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Typically more aggressive 
in young people

One of the world’s rarest  

cancers, with 5 to 10  

patients per year in the UK

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

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)  
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A message from the Trustees
Our objective in 2017 was to expand each of the core areas of our activity, 
building from the consolidation we achieved in 2016. Our overall goals were 
to continue to increase awareness of EHE; to generate an integrated research 
programme and start to establish individual research streams; and to broaden 
our donor base in preparation for the greater levels of funding we will be 
seeking to pay for that research. 

As we now review 2017, we are delighted with the progress made in all three 
areas, and once again are hugely indebted to all those individuals who have 
helped to continue to deliver this progress.

Thank you!
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Thank you!

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

This page includes a very brief 
summary of our activities and 
achievements for 2017 in our three core 
areas of activity. Further details can be 
found later in this Annual Report. 

 01  Patient support and advocacy
As in previous years, the most important element of this part of 
the group’s activities has been the ongoing support provided 
by our worldwide EHE patient community through our 
closed Facebook forums. This has allowed a truly worldwide 
community to provide extensive feedback and experience to 
individuals and the group as a whole. It is often humbling to 
see the care and compassion that this group can bring at times 
of need, be it immediately post diagnosis, during periods of 
uncertainty, or sadly on occasions to those who are battling 
with aggressive EHE. In addition to the original EHE page, we 
now have areas dedicated to caregivers, fundraisers, charity 
directors, and confidential patient sections.

Increasing awareness of the disease has involved the charity 
introducing itself to a number of important groups involved 
in the fight against cancer, and sarcoma in particular. This 
has included: sending introductory packages to UK-based 
sarcoma centres and specialist liver units; engaging with 
specialist sarcoma groups; introductions being sent to other 
key sarcoma and cancer charities; and engagement with 
important specialist clinicians such as the interventional 
radiology community.

 

 02  Research 
Our 2017 research activity has continued to involve the 
support of Dr Brian Rubin’s EHE research team at the 
Cleveland Clinic in the USA while also developing a broader 
integrated research programme. Dr Rubin’s key areas of 
focus this year have continued to be the genetic analysis 
of EHE, and the identification of key genetic mutations that 
are involved with the disease; the ongoing development 
of a mouse model; and the screening of a large number of 
potentially therapeutic drugs and compounds using the  
key fusion protein identified by Dr Rubin.

In addition to Dr Rubin’s work, the EHE group has been 
progressing: immunotherapy discussions with a key 
immunotherapist in the USA; the inclusion of EHE in a 
biomarker study being undertaken for other sarcomas  
by the Mayo Clinic, also in the USA; the establishment of  
a national EHE biobank in the UK; a UK collaboration with  
Dr Rubin to develop larger-scale EHE cell models from  
EHE stem cells extracted from EHE tissue samples; and  
a study of the effects of IRE ablation on EHE.

 

 03  Fundraising
We raised more than £170,000 in 2017. This was due 
to the determination of our individual members and 
their support groups who worked tirelessly to raise this 
extraordinary sum. The annual April EHE Awareness and 
Fundraising Month campaign was once again supported 
with enthusiasm. A large number of individual events 
were organised by our members. In November we were 
also able to secure a ‘matching funds’ offer from core 
supporters who challenged the charity to initially raise 
£10,000 which they would match. With unbelievable 
generosity, and resultant increases in the matching 
funds, this campaign alone raised just over £100,000. 
We also saw continued support from several commercial 
organisations, as well as ongoing payroll-giving support 
from individuals. 

Throughout 2017 the EHE Rare Cancer Charity has 
continued to operate as a vibrant and proactive champion 
for those with EHE rare cancer. The results of this activity, 
and the foundations laid for an equally exciting 2018 and 
beyond, have only be possible because of the unbelievable 
generosity, energy and enthusiasm that so many people 
have devoted to our cause. As trustees of the charity,  
we want to express our sincere thanks to all those  
involved in helping us in 2017.

EHERCC UK Annual Report and 2017 Financial Statements
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Objectives and 2017 
Achievements

Patient Support
The charity contacted and engaged 
with key clinicians such as UK-based 
interventional radiologists to discuss 
new treatment options, such as  
IRE ablation.

