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Welcome

We want as always to take this opportunity to say a massive and sincere  
thank you to all our supporters for their contributions. 

Whatever the form of support that you provide, and regardless of magnitude,  
they are all critical to our success and ability to ultimately defeat EHE. 

Every fundraising event or one-off donation, every message or act of support, 
every patient supported, every time awareness of EHE is increased, they are  
all critical. 

Thank you to all of you, and we hope that you enjoy this newsletter. 

We warmly welcome all our readers to “The Pledge”, 
covering the first quarter of 2018. This is the twelfth 
edition of our quarterly newsletter of the EHE Group. 
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Highlights
Clinical trial of Mekinist 
(Trametinib) reaches milestone

The Phase II clinical trial of Mekinist 
(SARC033), based on the research 
undertaken by Dr Rubin, reached  
an important milestone with  
Phase I reaching completion  
with 14 patients enrolled.

First EHE sponsored group run 
takes place in London

21 runners took part in the inaugural 
London Landmarks Half Marathon on 
25th March. Not only was the event 
great fun, but the runners between 
them raised over £27,500 for EHE 
research and our April appeal!. 
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Highlights
Dr Rubin’s research moves  
into key phases 

Dr Rubin’s research is now 
progressing into important phases. 
We hope that Q2 will see preliminary 
results from his drug screening 
research while analysis of the  
GEM mouse model is ongoing.

Important progress in the USA

The first quarter saw a number of 
important developments in the USA 
with regard to research progress and 
organisation, including biobanking 
developments and biomarker 
research. 

Largest gathering yet of  
EHE patients

We were delighted to see 6 EHE 
patients come together for the half 
marathon in London, the single 
largest gathering to date of those 
diagnosed with EHE that we  
are aware of.

The Pledge V12  January – March 2018
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Growing membership

On 1st January Lisa Hartle De Young posted a 
heartfelt greeting for the EHE family. “Thinking about 
all my fellow EHE warriors on this New Year’s day!  
May 2018 bring peace, healing, and answers in care.  
I remain ever hopeful we will find a cure for this horrific 
disease and pray it comes soon! As of today we have 
1314 members who have been affected in one way or 
another by this unpredictable predator. Cheers to a 
bright and joyful year ahead wherever you may be  
on the globe! Xoxo.”

We love the sentiment, and as we leave the 
1st quarter we think it is worth noting that our 
membership worldwide is up to 1,368, a very long  
way from the 3 people who found each other on 
Facebook in 2013 and wondered if there were others 
out there who would want to connect? The EHE 
Army continues to expand!

Doctors’ engagement

We are always seeking ways to engage with the 
medical and oncology community to provide them 
with information about EHE that may help doctors 
and patients have a more informed debate about 
treatment options. We are particularly delighted 
when doctors ask to join our group, as has happened 
twice this quarter. Firstly Lisa Hartle De Young 
introduced sarcoma oncologist Dr Dale Shepard 
from the Cleveland Clinic. Then shortly afterwards 
she introduced Dr Elena Vezali from Greece, a 
hepatologist with expertise in Infectious Disease and 
Gastroenterology. We welcome both Dr Shepard and 
Dr Vezali to our group.

Patient Support  
and Advocacy

We will do this, wherever a patient may live, while at the same time increasing 
awareness of EHE amongst the general public, government and in some cases 
the medical and research community, together with the impact that living with 
a rare and frightening cancer has on a person’s life. We thank all our supporters 
who have contributed to this critical part of our activity, examples of which are 
provided in this section. 

Supporting those diagnosed with EHE is one of our core objectives
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Bridgett Koval’s new team cap

Bridgett posted photos of her new team cap 
for TEAM WINSCONSIN! We love the combined 
sentiments of ‘survivor’ and #Just Live, and the 
spirit and determination they project. GO TEAM 
WINSCONSIN indeed!!
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Recognition down-under

The EHE Rare Cancer Foundation Australia was proud 
to be asked to support Rare Cancers Australia in their 
new campaign, #CancerIsCancer. Rare Cancers 
Australia is the peak Australian body whose primary 
objective is to improve awareness, support and 
treatment of Australians with a rare cancer by lobbying 
and working with government to push policy changes 
to benefit rare cancer patients.

The ‘Cancer is Cancer’ initiative was developed to 
highlight the disparity between treatments available for 
rare cancers and those with common cancers. Currently 
52,000 Australians are diagnosed with a rare or less 
common cancer every year. 22,000 Australians will die 
of a rare or less common cancer like EHE every year. 
Many of these patients are denied equal treatment 
opportunities, paying far more for their treatment. 

We commend Rare Cancers Australia for launching this 
simple but powerful campaign, and we congratulate 
Jane, Jonathan Granek, and everybody who has 
helped establish the EHE RCFA as a recognised 
member of the rare cancer community in Australia

Delaney once again leads the way

Delaney Wahl settled in well at her new school, 
Bayport High School, and continued with her very 
impressive academic and sporting achievements. She 
also continues to champion our cause. Laney was 
interviewed by her local paper in February about her 
journey with EHE. 

