Brian 
Rubin and Dr Robin Jones on the 
EHERCC Research and Medical 
Advisory Team.

Dr Brian Rubin Dr Robin Jones Dr Robin Young

01
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Our Forward Focus
Because rare cancers are not rare to those who have them

Our goal is to continue to help patients  
with EHE, wherever they are. In 2017 we will 
continue to focus on our key areas of activity, 
namely patient support and advocacy, 
promoting and supporting EHE research,  
and fundraising. In addition to these, we have 
set ourselves objectives relating to improving 
and strengthening our charity. In summary,  
our key goals for 2017 and beyond include:

•  Increasing awareness of EHERCC in UK  
oncology centres

•  Generating a forward research programme  
with specific research projects, engaged 
researchers, and identified funding  
requirements

•  Broadening our donor base beyond our  
group of core supporters

Objective   2016 Achievement   Goals 2017 and beyond

Help to improve the care and 
treatment of EHE patients in 
the UK

•  Initiated patient survey to summarize 
patient experience of EHE

•  Initiated development of summary 
EHE prognosis support documents 
for distribution to UK oncology 
groups

•  Complete patient survey to identify 
key experiences (medical and other) 
of EHE

•  Increase awareness of EHE within 
UK oncology departments and 
ensure all patients have access  
to diagnosis support

To provide support to EHE 
patients around the world

•  Increased collaboration with EHE 
foundations in Australia and US to 
coordinate support

•  Expanded EHE Facebook structure 
and community to ensure broader 
base of support

•  Further develop Facebook 
community to ensure more localized 
support contacts are made available

•  Ensure all EHE patients are aware 
of oncology support and continue 
to facilitate contact with oncology 
teams

Develop and promote a 
coherent, collaborative 
international EHE research 
programme

•  Expanded Research and Medical 
Advisory Team with inclusion of  
Dr Robin Young

•  Funded new post-doctoral EHE 
researcher in Dr Rubin’s EHE team 

•  Engaged in multiple new research 
discussions and analysis

•  Identify, agree and integrate 
forward research programme

•  Identify clear funding requirements 
for each forward research activity

•  Identify and encourage new 
researchers to carry out research

Raise funds to support  
our charity work 

•  £235,000 raised
•  Wide range of individuals  

contributing

•  Expansion of donor base,  
moving towards foundations  
and corporations to balance  
out individual contributions

Promote and increase 
awareness of EHE

•  Significant media coverage in 
national and regional news outlets

•  Increased engagement with UK 
sarcoma groups

•  Active engagement with major 
cancer-supporting corporations  
and foundations

•  Continued promotion of EHERCC 
through appropriate media 

7

EHE Annual Report and 2016 Financial Statements



“ Overall, what is clear is that there 
is still a huge amount we need to 
discover and understand about this 
disease. That is why the research 
we are undertaking into EHE is so 
important. It is this research that will 
lead to the answers to these key 
questions, and will eventually enable 
us to manage EHE, and design and 
administer treatment regimens that 
will halt and even reverse the progress 
of the disease within a patient.” 
Dr Rubin in letter to EHE Facebook community

Dr Rubin’s EHE Research Team at the Cleveland Clinic
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It gives me great pleasure to be able to 
write this Foreword for the EHE Rare 
Cancer Charity (UK) Annual Report 
and 2016 Financial Statements. 
Rare cancers like Epithelioid 
Haemangioendothelioma (EHE) are 
very difficult to treat. Our knowledge 
and understanding of EHE is currently 
very poor, partly due to the fact that 
funding for rare cancer research 
continues to be very limited. As a 
result, patient advocacy groups like 
EHERCC, can and do make a material 
difference to what we can achieve 
through their support and fundraising. 
They are also extremely focused and 
dedicated, with a strong vested interest 
in the results of the research that they 
are helping to deliver. I am delighted to 
be able to work with them and support 
them, and of course thank them for 
helping support my research. 

Research into EHE worldwide is still at an early stage 
and little is known about this frequently aggressive 
and lethal cancer. Tumours associated with EHE can 
present in the liver, lungs, bones, lymph nodes, skin 
and other soft tissues and often involve multiple sites 
(i.e. patients present with widespread metastasis). We 
know that EHE has an indolent (dormant) state and an 
aggressive state, when tumours can grow rapidly, and 
exhibit destructive behaviour. EHE can also quickly 
change from the indolent state into its aggressive 
state with little or no warning. In short, EHE is entirely 
unpredictable. 
 