Research
Dr Rubin has advanced with both an EHE 
mouse model and the screening of possible 
therapeutic drugs.

EHERCC funded biopsies associated with 
the phase II clinical trial of Mekinist, based 
on Dr Rubin's preclinical research on  
EHE biology.

01

02
03

EHE Awareness
The charity gave introductory 
presentations to groups such as 
the Scottish Sarcoma Network and 
the Association of Orthopaedic 
Practitioners, and wrote to key UK 
sarcoma units.

Fundraising
Target fundraising achieved while preparations 
for expanding the donor base are being finalised.

Giving Tuesday matched funding campaign 
raised just over £100,000. 

£170,000
(more than £550,000  

since inception)
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Our Forward Focus
Because rare cancers are not rare to those who have them

In 2018 we will again focus on our key areas of 
activity, namely patient support and advocacy, 
research, and fundraising. In addition to these, 
we have set ourselves objectives relating to 
continuing to make the charity a better and 
more efficient organisation. In summary, our 
key goals for 2018 and beyond include:

•  Continuing to support EHE patients wherever they are

•  Continuing to engage with sarcoma centres and so 
expand awareness of EHE

•  Moving key research streams from discussion to delivery

•  Promoting fundraising activities, engaging in high-profile 
group events, and initiating contact with corporate and 
foundation sponsors

Objective   2017 Achievement   Goals 2018 and beyond

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

•  PROM survey for EHE patients  
finalised and ready to launch

•  Meetings held with interventional 
radiologists to understand and promote 
IRE ablation application to EHE

•  Promoted awareness of Dr Rubin’s  
phase I and II clinical trial of Mekinist

•  Encourage launch of PROM survey to  
identify key experiences (medical and other) 
of EHE patients

•   Continue to promote and push for IRE  
ablation to be made available for EHE  
through NHS funding

•  Continue to evaluate and promote treatment 
options from other regions, if supported by 
EHERCC advisory team

To provide support to EHE 
patients around the world

•  Assisted with access and  
communications of international 
members with UK specialists

•  Contacted and initiated engagement  
with other UK charities that can  
assist with EHE

•  Continue to support individual patient 
members seeking clarity and information 
about medical engagement

•  Continue to build broad network of  
contacts in relevant charities and  
medical/clinical groups

Develop and promote a 
coherent, collaborative 
international EHE research 
programme

•  Developed with sister charities a  
multi-streamed EHE research strategy 
with associated funding 

•  Initiated and continued engagement 
regarding possible new research streams

•  Progressed detailed analysis of structure 
and implementation of UK EHE biobank

•  Continue to optimise, refine and amend 
integrated research plan while adapting  
to realistic funding capabilities 

•  Progress UK research elements whilst also 
supporting USA and Australian initiatives. 
Identify new researchers 

•  Implement UK EHE biobank and assist  
with publicity and promotion

Raise funds to support  
our charity work 

•  Over £170,000 raised

•  Individuals and existing commercial 
supporters contributing

•  Expansion of donor base; inclusion of 
foundations and corporations; use of  
larger-scale group activities

Promote and increase 
awareness of EHE

•  EHERCC introductory documentation 
compiled and sent to key sarcoma centres

•  Presented to Scottish Sarcoma Network 
and Association of Orthopaedic 
Practitioners

•  Continue to follow up with specific sarcoma 
centres and specialists as required and 
provide support if asked

•  Engage with medical and public group bodies 
when opportunities arise

•  Continued promotion of EHERCC through 
appropriate media 
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“ Epithelioid haemangioendothelioma (or EHE), 
a form of sarcoma, is one of the rarest forms 
of cancer we know. Little is known about this 
cancer, largely because of its rarity, and because 
research into EHE has been very limited.  
 
Charities, such as the EHE Rare Cancer Charity, have 
a critical part to play in the overall development of 
reliable treatment plans for such a rare disease.  
They are key to gathering data from patients and 
raising the funding required to pay for research,  
and promoting and encouraging that research  
to take place. This in turn, we hope, will lead  
to the development of new drugs and other  
forms of treatment that will one  
day allow us to control and  
ultimately defeat EHE.  
 