Her school also has a club that supports those with 
cancer. They hosted a carnival on February 9th 
and generously donated the proceeds to The EHE 
Foundation (see Fundraising section of this newsletter). 
This was followed by a varsity basketball game at 
which Laney gave a halftime speech. Laney’s speech 
was immediately followed by the “miracle minute”, 
when students go into the stands to collect money 
for 60 seconds. The miracle minute made over $900 
which was added to the proceeds donated to the  
EHE Foundation. 

We cannot thank Bayport High enough for their 
generosity, and also Laney (and Julie and Olivia) for 
their relentless drive, support and promotion of the 
EHE Foundation and our cause.
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The fight is on!

Fiona Louise joined our group in 2017 after being 
diagnosed with EHE. We can safely conclude that 
Fiona is very definitely another EHE warrior. In Q1 she 
wanted to just quickly update the group on progress 
she was making on several fronts in Canada.

“I accomplished a few things this week:

1. I may have found a Canadian researcher for EHE;

2.  I helped the EHE Foundation (US) with tech 
updates through a former student;

3.  I have found a way to raise funds and get donor tax 
receipts for Canadians; 

4.  I have been invited to join the board of the 
Canadian Sarcoma Foundation.

5.  Oh, and got another CT scan to find out what  
my silly cancer is doing.

Stay tuned for fundraising details. I’m not going 
down without a fight. #justlive #EHEfoundation 
#imgonnasolvethis #f--kcancer”

We applaud Fiona’s attitude, her fight, her 
achievements, and the inspiration her example can 
provide to others, and we thank her for all of them.

The Churchill Trust Fellowships

Every year in Australia 100 Australians are awarded 
the Churchill Fellowship Grant. The grant is a $20,000 
travel grant to encourage Australians with a passion 
within a particular field to travel abroad to investigate 
inspiring practices that will benefit Australian 
communities. 

Currently, Jane Biddlecombe, Australian Director, 
is applying for one Churchill Fellowship. Jane is 
honoured that Professor David Thomas (Garvan 
Institute) has supported her application and will act 
as her Project Reference in the application. Jonathan 
Granek, fellow Director, will be Jane’s professional 
reference, having worked closely alongside her  
since they established the Foundation in 2015. 

This highly regarded Fellowship, established in 1965, 
provides a pathway for Fellows to access industry  
and community leaders from across the world, 
enabling the exchange of knowledge, technology  
and experience for the benefit of Australian Society. 

If successful, Jane hopes to travel to the United States 
and view the work of Brian Rubin and meet with the 
US (and we hope UK) Foundation to further develop 
the international EHE strategic plan. She has also 
mapped out the key benefits and how these translate 
into real benefits for the broader community in 
Australia. We congratulate Jane on her ambition  
and all have our fingers crossed that she will be  
one of the 100! 

01 Patient Support and Advocacy

6



The Pledge V12  January – March 2018

Grants Hub engagement 

The Grants Hub is Australia’s leading Grants website. 
In 2016-17 the EHE-RCFA was selected to receive one 
year’s free membership valued at $299. As a result of 
this membership the Foundation applied for and won 
a $5,600 Community Benefit Grant. On March 5th the 
Grants Hub, as a result of the relationship with the EHE-
RCFA, acknowledged the EHE-RCFA support on their 
website and Facebook page.

Fighting spirit

Stacey Stefan wanted to wish everybody a great start  
to the new year, and update them with regard to her 
joining the mekinist clinical trial.

“Happy new year all!! Started the trial on Thursday!  
At the flyers game for a win today!! JUST LIVE!”

 Good luck Stacey, both for the Flyers season and the trial.

Scholarship gained

Jane Biddlecombe, President of the EHE Rare Cancer 
Foundation Australia, posted information about a 
scholarship grant she had won to participate in the 
Australian Institute of Company Directors Not-For-Profit 
Directors Course. “I am learning so much and keen to 
implement in Australia” noted Jane. She went on “ My 
brain feels like it’s about to explode, but I am enjoying 
the opportunity to mix with other not-for-profit 
directors based in Darwin who are new to the  
game like me.”

The course covered Key Performance Indicators, 
Annual Meetings Calendars, Board Proposal  
Templates, and building your Board based on skills. 