We don’t know what biological and physiological 
factors may predispose a person to EHE, what dictates 
whether a patient will suffer from the indolent or 
aggressive state, or what triggers its change from 
indolent to aggressive. We don’t even fully know 
the natural history of the disease, which means it is 
currently not possible to forecast what patients can 
expect at any stage.

Our overall objective is to start to answer these 
questions through the dedicated EHE research that we 
are undertaking. I hope our work at the Cleveland Clinic 
will also encourage, and combine with, EHE research 
being undertaken in other research establishments in 
the USA, and around the world. We are open to and 
encourage collaboration to increase our expertise 
and ensure that research is not being unnecessarily 
duplicated, that results are shared, and to ensure we 
make the greatest progress possible from every dollar 
of funding we receive and spend. 

None of this can happen without the research funds 
being available. I know that EHERCC, together with 
the EHE Foundation (USA) and the EHE Rare Cancer 
Foundation in Australia, is engaged in a significant 
fundraising programme to help EHE research, for 
which I am hugely grateful. We will combine the funds 
raised by EHERCC with grant funding we secure from 
other sources, and thus hopefully get to the answers 
and progress we all want more quickly. It is by working 
together like this that we will maximise our chance of 
success and so start to combat this horrible disease.  
I hope and encourage all readers to join us in this  
fight against EHE.

Brian Rubin, MD, PhD is Professor and Vice-Chair 
of Pathology; Director, Soft Tissue Pathology; and 
Director, Bone and Soft Tissue Pathology Fellowship 
Program, Robert J. Tomsich Pathology & Laboratory 
Medicine Institute and Department of Cancer Biology 
at the Cleveland Clinic and Lerner Research Institute, 
Cleveland, Ohio. 

 Foreword 
(Dr Brian Rubin, MD, PhD)

Dr Rubin’s EHE Team (left to right) – Shuang Ma (Research Associate), Andrea Hallet (Technician), 
Dr Brian Rubin, Ashley Kendig (Technician), Dr Kepeng Che (Postdoctoral researcher) 

9

EHE Annual Report and 2016 Financial Statements



“You have cancer” is without doubt 
one of the hardest things for anybody 
to hear, fundamentally changing a 
person’s life, and the lives of their 
family and friends. Yet the fear, 
isolation and helplessness that 
follow are further compounded if the 
cancer is so rare that doctors have 
no treatment, and cannot provide 
any form of reliable prognosis. 
This scenario is sadly exactly what 
patients with EHE almost universally 
experience, wherever they live in the 
world. This is why patient support and 
advocacy are so important to us. 

For newly diagnosed patients, it is 
essential that they have access to the 
best information possible about EHE, its 
symptoms, and the different treatment 
programmes available. With a disease as 
rare as EHE, however, gaining a meaningful 
database of experience is very difficult. 
But, if the experience database can be built 
across a far wider area, even worldwide, 
the information and data that become 
available can be extremely powerful. 

Our goal is to continue to build this 
database of experience, and provide it to 
EHE patients wherever they are. We know 
from our members that providing such 
information is invaluable both in terms 
of coping with their diagnosis, and in 
helping understand and evaluate possible 
treatment plans with their respective 
medical teams.

01 Patient Support  
and Advocacy
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 Review (Hugh Leonard)

At EHERCC, one of our core objectives is to ensure 
that all new patients have access to both our UK and 
international patient support network, providing 
engagement and interaction with EHE patients world-
wide. EHERCC cannot offer medical advice, which must 
always remain in the hands of a patient’s oncology 
team. But we can provide access to information, data 
and the experience of others, to ensure that patients are 
as well informed as possible, and that their engagement 
with their medical teams can be a genuine and 
informed discussion of the options available to them.

Our EHE Facebook groups, including our sister 
foundations in the USA and Australia, have brought 
together a substantial EHE patient community, 
providing an invaluable and extensive data base of 
patient experience that is helping us understand the 
challenges faced when dealing with EHE. It is this 
Facebook group, coupled with the websites of our 
foundations, that act as the first and main source  
of information for anybody diagnosed with EHE. 

Although these social media forums offer as much 
support as possible, there is still a huge amount we 
don’t know about EHE. Key facts include the following:

•  EHE can appear anywhere, but is most often seen  
in the liver and lungs. 

•  It affects women more often than men, in a ratio  
of around 5:1. 