That is an objective that  
we are all committed to,  
and I am delighted therefore  
to be able to work with and  
assist the charity in its  
important activities.” 
 
Dr Robin Jones 
Head of the Sarcoma Unit at the Royal Marsden Hospital; 

Member of the EHERCC Research and Medical Advisory Team
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I am delighted to be able to provide 
this Foreword for the EHE Rare Cancer 
Charity (UK) Annual Report and 2017 
Financial Statements. As a member of the 
charity’s Research and Medical Advisory 
Team (RMAT) since 2015, I and my fellow 
RMAT members have worked closely with 
the Trustees as the charity has developed 
its activities. We have particularly focused 
on the provision of advice and input in 
the areas of patient treatment and the 
development of research objectives for 
this rare form of sarcoma. 

Sarcomas, of which there are around 100 sub-types, are 
cancers that develop in connecting tissues in the body, 
including muscle, bone, blood vessels, nerves, cartilage, 
and tendons. Sarcomas form about 1% of all cancers 
diagnosed, with approximately 3,800 new cases each 
year in the UK. So sarcomas are at the rare end of the 
‘cancer spectrum’. Epithelioid haemangioendothelioma 
(or EHE), one of the rarest of the sarcomas, affecting blood 
vessels, affects approximately 1 person in every million  
of the population, with only 5 to 10 new cases diagnosed 
each year in the UK.

At the Sarcoma Unit at the Royal Marsden Hospital, we are 
at the ‘sharp end’ of treating patients diagnosed with EHE, 
which is highly destructive in its aggressive form. This is 
often challenging as the lack of knowledge about EHE, 
coupled with our experience that the disease can behave 
differently from patient to patient, means there is no 
systemic treatment available today to treat this disease.  
So we are committed to helping wherever we can to 
develop new treatment plans that can control and 
manage this cancer. 

Of course understanding any form of cancer requires 
research. Research into sarcomas in general, however, 
gets very little funding, and a sarcoma as rare as EHE 
struggles to secure any of these already very limited 
resources. So research of EHE has to date been very 
limited, hence the lack of knowledge and understanding 
about this cancer. 

Another key factor with any ultra-rare disease is the 
difficulty in developing a meaningful database of 
experience and information to help us understand 
the disease and even provide empirical data to guide 
treatment and research thinking. The EHE Rare Cancer 
Charity, together with its sister foundations in the USA and 
Australia, have already built a worldwide membership of 
over 1,300 members. This group is beginning to provide 
valuable data and insights to help in the fight against EHE. 

I know, from discussions with Dr Brian Rubin at the 
Cleveland Clinic in the USA, a fellow RMAT member, 
that he is excited by his ongoing EHE research and that 
he believes we are getting closer to answering some 
of the key questions about EHE. This research will 
hopefully allow oncologists to diagnose EHE faster and 
more reliably, and provide a better prognosis with more 
reliable treatment programmes. And this progress will not 
only benefit EHE patients. It is likely to provide insights 
into other more common cancers that involve similar 
biological processes but which may be more difficult to 
research in these more complex cancers. So EHE research 
may have direct benefits for a far wider patient group than 
just those affected by EHE.

Charities such as the EHE Rare Cancer Charity have an 
extremely important role to play in the battle against 
such a rare disease. The members and supporters will 
always be a key driver of the fundraising required to pay 
for research. They are of course dedicated and hugely 
motivated to achieving successful outcomes, including 
new drugs and other forms of treatment.

I am delighted to be able to help them in this important 
work. We hope that in the not too distant future, the 
positive results of that work will mean that doctors  
can offer EHE patients greater certainty about their 
treatment options and greater clarity about the 
progression and prognosis of their disease. I have no 
hesitation in encouraging anybody who wants to help 
EHE patients to engage with the charity and help deliver  
its important objectives.

Dr Robin Jones is a consultant medical oncologist, 
specialising in the treatment of bone and soft tissue 
sarcomas, and is Head of the Sarcoma Unit at the  
Royal Marsden Hospital in London. 