Jane was particularly excited about building the  
board further. Jane is also focused on ensuring that 
the EHE-RCFA is educated in all areas of Not-For-Profit 
management and is keen to initiate best practise for 
the Foundation. She is also happy to share what she 
has leant with others. We congratulate Jane on  
winning the grant and all that she continues to  
achieve down under.
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Only through research can we answer questions and defeat EHE

02
Dr Rubin’s research update:

The following are the project 
updates provided by Dr Rubin:

A. Genetic basis of EHE tumor 
progression. 
We hypothesized that disease 
progression in EHE is due at least 
in part to the accumulation of 
genetic mutations that interact 
with the WWTR1-CAMTA1 gene 
fusion that is found in virtually all 
EHE’s. This work has now been 
completed and was presented 
at the annual meeting at the 
Connective Tissue Oncology 
Society in November, 2017. I am 
now in the process of writing the 
manuscript which describes how 
more aggressive EHE’s do in fact 
possess additional mutations such 
as loss of CDKN2A in addition to 
the canonical WWTR1-CAMTA1 
gene fusion, which is found in all 
cases of EHE.

B. Therapeutic compounds that 
target TAZ-CAMTA1. 
TAZ-CAMTA1 is the protein 
encoded by the WWTR1-CAMTA1 
gene fusion. We believe that TAZ-
CAMTA1 is the central oncogenic 
driver that underlies all EHE 
biology. As a corollary, we believe 
that if we can inhibit TAZ-CAMTA1 
then we can control EHE. Dr. Che 
spent the last year optimizing 
expression of proteins and protein 
fragments that are used to 
construct the assay. We discovered 
that we could produce good 

quantities of all proteins using 
E. coli expression systems and 
codon optimization. After figuring 
out how to produce the proteins 
Dr. Che worked on purifying them 
to high purity, which she also 
achieved. Finally, she was able to 
put the proteins together in an 
Alphalisa-based assay (Perkins 
Elmer proprietary technology) 
and she has performed extensive 
characterization of this assay. At 
this point, we are in the process 
of moving the assay into the Case 
Western Reserve Screening Core 
to screen a 50,000 molecule 
Chembridge small molecule 
library for the ability to inhibit the 
interaction between TAZ-CAMTA1 
and TEAD4. This interaction is 
critical for TAZ-CAMTA1 function 
and an Achilles’ heel that we 
can exploit. After the initial 
screen which will take place in 
early Q2 of 2018 Dr. Che will 
perform secondary, tertiary, and 
quarternary screens to find the 
best candidates for further drug 
development. By the end of the 
year we hope to have identified at 
least one chemical series to move 
into drug development.

C. Genetically Engineered Mouse 
EHE Model. 
We have been working on a 
genetically engineered mouse 
model of EHE and this year 
the model is ready for testing. 
The construction phase of this 
project began in 2015 and has 
been ongoing until July 2017. 

We had hoped to have the mice 
earlier but encountered setbacks 
targeting our targeting constructs 
in mouse stem cell lines. The 
EHE model contains a Wwtr1-
Camta1 gene fusion targeted to 
one endogenous Wwtr1 allele 
but the fusion is in an inverted 
orientation “off” and flanked by 
loxP sites such that expression 
of Cre-recombinase results in a 
recombination event that “turns 
on” the mutant fusion. If we can 
activate the fusion gene in the 
appropriate cell type, we should 
see EHE. The beauty of this model 
is that we can turn the fusion gene 
on when and where we want. We 
have turned on this allele in the 
germline and it is an embryonic 
lethal. Not surprisingly, the 
embryos do not survive. We are 
currently trying to understand why 
the embryos die. 

We are also turning the gene on in 
adult mice using two approaches. 
The first approach is to turn it on 
in the endothelial lineage using 
an “Endoglin/CD105 Cre” that was 
developed by Ralf Adams at the 
Max Planck Institute and obtained 
from Taconic Biosciences, who 
licenses the mouse. We have also 
developed a mouse that turns the 
fusion gene on in all lineages using 
a Rosa Cre mouse developed 
by Tyler Jacks at MIT. Both Cre 
recombinases are induced/
stabilized by tamoxifen so we 
inject young mice with tamoxifen 
and wait to see if they develop 

EHE  
Research
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EHE. So far we have analyzed 4 
young endoglin Cre/fusion gene 
mice and they were negative 
for lesions but we have many 
more mice to analyze. By the end 
of 2018 we will know whether 
either of these approaches has 
worked to generate a genetically 
engineered EHE mouse model. 
This experiment is high risk but 
also high reward as we currently 
do not have a bona fide EHE 
mouse model.

D. Proteomics Analysis of TAZ-
CAMTA1 Binding Proteins.
The proteins that bind to the 
TAZ portion of TAZ-CAMTA1 
are relatively well documented 
since TAZ has been studied 
broadly. However, much less is 
known about proteins that bind 
to CAMTA1. We are interested 
in proteins that bind to CAMTA1 
since some of these proteins 
may be critical to the function 
of TAZ-CAMTA1. To determine 
proteins that bind to the CAMTA1 
portion of TAZ-CAMTA1, we have 
removed portions of CAMTA1 
from the protein using targeted 
genetic approaches. We are able 
to express these proteins and 
using protein “tricks” we are able 
to purify the different versions 
of TAZ-CAMTA1 along with the 
proteins that bind to them. We 
use mass spectrometry to identify 
the proteins that bind to TAZ- 
CAMTA1. Using this approach, we 
have identified several interesting 
candidate proteins that bind to the 

CAMTA1 portion of the protein. A 
talented undergraduate student in 
the lab, Tianrun Pan, will examine 
their function Q1 and Q2 this year 
to determine if inhibition of these 
protein interactions has functional 
significance. These experiments 
may reveal additional therapeutic 
targets.