•   It appears often in younger people, where it is often 
more aggressive. 

•   It has an indolent (passive) form and an aggressive form.

•  The aggressive form is destructive and normally fatal. 

•  We cannot predict when the disease will turn 
aggressive, nor what causes this switch. 

•   In cases of EHE in the indolent (passive) phase, if 
surgical removal is not possible, the normal procedure 
is to simply monitor the cancer, only initiating treatment 
if the cancer begins to become progressive.

•   There is no cure for EHE, and no systemic treatment 
for this cancer. 

•   Every patient is therefore treated individually,  
without the benefit of accumulated knowledge  
of treatment regimens.

 

With so little known, and each treatment plan being 
experimental, we recognise an important need to work 
with specialists and the EHE community in broadening 
and improving disease understanding while also 
building and promoting our patient support network 
and capabilities.

Our work in the area of promoting greater disease 
understanding includes working initially with specialist 
sarcoma centres to develop a collaborative approach 
to diagnosis and treatment through which oncologists 
throughout the UK, and even from abroad, can access 
the EHE knowledge and experience of these sarcoma 
centres, while at the same time continuing to build  
an ever-greater knowledge and awareness of  
EHE in the UK.

In addition to providing patient support through 
our Facebook groups, information and assistance is 
available through the EHERCC website. The Pledge, 
the EHE group quarterly newsletter, provides ongoing 
updates about the group’s activities. 

In 2017, EHERCC, working with our partner foundations 
in the USA and Australia, with EHE patients and with 
our medical and research advisors, will continue to 
develop and expand its patient support and advocacy 
roles and capabilities, driven by a determination to help 
patients with EHE get the treatment, advice, information 
and support they need.
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Our research focus in 2016 has been:

•  To continue to support the EHE-
dedicated research being carried out 
by Dr Brian Rubin and his small team 
at the Cleveland Clinic in Ohio, USA

•  To continue to discuss and promote 
EHE research with other research 
specialists and centres in order to 
identify other possible research 
streams that can expand and 
enhance the research of Dr Rubin.

02 EHE
Research
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 Review (Dr Kate Hooper)

Supporting Dr Rubin’s EHE research remains a core part 
of the EHERCC’s research objectives. In 2011, this small 
team, led by Dr Rubin at the Cleveland Clinic in the USA, 
discovered the gene mutation that is believed to be 
disease-defining. Dr Rubin’s research continues in the 
following areas:

Development of cell and animal-based model systems: 
Dr Rubin continues to work on developing biological 
models for EHE, by using human EHE tissue samples 
to grow EHE cells in petri dishes, and by making a 
genetically-engineered EHE mouse model. Once 
developed, these models will provide environments 
that will allow us to understand the biology of  
EHE better and also to develop and test possible  
EHE treatments. 

Diagnosis: Dr Rubin is seeking to improve a 
practitioner’s ability to diagnose EHE, providing 
pathologists with tools such as immunohistochemistry 
and RNA in-situ hybridization probes to objectively 
classify tumours as EHE.

Prognosis: Which tumours will be aggressive and  
which will be indolent is a fundamental question in  
the management of EHE. Dr Rubin is studying the 
genetics of EHE to try and identify the genes that 
predict which lesions will become aggressive  
(so-called prognostic biomarkers). 

Dr Rubin is also hoping to be able to determine when 
tumours are progressing, or whether or not patients  
are responding to therapy, by detecting EHE tumour 
DNA circulating in the blood.

Treatment: Responses to treatments, including surgical 
removal, radiotherapy, different forms of ablation 
and chemotherapy, are currently inconsistent and 
anecdotal. Dr Rubin hopes to use an EHE cell model 
to discover new therapeutic options that will affect 
the growth of EHE tumours by either inhibiting or 
activating a biological process. 

Clinical trials: Dr Rubin will be conducting a planned 
phase I-II clinical trial of one inhibitor, trametinib 
(Mekinist), which is having beneficial effects in the 
program’s cell-based model. The EHE organisations are 
hoping to partially support this trial by funding post  
trial biopsies to further evaluate the effectiveness of  
the drug.