 Foreword 
(Dr Robin Jones BSc, MB BS, MRCP, MD (Res))
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Being diagnosed with an ultra-rare cancer 
like EHE is a devastating experience. 
An accurate prognosis and established 
treatment plan can both help, but when 
doctors are unable to provide either then 
the patient may feel scared, helpless 
and often very isolated. Even if a patient 
can come to terms with the fact that 
they have EHE, the possibility that it 
may turn aggressive without warning 
means that living with EHE is a relentless 
psychological challenge. This is why 
patient support and advocacy are so 
important to us, and why they will always 
be core to our charity’s activities. 

The patient support from our members  
will start as soon as somebody contacts 
us and will be appropriate for their 
circumstances, whether for example  
they have just been diagnosed or are  
more progressed in their EHE journey.  
The challenge of course with an ultra- 
rare disease is building a meaningful  
data base of experience and outcomes  
as the numbers of patients in one area,  
or even in one country, may be very small. 
This is where the global nature of our 
membership is so valuable, allowing us to 
pool the experience, clinical information 
and outcomes of hundreds of  
patient members. 

One of our core goals therefore is to 
continue to build this database, and reach 
out to communities worldwide, so that  
our EHE knowledge can expand and 
the results be shared with patients 
everywhere.

01 Patient Support  
and Advocacy
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 Review (Hugh Leonard)

EHERCC does not offer medical advice, which must 
always remain in the hands of a patient’s medical 
team, wherever they may be based. However, we can 
provide information, data and the experience of other 
EHE patients to try and ensure that patients are as well 
informed as possible. This in turn will hopefully lead 
to their engagement with their medical teams being 
a genuine and informed discussion of the options 
available to them.

This support, both medical and emotional, is provided 
through the EHE group’s original closed Facebook 
forum, giving access to our worldwide EHE community. 
At the end of 2017, this Facebook group had over  
1,300 participants, of whom approximately 500 to  
600 are patient members. This group, including our 
sister foundations in the USA and Australia, has brought 
together a substantial EHE patient community, providing 
an invaluable and extensive database of experience 
that is helping us understand the challenges faced 
when dealing with EHE. 

Although the main Facebook page continues to 
provide the most complete exposure to EHE patients 
worldwide, we have also responded to requests from 
members to establish other sub groups. These include 
closed Facebook pages for EHE Caregivers, EHE 
Fundraisers, and EHE Patients-only, the last being a 
forum where patients can express and discuss very 
personal issues, fears and concerns with other patient 
members. All of these Facebook pages will remain at 
the core of our patient support activities.

We have continued to raise awareness of EHE within 
different professional and public communities. In 
2017 the charity joined and presented to the Scottish 
Sarcoma Network. We were also invited to present 
to the annual general meeting of the Association of 
Orthopaedic Practitioners. At the end of 2017 we were 
able to write to key sarcoma centres in the UK and 
provide an introductory pack including copies of our 
2016 Annual Report and of our quarterly newsletter, 
“The Pledge”. We also held meetings with three of 
the UK’s leading interventional radiologists to discuss 
EHE ablation, and in particular the application of the 
NanoKnife IRE technology.

EHERCC believes that this sort of contact can 
be invaluable and we hope to create active 
communications with all groups working in the cancer 
and sarcoma fields. In late 2017 we received our first 
unsolicited approach from a UK oncology team who 
were facing their first ever case of EHE. The contact 
was made to ask if we could direct them to any 
specialists in the UK with EHE knowledge, and also if 
we could provide any information about our group and 
support networks. We were delighted to provide both.

Awareness of EHE was also a target of the EHE 
#PositivePants campaign launched by supporters of 
Nicola Henderson in Yate in Gloucestershire in April. 
Asked to post photos in their pants to support Nicola, 
the campaign grew very quickly with hundreds of 
people joining across the UK. Combined with small 
donations to the charity, this wonderful campaign 
raised both awareness and funds for EHE research.

In 2018, EHERCC will continue to develop and expand 
its patient support and advocacy roles and capabilities, 
again working with our sister foundations, with EHE 
patients and with our medical and research advisors. 
We will continue to be driven by a determination to 
help patients with EHE get the treatment, advice, 
information and support they need.