E. Trametinib Clinical Trial
Based on preclinical data 
developed in my laboratory 
and presented at the CTOS 
annual meeting in 2017, we 
have developed a clinical trial in 
conjunction with SARC to examine 
the efficacy of trametinib, a MEK/
MAP kinase pathway inhibitor. The 
trial is ClinicalTrials.gov identifier 
NCT03148275. It can be found at 
the following URL: 

https://clinicaltrials.gov/ct2/show/ 
NCT03148275?cond=Epithelioid+ 
Hemangioendothelioma&rank=1

This is the first prospective clinical 
trial in EHE and the Principal 
Investigator is Dr. Scott Schuetze 
from the University of Michigan. 
The trial opened in May 2017 
and accrual to the first phase of 
the study is already complete 
at 14 patients. If there is a single 
objective response in the first 
phase, a second phase will open 
and 13 additional patients will 
be accrued. My laboratory will 
perform correlative studies to 
document WWTR1-CAMTA1 gene 
fusions in patients and to examine 

core biopsies to determine 
whether trametinib suppresses 
MEK in the patients EHE tumors. 
Also, if patients respond and 
then progress we will study the 
mechanism of resistance in these 
patients. The EHE Rare Cancer 
Charity has graciously agreed 
to cover the costs of biopsies 
associated with this clinical trial. 
At the end of this trial we should 
be able to answer the question of 
whether trametinib is useful in the 
treatment of progressive EHE

Dr Rubin

The Pledge V12  January – March 2018
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EHE Foundation assisting 
participants in the  
Mekinist trial 

Lisa Hartle De Young, Director 
of Patient Liaison at the EHE 
Foundation, has been assisting 
patient communications for those 
taking part in the clinical trial of 
Mekinist. This has involved the 
setting up of a dedicated closed 
group Facebook page for trial 
participants, providing a link 
between patients, oncologists 
and the research team with 
regard to side effects and other 
important patient issues, and 
assisting in delivering the message 
with regard to the benefits and 
importance of biopsies, not only 
for the study, but for the individual 
patients. We thank Lisa for her 
ongoing dedication in assisting 
our worldwide EHE community.

Immunotherapy progress

In February Jane Gutkovich 
spent several exhausting days 
at an important immunotherapy 
conference “hunting down 
researchers and potential donors”. 
We hope that these will lead 
to further important meetings 
and exciting opportunities. Jane 
also again was aware of two 
key prerequisites of this type of 
research: 1. Funding; and 2. Tissue 
to allow for different forms of 
molecular analysis.

Jane Gutkovich holds 
important meetings

Rare Cancer Research 
Foundation
Jane met with Mark Laabs, 
Founder and Chairmen of 
the Rare Cancer Research 
Foundation(RCRF). This led to 
some potentially important 
developments:

1.  The RCRF have a well-
developed NCI-sponsored 
infrastructure for collecting 
fresh tissue and shipping it to 
several top-tier labs to try to 
develop mouse models, cell 
lines and DNA sequencing. The 
EHE Foundation can definitely 
use their services free-of-
charge to arrange shipment 
of fresh post-surgical tissue, 
which is usually very difficult 
to coordinate. Becoming an 
official partner is also likely 
to lead to further useful 
connections and will help 
increase the profile of EHE.

2.  Jane was also curious about 
the RCRF Board members 
and their staff; how they 
had found them, how they 
validate their work etc. The 
advice was simple. “There 
are many people who want 
to do something useful and 
give back to the community. 
Exploring every connection, 
lots of leg work and lots of air 
miles will do it.”

02 EHE Research

Alessandra Cesano, Chief Medical Officer  
of Nanostring Technology

Greg Simon, President of  
Biden Cancer Initiative

Jeroen Blokhuis, Director of Business 
Development at Parker Institute
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The meeting had clearly been 
very useful. The next step 
will be to communicate this 
progress to Dr Rubin and agree 
areas of collaboration and 
interaction with his projects 
while progressing discussions 
with the RCRF.

National Cancer Institute
Jane’s meeting with four 
women from the National 
Cancer Institute, who are 
involved with rare cancers, 
was very positive. They liked 
what the EHE Foundation was 
doing, and in particular: a) our 
engagement with the EHE 
community; b) our ability to 
locate tissue; c) our access to 
patients’ clinical history so we 
can identify different subgroups 
of patients; and d) our ability 
to be a partner and not just a 
receiver of help. 

They loved the idea that the 
Foundation can, for example, 
help with logistics of tissue 
and blood transfer as well as 
medical records. 