Additional research streams 
The EHE organisations are working with different 
researchers to evaluate the possible application to 
EHE of different immunotherapy strategies. EHERCC 
is also engaged in discussions on: research into 
the involvement of hormones in the onset of EHE; 
bio-banking of blood and tissue samples; and the 
identification of biomarkers. Discussion and evaluation 
of these projects will continue in 2017 with the aim 
of developing an integrated research programme, 
with clear funding requirements and the agreed 
involvement of research institutes.
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A core objective of EHERCC is to raise 
the funding needed to drive the EHE 
research programme. These funds will 
be raised by our own members and 
their supporters, but we will also target 
funding from governments, corporate 
groups, other charitable foundations 
and the general public. 

The research that these funds will pay for is critical, as 
successful treatments can only be developed once we 
know the causes of the disease, the factors that initiate 
the cancer, and those that lead to its development and 
spread in the body.

We are delighted to be able to report that during  
2016, we raised more than £235,000 for EHERCC.  
We are grateful to all our supporters for their wonderful 
contributions, regardless of the amount, which have  
led to this total.

This total is in addition to the £126,000 donated by 
EHERCC to Dr Rubin in February 2016 to fund an 
additional post-doctoral researcher for his EHE team. Dr 
Kepeng Che joined Dr Rubin’s team in the fourth quarter 
of the year. We welcome her and wish her, and Dr Rubin’s 
whole team, great success in their ongoing research. 

Milly and Alastair organised their Lands 
End to John O’Groats sponsored cycle ride 
in May 2016, followed in early June by their 
EHE Charity Ball, held at the Hurlingham 
Club in west London. The two events 
raised in excess of £100,000 for EHE 
research. We could not be more grateful 
to Milly and Alastair, especially as Milly was 
only diagnosed with EHE in 2015, on the 
day before their wedding..

03 Fundraising  
and Finance
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 Review (Jeff Collins)

The £235,000 raised to support EHERCC in 2016  
far exceeded our expectations and is a tribute to 
all those individuals impacted by this disease and a 
credit to those who helped raise funds. Funds were 
raised from a wide variety of events and sources, with 
individual donations again representing the majority  
of contributions. Some of these events are noted in  
this report but we are immensely grateful and wish  
to extend our sincere thanks to everybody involved.

Our 2017 objective will be to again maximise fundraising 
in support of EHE research. We also recognise a need 
to target new donors, including corporate groups 
and foundations, rather than continuing to rely on the 
extraordinary efforts of a small group of patients and 
their supporters. At the same time we will be exploring 
the possibility of jointly funding research with other 
larger cancer-research groups.

One of the Trustees’ financial goals is to maximise 
the percentage of funds received from donors that is 
available for the charity’s key objectives of research, and 
patient support and advocacy. This goal continues to be 
supported by the kind offer of one key donor to fund all 
of the charity’s administrative costs. These administrative 
and business running funds are considered restricted, 
and controlled and reported separately from other 
donated funds. 100% of other donations received (less 
service fees charged on some donations) are therefore 
used to meet our key objectives of research and patient 
support and advocacy and are considered unrestricted 
unless the donor informs the Trustees of a restriction 
on funds in order to meet a specific objective. No such 
restrictions apply to funds generated in 2016.

Donations account: In the period 1 January to 31 
December 2016 the charity raised a total of £234,000 for 
its key objectives as summarised in the charts opposite:

Source of funds

Administration / business running costs account:  
The charity received funding of £3,000 for its 
administration and business running costs account. 
During 2016, £3,500 of expenses had been incurred, 
which included an accrual of £1,200 for the 
independent examiner's fee. As a result, the fund 
remains in deficit on an accrual basis and additional 
funding was obtained to address this in early 2017.

The spend of £2,300 (excluding the £1,200 
independent examiner's fee) is primarily related  
to website maintenance costs.

 Personal Donations 39%

 Events 41%

 Payroll Giving 14%

  Corporate, Foundation 
Donations 6%
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April has been designated by the 
three international EHE groups as EHE 
Awareness Month. In 2016 it acted as a 
focal point for fundraising worldwide.  
A number of events were held  
throughout the month in the UK  
in aid of EHE research.

The People who Made this Happen 
The following four pages capture some, but far from all, of the many people  
who have contributed to the EHE cause during 2016.

Nicola was diagnosed with EHE in 2014. 
Together with her wonderful support 
group, Nicola has been one of the leading 
EHERCC fundraisers.

In November Team Nicola held their 
second annual race night, which was an 
even bigger success than their inaugural 
event held in 2015.

In September Tamzin held her first EHE 
Auction of Promises in support of her close 
friend Kerry and to help fund EHE research.
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Mark took to the air in October to 
complete his first ever skydive in support 
of his wife Nicola and to help fund our 
research programme.