11
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Our research focus in 2017 has been:

•  To continue to support Dr Brian Rubin 
and his dedicated EHE research team 
at the Cleveland Clinic in Ohio;

•  To progress important 
immunotherapy, biomarker,  
and biobank discussions with  
key institutes; 

•  To develop additional research 
streams with a view to identifying 
suitable labs and personnel to 
progress these areas of research.

02 EHE
Research

Ashley Kendig, Technician, Cleveland Clinic
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 Review (Dr Kate Hooper)

Our funding is currently targeting the following  
different research streams, all important in their own 
right, but also enhancing and impacting each other.

•  Dr Rubin is continuing to develop an ever more detailed 
understanding of the genetic mutations that are 
associated with EHE. His work has recently identified 
additional mutations that may be associated with disease 
progression. He is slowly piecing together how EHE works.

•  Dr Rubin has identified the key fusion protein that drives 
EHE and is working on a computerised drug screening 
assay that can test the impact of literally tens of thousands 
of different drugs on EHE. We hope this will help  
identify different drugs that can be used to manage  
the disease.

•  There is no mouse model and no cell line for EHE. Either 
or both are critical to provide real cells that researchers 
can use in research. This year Dr Rubin has created a 
genetically modified mouse, and can breed mice with  
the same modification. He is about to test if these mice  
will now develop EHE tumours we can work on.

•  We are in discussions with one of America’s leading 
immunologists concerning the development of a 
personalised vaccine for EHE. This is a process that 
will super-boost a patient’s immune system so that it 
recognises and kills EHE cancer cells. We think this may 
work because we already see some patients whose 
cancer goes into remission naturally, possibly indicating 
that their own immune system is fighting back.

•  One of America’s leading clinics has agreed to add EHE to 
a research program that is seeking to identify biomarkers 
for rare cancers. These are components found in a 
patient’s blood that can act as an early warning system 
that the patient’s cancer is changing, and so allow early 
medical treatment.

•  One of the big challenges for EHE research is the lack of 
blood and tissue samples. We are talking to three hospitals 
in the UK regarding the setting up of a UK EHE biobank  
to capture and store such samples for future research. 
When up and running, we will be reaching out to 
European centres too. The USA and Australia are also 
doing this. Together we hope to build a ‘library’ of  
samples that can be used in research. 

•  There is a strong clinical signal that EHE may be 
associated with puberty and pregnancy in young women. 
We are looking to progress research into how hormones 
may be involved in the EHE process, as a trigger. Other 
cancers are already known to have hormone involvement, 
so we hope that we can learn from these cancers and 
accelerate EHE research.

•  Irreversible electroporation (IRE) is a relatively new 
technology that ablates cancer tumours using electrical 
currents. Early work undertaken in the USA and Australia 
has shown IRE to be a useful tool in combatting EHE.  
We are working with interventional radiologists in the UK 
to introduce IRE as an option for the treatment of EHE.

In addition to the above research streams, EHERCC  
is also in discussion with specialists regarding:

•  The development of large-scale cell models derived  
from stem cells taken from EHE tissue samples;

•  The development of an EHE model in Zebrafish; 

•  A worldwide Patient Reported Outcomes and Measures 
(PROM) survey of EHE patients.

We will continue to progress these projects and 
discussions throughout 2018 as we further develop our 
research programme together with associated funding 
requirements..
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The raising of funds to promote and 
support our EHE research programme 
is a core objective of the EHERCC. 
Throughout 2017 our members and 
their respective support teams have 
again exceeded our expectations. Early 
corporate and foundation supporters 
have also continued to support the 
charity. This support is critical as ultra-
rare cancer research gets very limited 
funding from other sources and 
organisations. Only through research 
will we be able to understand many of 
the key factors that dictate the onset, 
presentation, progress and spread  
of this cancer. Better understanding 
will lead to the development of 
successful treatments. 

We are delighted to be able to report that in 2017, our 
supporters raised more than £170,000 for the charity. 
We could not be more grateful for this wonderful 
support and the dedication drive and enthusiasm  
that they all bring to the fight against EHE.