Going over what research we 
are already engaged with, what 
the Foundation needs and what 
the NCI can offer, a preliminary 
agreement of areas they may 
be able to assist with was 
drawn up. This includes:

1.  Helping with the 
development of a PDX 
(mouse model) and/or  
cell line;

2.  Immuno-profiling of tissue 
and blood samples by 
bringing 10-12 EHE patients 
directly to the NCI to obtain 
blood samples, possibly 
biopsy samples, and in 
addition to collect more 
blood samples from  
more patients;

3.  Offering several clinical trials 
to patients with progressing 
EHE that are not typically 
offered in the US by doctors. 
This would include, for 
example, combinations of 
two immunotherapy drugs, 
similar to the trial being 
conducted by Professor 
David Thomas in Australia; 
and

4.  Looking at ways to assist with 
the circulating DNA project at 
the Mayo clinic after meeting 
with Dr Okuno and the 
researcher involved.

Dr Okuno and the Mayo Clinic
Jane and Denise Robinson had 
a very positive meeting with Dr 
Liu from the Mayo Clinic, who 
was introduced to her by Dr 
Scott Okuno. She has agreed to 
work on circulating biomarkers 
for EHE. Circulating DNA will be 
the first assay that she will try 
to develop. Jane is now waiting 
for more detailed project 
information.

The Pledge V12  January – March 2018
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02 EHE Research

Biobanking

Establishing biobanks is a 
priority for all three of the EHE 
foundations. Collecting blood 
and tissue samples is critical  
to support and promote  
EHE research.

In the USA, Denise Robinson 
is working with a number of 
hospitals and foundations to 
identify the best way to achieve 
the desired biobank. She is also 
working closely with Dr Rubin 
as they develop the necessary 
protocols. Denise is also 
working with the Rare Cancer 
Research Foundation who offer 
free handling of fresh/frozen 
tissue. The EHE Foundation 
is hoping to have a plan to 
present to their advisory board 
at the start of June.

Australia and the UK are also in 
discussion with different groups 
who may be able to manage 
the biobanking process. The 
EHE Rare Cancer Foundation 
Australia has approached the 
Australian Biobank Association 
and the Victorian Cancer 
Biobank for information on how 
they can implement this project 
in Australia. On March 14th, 
Catherine Kennedy, President 
of the ABNA wrote to the EHE-
RFCA to inform them that she will 
take the EHE-RCFA request for 
expertise and support to the next 
board meeting. We look forward 
to her response in this matter. 

Patient Registry 
development

The three EHE foundations 
have been considering the 
need to adopt a formal EHE 
patient registry that will allow 
us to collate EHE patient data 
worldwide, including clinical 
records and input from patients’ 
clinicians. The group is keen if 
possible to avoid ‘re-inventing 
the wheel’, and has been 
looking at established systems. 
Additional benefits would be 
systems that already have 
international coverage and 
approval, full ethics approval to 
allow research from the collated 
data, management from an 
existing and experienced data 
base management team, and  
a user-friendly interface.

On the 17th March an 
international videoconference 
involving board members of 
the three foundations, took 
place during which the overall 
concepts and requirements 
were discussed and example 
databases reviewed and 
discussed. Australian Directors 
Jonathon Granek and Jane 
Biddlecombe delivered a 
presentation on developing an 
EHE Patient Registry to support 
the international research 
program. The presentation 
focused on how the information 
from the registry can be  
used to both inform the 
development of an “optimal 

care pathway” for use by EHE 
Patients and their doctors, and 
help develop an integrated 
research strategy that may 
look at prevention, diagnosis, 
treatment, survivorship and 
palliative care.

The group are now moving 
forward with this important 
project with a view to agreeing 
which patient registry system to 
adopt in the near future. Once 
this has been completed, each 
foundation will be reaching out 
to all members in agreed areas 
of operation to present and 
explain the process and to then 
start to populate the registry.

Collaboration with Dr 
Valerie Kouskoff 

Dr Rubin has established a 
collaboration with Dr Valerie 
Kouskoff, who is leading a 
University of Manchester 
research team in a new study of 
EHE. This research will use new 
methods not previously used to 
study EHE.

The purpose of this project is 
to create stem cells that have 
all the molecular characteristics 
of EHE tumor cells and that will 
allow studying EHE in a novel 
biological context. Powerful 
stem cells can be created (or 
“induced”) by changing cells 
from your body, such as skin 
cells or cancer cells, 
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into pluripotent stem cells in 
the laboratory. “Pluripotent” 
means that the cells can turn 
into any kind of cells such as 
endothelium, blood, brain, 
heart, or kidney cells. For this 
reason, induced pluripotent 
stem cells can be used to study, 
and maybe one day help treat, 
diseases or injuries that have 
caused patients’ cells to die or 
become damaged.