The last quarter of 2016 saw 12-year-old 
Jessie launch her Jessie Jars campaign,  
after her mother was diagnosed with EHE.

Asking people to collect their unwanted 
pennies in her jars to support EHE research, 
Jessie collected close to £1,000 from this 
simple idea.

The People who Made this Happen 
The following four pages capture some, but far from all, of the many people  
who have contributed to the EHE cause during 2016.

Milly’s family and friends have all 
provided wonderful support to Milly 
and to the EHE Rare Cancer Charity.

Kev amazed us all by running two 10K 
events in April only a few months after 
having a liver transplant!
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….and here are more of the  
wonderful supporters who  
have helped us raise substantial 
funds for EHE research!

The EHERCC launched it first t-shirt campaign 
in 2016. This campaign had two objectives, 
firstly to help raise awareness of EHE, and 
secondly to raise funds.

Our supporters bought the t-shirts  
in large numbers, for which we were  
very grateful.

In February Holly organised a simple cake sale  
and raised an amazing £180 in an afternoon.

We had a host of runners who supported 
EHERCC through 2016 by running 5k, 
10k, half marathon, marathon and ultra 
marathon events. Their dedication and 
effort were an inspiration to us all. 
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….and here are more of the  
wonderful supporters who  
have helped us raise substantial 
funds for EHE research!

Charity car-boot sale...

Charity tennis  
tournament...

and a huge range of other events.

We can always rely on the support of our members 
and their families because this is the community that 
really understands what living with EHE is all about. But 
in some areas we need to gain support from the wider 
community too.

So if having reviewed this report you feel that you 
would like to join our battle against EHE, or want more 
information about ways to help us, then we would love 
to hear from you. Please contact our Chair of Trustees, 
Hugh Leonard, on hleonard@ehercc.co.uk, or our 
general contact email at info@ehercc.co.uk.

There is also a lot of information on our website at 
www.ehercc.org.uk . Go to the ‘Help Us’ section where 
you will find information on our fundraising activities, 
ideas on how to raise funds by organising events, ways 
to donate, and much more.

We are also very keen to have the chance to meet 
foundations, corporate groups, and other entities to 
explain more about what EHERCC is doing and how 
such organisations can assist us, and become involved 
with our ongoing research programme and initiatives. 

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. Their help, dedication and drive is allowing us to make a difference for 
EHE patients every day.

Fundraising for EHE research came in many different forms: runs, cake sales, lunch 
parties, tennis tournaments, coffee mornings, t-shirt campaigns, sponsored weight-
loss, and car-boot sales, are just a few examples. EHERCC is grateful to everybody  
who organised an event and to every person who made a contribution or donation.

But we can always use more help! 

Charity 
lunch... 
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I report on the accounts of the charity for the  
period ended 31 December 2016, which are  
set out on pages 23 to 27.

Respective responsibilities of the trustees  
and examiner

The charity’s trustees are responsible for the 
preparation of the accounts. The charity’s trustees 
consider that an audit is not required for this year under 
section 144(2) of the Charities Act 2011 (the 2011 Act) 
and that an independent examination is needed.

It is my responsibility to:

•  examine the accounts under section 145 of the  
2011 Act;

•  to follow the procedures laid down in the General 
Directions given by the Charity Commission under 
section 145(5)(b) of the 2011 Act; and

•  to state whether particular matters have come  
to my attention.

Basis of independent examiner’s report

My examination was carried out in accordance with the 
General Directions given by the Charity Commission. 
An examination includes a review of the accounting 
records kept by the charity and a comparison of the 
accounts presented with those records. It also includes 
consideration of any unusual items or disclosures in 
the accounts, and seeking explanations from you as 
trustees concerning any such matters.

The procedures undertaken do not provide all the 
evidence that would be required in an audit, and 
consequently no opinion is given as to whether the 
accounts present a ‘true and fair view’ and the report is 
limited to those matters set out in the next statement.