  Giving Tuesday Campaign: one of the 
fundraising highlights of the year was the 
Giving Tuesday campaign that took place  
in October. This campaign started with a 
generous challenge from one of our 
supporters who offered to match up to 
£10,000 raised. This total was exceeded within 
24 hours, which led to the matching donor 
increasing their offer to match to £20,000. 
The extraordinary support from individual 
donors coupled with three additional 
matching donors taking the matching funds  
to £40,000 ultimately resulted in a total  
raised of just over £100,000.

03 Fundraising  
and Finance
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 Review (Jeff Collins)

The £171,000 raised in 2017 in support of EHE  
research once again exceeded our expectations  
and is testament to the drive and dedication of a  
small but hugely motivated group of supporters, 
who are determined to make a difference to patients 
diagnosed with EHE. These funds were raised from  
a large number of individually organised events,  
the annual EHE Awareness Month held in April each 
year, and the Giving Tuesday campaign mentioned  
on the opposite page.

In 2018, we hope to raise similar levels of funding.  
To do this, we will again need the support of our 
membership and their respective support networks. 
We will also be taking part for the first time in larger-
scale charity events such as the London Landmarks 
Half Marathon where the charity has obtained forty 
places. In addition to these sources of funding, we will be 
reaching out to corporate groups and foundations with 
the objective of securing funding for specific research 
projects, hopefully on a multi-year basis. We will continue 
to explore the possibility of joint funding of projects  
with larger scale cancer charities.

As in previous years, one of the Trustees’ financial 
objectives is to maximise the percentage of funds 
received from donors that are available for the charity’s 
key objectives, namely research, patient support and 
advocacy. This was again facilitated through 2017 by the 
kind offer of one key donor to fund all of the charity’s 
business running costs. As a result, EHERCC segregates 
funds donated for administration from those provided  
by our members and other supporters for meeting  
key objectives. Therefore, 100% of the funds we receive 
from our donors (less service-provider fees on some 
donations) is spent on the delivery of our key objectives. 
It is the Trustees’ intention that the same will be  
true in 2018.

Donations account: In the period 1 January to 31 
December 2017, the charity raised a total of £162,000  
for its key objectives as summarised in the chart 
opposite. We were particularly pleased that the 
proportion of donations received from corporations 
and foundations continues to grow:

Source of funds

Administration / business running costs account:  
The charity received funding of £9,000 for its 
administration and business running costs account. 
During 2017, £7,700 of expenses had been incurred, 
which included an accrual of £1,200 for the 
independent examiner's fee. 

The spend of £6,500 (excluding the £1,200 
independent examiner's fee) included the fees 
associated with fundraising events conducted in 2017, 
and publishing costs in addition to ongoing website 
maintenance costs.

 Personal Donations 65%

 Payroll Giving 22%

  Corporate, Foundation 
Donations 13%
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Our April EHE Awareness and Fundraising 
Month was another fantastic success, with 
support across the UK and Europe too. We had 
slimathons, walks, runs, and many other charity 
events raising significant funds for EHE research. 

Early October saw Nicola Henderson,  
EHE Warrior from Yate near Bristol, and her 
wonderful support group, organise their 
3rd Annual EHE Race Night. It was another 
fantastic success and raised a staggering 
£4000 for the EHE Rare Cancer Charity. 
Nicola was again overwhelmed by the 
generosity of so many wonderful people.

Unbelievable support for EHE
The following four pages capture some, but far from all, of the many people  
who have contributed to the EHE cause during 2017.

A key reason why the UK Giving Tuesday campaign was  
so successful was because of the wonderful support for a 
very special young lady, Isabelle Miller. Fighting EHE, 17-year-
old Isabelle underwent major surgery; radiation and proton 
treatment; and then aggressive chemo, all in 2017. Tragically, 
Isabelle lost her battle against EHE in February 2018. Her story 
touched many, and many joined her JustGiving campaign 
which started in October. It is a sign of their love and admiration 
for her that the campaign is continuing today, and has now 
raised over £80,000. Others started their own campaigns in 
memory of Isabelle, such as Andrew Mitchison, who undertook 
a 4 day circumnavigation of Ibiza by kayak, mountain bike and 
trekking, and has raised over £3,000 for EHE research.
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In late March the Vocality choir in Surbiton 
held its first quarterly concert of 2017 in 
support of the EHE Rare Cancer Charity. 
The concert was superb, and raised an 
amazing £430 for EHE research. 