Dr Valerie Kouskoff hopes to 
create induced pluripotent stem 
cells using patient-donated 
tumour cells. These pluripotent 
stem cells will represent a 
unique and powerful approach 
to study the biology of EHE. The 
research will aim to understand 
better how the EHE cancer 
cells arise and proliferate. 
This research will also aim 
to generate and maintain 
enough EHE cancer cells in the 
laboratory to test drugs that 
could stop the proliferation or 
kill these cells.

Carrying out this research 
requires tissue samples from 
patients with EHE, and this 
remains a key focus for the 
charity moving forward. 
However, Dr Kouskoff has 
not been idle while awaiting 
rare tissue donations. She has 
created embryonic stem cells 
carrying the EHE fusion protein 
with the ability to turn the 
expression of the 

protein on and off at different 
points during endothelial 
differentiation, to see what 
effects this may have on these 
cells, and so hopefully build a 
better understanding of how 
the TAZ-CAMTA1 fusion protein 
can influence endothelial 
development and provide 
a unique window that may 
provide insight into how EHE 
develops.

The Hippo Pathway is a key 
process in the body that 
regulates the generation 
and growth of new cells as 
well as the death of old cells, 
and ultimately controls the 
size of all human organs. 
A key component of EHE 
is the dysregulation of the 
Hippo Pathway, leading to 
the proliferation of EHE cells 
and resultant EHE tumours. 
Dr Kouskoff has identified 
an important role for the 
Hippo pathway in blood and 
endothelial development so 
this work in EHE is a natural 
extension of her prior studies.

Zebra Fish model

In addition to Dr Rubin’s 
mouse model, the UK is also 
investigating the setting up 
of a collaboration between 
an institute in the U.K. and Dr 
Rubin to explore the feasibility 
of creating a valid EHE model 
using Zebra Fish. These fish are 
used widely to model human 
diseases due to a large degree 
of genetic similarity. Some very 
preliminary experimentation has 
already shown some interesting 
results, and we hope we can 
build on this idea in 2018.

The attraction of Zebra Fish is 
that they breed and grow very 
quickly and in large numbers. A 
valid model therefore allows for 
greater and faster testing and 
experimentation of drugs and 
hypothesis-driven research on  
a living organism. 

The Pledge V12  January – March 2018
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Joy Charitable Trust supports  
EHE research

In December last year, Clare Joy, a Trustee of the 
Joy Charitable Trust, contacted the EHE Rare 
Cancer Charity to hear more about our work and 
our objectives. Clare had heard about the charity 
from a friend who was diagnosed with EHE. We 
were absolutely thrilled therefore to receive news in 
February from Clare that the Trustees had discussed 
EHERCC at their AGM and had agreed to make a 
donation of £20,000 to help in our battle against the 
disease. Our research programme, and the number 
of researchers that we are in discussion with, is 
increasing and this is only possible because of the 
extraordinarily generous support of groups like  
the Joy Charitable Trust. We cannot express  
fully how grateful we are for their fantastic  
and generous support

Delaney and Olivia’s school supports EHE

Delaney and Olivia Wahl’s new school, Bayport High 
School, hosted its 8th annual “Carnival for a Cure” 
event involving their “Stingcancer Club”, with all of  
the proceeds going to The EHE Foundation!

As a result, in March The EHE Foundation was 
presented with $2,000 from the club. We are  
so grateful for the generosity shown and thank  
Bayport High School for their wonderful support  
for Delaney and the EHE Foundation

We are raising funds to support critical EHE research

03 EHE  
Fundraising

EHE rare cancer will be managed and ultimately beaten through a dedicated 
and focused research effort to deliver answers to the many EHE questions 
that cannot be answered today. The EHE Group is therefore focused on raising 
the funds needed to finance, drive and accelerate an expanding EHE research 
programme. We thank all our members, their supporters and members of the 
public for their fundraising efforts, some of which are described below.
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Birthday donations

Pia Marie is based in Germany and has been a great 
supporter of the EHE cause. In February she reached  
out for help getting materials and fliers about EHE as  
it was her father’s birthday, and he was kindly asking 
people to donate money for EHE research rather than 
buy him a gift. 

Pia had Tuff, tattoos and a t-shirt but no other materials. 
Pia Marie was later able to tell us that the subsequent 
birthday lunch had been a huge success. “We all had a 
great time at my dad’s birthday brunch and he raised 
$400 for EHE research. I am so grateful. Thank you so 
much dad and mum, everybody at the party and all those 
great people out there for supporting our EHE family. 
You are awesome! It means a lot!!! JUST LIVE ... and never 
forget to put a smile on your face”. We noted that Tuff  
had a huge smile in the photo Pia Marie posted!

St Helen’s Church barn dance  
a huge success

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. Thanks to all the lovely people at St Helens 
Church Solihull.”