Independent examiner’s statement

In connection with my examination, no matter has 
come to my attention:

1  which gives me reasonable cause to believe that in 
any material respect the requirements

 a)  to keep accounting records in accordance with 
section 130 of the 2011 Act; and

 b)  to prepare accounts which accord with the 
accounting records and to comply with the 
accounting requirements of the 2011 Act, have  
not been met; or

2  to which, in my opinion, attention should be drawn 
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: 3 July 2017

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 2016

       Unrestricted Restricted   
       funds funds Total Total 
       2016 2016 2016 2015 
      Notes £ £ £ £

Incoming resources:      

Donations      2   233,930 3,327 237,257 142,085 

Investment income       28 - 28 24

Total incoming resources       233,958 3,327 237,285 142,109

Resources expended:      

Costs of generating donations       5,941 612 6,553 3,967

Charitable activities       126,743 - 126,743 -

Governance costs       - 1,200 1,200 4,034

Other administrative costs       123 1,680 1,803 6,545

Total resources expended      3 132,807 3,492 136,299 14,546

Net income (loss) for the year       101,151 (165) 100,986 127,563

Transfer between funds       - - - -

Balance brought forward       128,336 (773) 127,563 -

Funds carried forward      7 229,487 (938) 228,549 127,563

Funds carried 
forward for 2017 

£228,000
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EHE Rare Cancer Charity (UK)
Balance Sheet  
as at 31 December 2016

       Unrestricted Restricted   
       funds funds Total Total 
       2016 2016 2016 2015 
      Notes £ £ £ £

Current assets      

Debtors      5 438 - 438 8,040

Cash at bank and in hand       229,049 502 229,551 121,620

         229,487 502 229,989 129,660

Creditors: amounts falling due  within one year    6 - (1,441) (1,441)       (2,097)

Net current assets (liabilities)       229,487 (938) 228,549 127,563

Net assets (liabilities)       229,487 (938) 228,549 127,563

Funds carried forward      

Unrestricted funds       229,487 - 229,487 128,336

Restricted funds       - (938) (938)          (773)

Total funds      7 229,487 (938) 228,549 127,563

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, as 
described on page 25 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 25 June 2017 and signed on its behalf by

(signed) "Hugh Leonard"

Hugh Leonard
Chairperson
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EHE Rare Cancer Charity (UK)
Notes to the Accounts 
for the period ended 31 December 2016

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 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.

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

 

Fixed assets

Tangible fixed assets used by the charity: They are 
capitalised if they can be used for more than one year. 
They are valued at cost or, if gifted, at the value to the 
charity on receipt.

 

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.

25

EHE Annual Report and 2016 Financial Statements



2   Analysis of incoming resources  
Donation income:         2016 2015 
         £ £

Unrestricted funds:      

Personal donations         92,008 68,902

Fundraising events         95,632 -

Payroll Giving         32,750 53,156

Corporate and Foundation donations         13,540 10,131

           233,930 132,189 

Restricted funds:   

Administration fund         3,327 9,896

           3,327 9,896

3  Analysis of resources expended      Unrestricted Restricted   
       funds funds Total Total 
       2016 2016 2016 2015 
       £ £ £ £

Costs of generating donations:      

JustGiving fees       4,519 331 4,850 3,370

Credit card and other processing fees      1,422 281 1,703 597

         5,941 612 6,553 3,967

Costs of charitable activities:      

Contributions to Cleveland Clinic       126,743 - 126,743 -

         126,743 - 126,743 -

Governance costs:      

Legal fees       - - - 2,834

Independent examiner's fee       - 1,200 1,200 1,200

         - 1,200 1,200 4,034

Other administrative costs:      

Website setup and maintenance       - 1,644 1,644 6,533

Bank fees       123 36 159 12

         123 1,680 1,803 6,545

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

4   Taxation

The charity is exempt from Corporation Tax on its charitable activities.

EHE Rare Cancer Charity (UK)
Notes to the Accounts 
for the period ended 31 December 2016
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5  Debtors         2016 2015 
         £ £

Other debtors          438   8,040

           438  8,040

6  Creditors: amounts falling within one year      2016 2015 
         £ £

Other creditors          241   897

Accrued independent examiner's fee          1,200   1,200

           1,441 2,097 

7   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.

The fund shows a small deficit as at 31 December 2016, however, this will be funded by the single donor after  
the period end.
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Trustees’  
Declaration

Charity  
Information

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 2016. 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 6th day of July, 2017

 
 
 
(signed) "Hugh Leonard"

Hugh Leonard Chair of Trustees 

(signed) "Jeff Collins"

Jeff Collins Trustee  

(signed) "Kate Hooper"

Kate Hooper Trustee

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
 

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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  We would like to kindly thank SFC Bennett Brookes  
for providing bookkeeping services to EHERCC.
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