During EHE Awareness Month in April,  
Julie Lurie decided to raise funds by running  
her own raffle. Julie approached friends,  
businesses, and other local and national  
organisations to ask if they would donate  
prizes, and was overwhelmed by their generosity.  
Julie’s raffle raised a staggering £2,646. 

Nicola Henderson's charity 
day at work for EHE included a 
casual clothes day, sweet and 
cake stall, a raffle and even a 
sponsored leg wax. All agreed 
it was a great day, and raised  
a fantastic £850.

Unbelievable support for EHE
The following four pages capture some, but far from all, of the many people  
who have contributed to the EHE cause during 2017.

Saturday 12th June saw the holding of the 
First Annual EHE Quiz Night in Kingston 
Upon Thames. With question rounds, a 
picture round, raffle, heads-and-tails, and 
spot questions for crazy prizes, lots of 
wine, even more beer, and great food,  
the evening was always going to be  
lively. It also raised just over £2,800,  
an amazing result. 
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...and here are more of the  
wonderful supporters who  
have helped us raise substantial 
funds for EHE research!

Diane Manley joined the EHE Facebook group 
earlier in 2017. In early September Diane’s 
work organised a fun fancy dress party which 
included a raffle. Diane also ‘braved the shave’ 
to raise additional funds. They had many 
donations and raised £275 for EHE research. 

Helen Pollard and her friends in Knowle are great supporters  
of the EHERCC. They decided to meet at one another's 
houses for coffee, rather than going out, and put the coffee 
money they save each time into an EHERCC mug. The funds 
soon mount up and Helen donates the proceeds to EHERCC  
at the end of the year. We love this simple idea.

Lindsey Smith and George Thyer did not ask for 
wedding presents when they got married. “Thank you 
so much for coming to our wedding and celebrating 
our special day with us. Your presence is all that we 
want, however if you’d like to give us a gift then we’d 
love to see a donation made to EHE Rare Cancer 
Charity, a charity that is close to both of our hearts.” 
Lindsey’s and George’s wedding gift to Lindsey’s sister 
Nicola, who has EHE, and indeed to EHE patients 
everywhere, raised nearly £1,000 for EHE research. 

On the 31st July Ingrid Coddington’s daughter, Claire, completed 
the RideLondon 100 in 6Hrs 22min and raised £2,770 for the 
EHE Rare Cancer Charity UK. Ingrid was proud of Claire and 
her wonderful effort. She also provided a wonderful surprise by 
arriving from the USA to meet her daughter at the finish. 
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...and here are more of the  
wonderful supporters who  
have helped us raise substantial 
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. Their help, dedication and drive is 
allowing us to make a difference for EHE patients every day.

Kerry Hayman, diagnosed with EHE in 2016, works at Kingsmead 
School in Wiveliscombe in Somerset. When the Giving Tuesday 
matched-funds campaign was launched the Headmaster at 
Kingsmead School agreed to hold an ‘own-clothes’ day for EHE. 
The school contacted the parents and together raised nearly 
£500, a sum that rose to nearly £1,000 with matching. 

In mid-June the Association of Orthopaedic Practitioners 
(AOP) in the UK chose the EHE Rare Cancer Charity as the 
charity to support with the raffle held at their conference 
gala dinner. Hugh Leonard, Chair of Trustees of the 
EHERCC, received a cheque for £1,500 on the second day 
of the conference. We cannot thank them enough for their 
generosity. The EHERCC also want to thank Julie, a close 
friend of Sue Gray and Nicola Henderson, for putting the 
charity’s name forward for support.

The #positivepants campaign was launched on 1st April, 
in support of Nicola Henderson, and designed to help 
spread the #positivepants spirit. Over 600 people 
participated, with the campaign eventually getting into 
the local press, while Nicola was interviewed on BBC 
Radio. The #positivepants campaign also raised over 
£2,000 with all funds raised going to the EHE Rare 
Cancer Charity to fund EHE research.