The Pledge V12  January – March 2018
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Rix & Kay continue their  
wonderful support

Rix & Kay Solicitors LLP, based in Uckfield in East 
Sussex, first supported the EHE Rare Cancer Charity 
in 2015 after one of their solicitors, Milly Simmie (ne 
Webb), was diagnosed with EHE the day before her 
wedding. But their support did not stop there. Rix & 

Kay have in fact continued their support over the 
past two and a half years with further donations, 
fundraising days, and even promoting the charity 
to their associates. It is because of the support of 
groups like Rix & Kay that we are able to make the 
progress we have in our fight against EHE. We cannot 
thank them enough for their wonderful support and 
contributions

Our first group run

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 over 30 EHE supporters volunteered to 
run. Then Ellie Higgins, a friend of Nicola Henderson, 
asked if she too could run for the charity using her 
personal place, and so the EHE21 was born.
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 man the EHE Cheer Station, 
and generally make lots of noise while supporting 
the runners. Of course the event was also about 
fundraising and all 21 runners established  
fundraising pages.

The day itself was amazing. All 21 runners completed 
the race; the cheer station did its job; and the group 
between them raised over £27,500 for EHE research. 
We send huge thanks to everybody who supported 
the runners on the day or who made such fantastic 
donations. 

But most of all we send thanks to the EHE21 who 
worked so hard and ran with such spirit for our EHE 
Family worldwide. They are pictured here in all their 
running glory. 

03 EHE Fundraising
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Buy a Beanie!

The quest for EHE merchandise is continuous. On 
spotting a group in a local park all wearing the same 
beanie hats, Sally Baker thought Just Live beanies 
would be a great addition. A preliminary order of 100 
was duly placed and donated by Sally to the EHE 
Rare Cancer Charity. These are now selling for £5 
each for anybody who wants one. “Not only are they 
great hats” said Sally, “but we hope that people will 
ask about the Just Live logo and so lead to greater 
awareness of EHE”.

Donate while you shop

Our foundations continued to receive funds from 
several of the different online sites that offer attractive 
donations to registered causes based on each 
purchase made online. The amounts donated are 
individually small, but when multiplied by the number 
of purchases made across a group as big as our EHE 
membership, the total soon mounts up. And this is 
‘free money’ as the donations do not affect the price 
paid for the item. Amazon Smile is a key provider 

used in the USA. The UK has been successfully using 
Easy Fundraising, and also registered with Amazon 
Smile during the first quarter. Anna Wadro and Jim 
Oliver were just two members who encouraged all 
our members who shop online to use these sites and 
help add to our fundraising for EHE research. Johnny 
Wilkinson in Germany noted “I am pushing more 
and more people to book any company related trips 
through Easy Fundraising, and I need to work myself 
on using it more strictly”, which we think is a  
great idea.

Tax-efficient donating opened up  
in Canada 

One of our objectives over time is to create 
foundations in countries other than the USA, UK 
and Australia so that our members in these other 
countries can also support EHE research by donating 
in a tax efficient manner. Canada is on our list, but in 
the meantime, Fiona Louise approached the Sarcoma 

Cancer Foundation of Canada to see if they could 
help. They agreed that if our members and their 
supporters make clear that their donations to SCFC 
are for EHE then they will hold these funds for future 
EHE research in Canada and will also be able to issue 
tax receipts. Fiona commented “Please share widely. 
Let’s get some real money together so researchers 
and doctors will know that we are serious. #justlive”

The Pledge V12  January – March 2018
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April is EHE  
Awareness Month

As many of our members will know, 
two years ago we set April as EHE 
Awareness Month. This is the month 
where we encourage as many of 
our group as possible to find the 
time and energy to do something to 
raise awareness of EHE, and at the 
same time, help raise funds for EHE 
research. The last two years have 
been a great success and we hope 
that 2018 will be too.

There are many things you can do, 
big or small. As always, no amount 
of cash is too small. We need every 
dollar/pound we can get, so no matter 
what your idea is, we encourage 
you to do it. Cake sales, quiz nights, 
race nights, raffles, coffee mornings, 
sponsored events, charity suppers, 
they all count. We already have some 
events and functions in progress. We 
hope that others will be added to the 
list, so get your thinking caps on, and 
think how you can help. Good luck to 
everybody. Here are some examples 
of the upcoming events which we 
hope will inspire you!

Basket raffle in Canada
Fiona Louise wanted to join the 
April fundraising effort, and decided 
she would run, encourage others 
to donate, and organise a basket 
raffle, all in aid of EHE research. Not 
knowing how people would respond, 
she just set off, reaching out to her 
family, friends, colleagues and the 
local community. And as is so often 
the case, she has been overwhelmed 
by the generosity and kindness 
shown by so many people. Fiona 
posted “My goal is $6000-$7000  

if possible. People want to help 
and it is amazing what a few well 
connected people can do, and how 
small things add up. Cancer sucks 
and there are a ton of issues around 
having a really rare cancer, BUT the 
generosity of people in this town is 
truly heart-warming. People are even 
getting other friends to donate. I was 
aiming for 10 baskets but now it will 
likely be 16!!! Each one worth over 
$100, and only a limited number 
of tickets. I am highlighting a few 
things that I got this week. Thank 
you so much and tickets will be 
available early April”. We wish Fiona 
every success with her raffle. And  
yes, we agree the baskets  
look fantastic!