Billy Wood wanted to 
do something to help 
in the battle with EHE in 
memory of his cousin, 
Mike Webster. Billy 
decided to take on the 
Great South Run, which 
he completed, raising 
£685 for EHE research  
in the process. 

In December, Emily 
Ashton wanted to do 
something in memory 
of her mother, Diane, to 
help the battle against 
EHE. She raised over 
£2,700 for EHE research. 
We cannot thank Emily 
enough for thinking of  
us at such a sad time.
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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 2017.

Responsibilities and basis of report

As the charity 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 do not comply with the applicable 
requirements concerning the form and content 
of accounts set out in the Charities (Accounts 
and Reports) Regulations 2008 other than any 
requirement that the accounts give a true and fair 
view which is not a matter considered as part of  
an independent examination.

I confirm that there are no other matters to which 
your attention should be drawn 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: 31 July 2018

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 2017

       Unrestricted Restricted   
       funds funds Total Total 
       2017 2017 2017 2016 
      Notes £ £ £ £

Incoming resources:      

Donations      2   162,728 9,000 171,728 237,257 

Investment income       - - - 28

Total incoming resources       162,728 9,000 171,728 237,285

Resources expended:      

Costs of generating donations       5,097 3,114 8,211 6,553

Charitable activities       19,356 - 19,356 126,743

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

Other administrative costs       92 3,411 3,503 1,803

Total resources expended      3 24,545 7,725 32,270 136,299

Net income (loss) for the year       138,183 1,275 139,458 100,986

Transfer between funds       - - - -

Balance brought forward       229,487 (938) 228,549 127,563

Funds carried forward      7 367,670 337 368,007 228,549

Funds carried 
forward for 2018 

£368,000
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EHE Rare Cancer Charity (UK)
Balance Sheet  
as at 31 December 2017

       Unrestricted Restricted   
       funds funds Total Total 
       2017 2017 2017 2016 
      Notes £ £ £ £

Current assets      

Debtors      5 13,278 - 13,278 438

Cash at bank and in hand       354,932 1,658 356,050 229,551

         367,670 1,658 369,328 229,989

Creditors: amounts falling due  within one year    6 - (1,321) (1,321) (1,441)

Net current assets (liabilities)       367,670 337 368,007 228,549

Net assets (liabilities)       367,670 337 368,007 228,549

Funds carried forward      

Unrestricted funds       367,670 - 367,670 229,487

Restricted funds       - 337 337 (938)

Total funds      7 367,670 337 368,007 228,549

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 30 July 2018 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 2017

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.

Governance costs: These include the costs of 
preparation and examination of statutory accounts,  
the costs of the Annual General Meeting 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.
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2   Analysis of incoming resources  
Donation income:         2017 2016 
         £ £

Unrestricted funds:      

Personal donations         105,557 92,008

Charity events         - 95,632

Payroll Giving         35,647 32,750

Corporate and Foundation donations         21,524 13,540

           162,728 233,930 

Restricted funds:   

Administration fund         9,000 3,327

           9,000 3,327

3  Analysis of resources expended      Unrestricted Restricted   
       funds funds Total Total 
       2017 2017 2017 2016 
       £ £ £ £

Costs of generating donations:      

JustGiving fees       4,106 514 4,620 4,850

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

Credit card and other processing fees      991 - 991 1,703

         5,097 3,114 8,211 6,553

Costs of charitable activities:      

Contributions to Cleveland Clinic       19,356 - 19,356 126,743

         19,356 - 19,356 126,743

Governance costs:      

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

         - 1,200 1,200 4,034

Other administrative costs:      

Website maintenance       - 1,307 1,307 1,644

Website maintenance       - 1,990 1,990 -

Bank fees       92 114 206 159

         92 3,411 3,503 1,803

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 2017
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5  Debtors         2017 2016 
         £ £

Other debtors          13,278 438

           13,278 438

6  Creditors: amounts falling within one year      2017 2016 
         £ £

Other creditors          121 241

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

           1,321 1,441 

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.
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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 2017. 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, 2018

 

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