USA Launches 3rd Annual  
Virtual 5K
In 2016 The EHE Foundation held its 
first Virtual 5K run which was a huge 
success, with people setting up their 
individual 5K runs across America.  
In 2017 it was even bigger.  And now 
it’s 2018!! 

Julie Rivers Wahl posted “We need 
your help to make EHE Awareness 
month a success. An easy way to do 
that is to sign up for the virtual 5K 
and by sharing it on your pages and 
with your family and friends. It helps 
to make it personal and to explain 
why this 5K means something  
to you!” 

Here is the post I shared on my  
page today:

“I’m running for a CURE for LANEY 
and those like her. No one deserves 
cancer. A 17 year old should be 
worried about exams, friends, dates, 
latest fashions, potential colleges, 
and having fun! They should not 
have to worry about chemo, lung 
tumors, vomiting, raising money 
for cancer research, scans, results, 
pain, death, and hundreds of other 
dreadful things that come with 
cancer. PLEASE consider joining me 
and make a difference. $26 includes 
registration, race bib, t-shirt with 
choice of size, EHE bracelet, and 
Just Live temporary tattoo. You can 
register at www.fightehe.org to go to 
our event page.”

2nd Annual EHE Quiz Night
Hugh and Sally will be holding their 
2nd Annual Quiz night on April 
21st. Sally is really looking forward 
to another great night. “Last year’s 

04 Upcoming  
events

18



The Pledge V12  January – March 2018

inaugural event was such great fun, 
and so many people asked if we will 
be holding another. Hugh has even 
promised that the music round will 
work this year!!”.

An ‘Oar-some’ challenge

Many people look to take on arduous 
events and challenges. Some 
ride huge distances, some climb 
mountains, some tackle muddy 
obstacle courses; but Sarah Medwin 
stunned us all when she announced 
that her son Charlie would be rowing 
across the Atlantic. Crickey, now that 
is a challenge.

“In December 2019, we will embark 
on the challenge of a lifetime. All 
Oar Nothing will be attempting to 
row unassisted across the Atlantic 
Ocean in support of four incredible 
charities: Right To Play, OneSight, 
EHE Rare Cancer Charity, and 
Kidney Cancer UK. Rowing across 
the world’s second largest ocean 
will push the crew to their physical 
and mental limits - to put it simply, 
there’s a reason that more people 
have climbed Everest or travelled 
into space than have successfully 
navigated the 3,000 nautical miles 
from La Gomera, off the coast of 
Africa, to English Harbour, Antigua. 

Follow this page or visit  
www.alloarnothing.co.uk for 
updates on preparations and more 
information on the challenge ahead 
#rowing #oceanrowing #atlantic 
#ocean #challenge #adventure 
#explore #fitspo #beastmode 
#rowyourboat #passionpassport 
#training #talisker #taliskerwhisky 
#madebythesea #3000miles”

We cannot stress enough the 
amount of training and dedication 
that this challenge will entail. On 
Friday 20th April the four rowers will 
start a 24 hour training session at 
Shaping Change Gym, St Bedes Hall, 
London NW1 4EE (next to Regent’s 
Park and a short walk from Warren 
St, Euston and Great Portland St 
stations). They are hoping that many 
will come and support them. 

“We’d seriously love and appreciate 
your support - pop in anytime 
between 10pm on the Friday evening 
(starting just after) and 11pm on the 
Saturday. You can come and row 
with us the whole time, for an hour, 
stand and have a tea on Saturday 
morning or join our Saturday night 
party with free drinks to see us in.”

Isabelle remembered with 
Ibiza 4 Day Challenge 

Andrew Mitchison has known Claire-
Anne Escoffey and the Miller family 
for over 7 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 decided 
to raise funds for EHE research, and 
decided to navigate the coastline 
of Ibiza over 4 days between the 
19th and 22nd April. This will involve 
kayaking, mountain biking and 
trekking. Anybody who wants to 
support Andrew can sponsor him at 
https://www.justgiving.com/
fundraising/andrewmitchison

We know that both Andrew and 
Isabelle’s family will be very  
grateful for all donations received. 

Some official assistance

Andy and Erica Holsinger contacted the 
EHE Foundation with a question about 
fundraising. “My sister and I were trying 
to put together a fundraiser for EHE, 
as our brother was recently diagnosed, 
and we were talking about trying to 
get businesses involved in donating as 
well. To do this do we need a certified 
letter from the EHE foundation to show 
that we are trying to raise money for 
a legitimate foundation? I’m just not 
sure how to approach this especially 
with large businesses. Thank you 
all so much!” The EHE Foundation 
dealt with Andy’s question, and yes, 
businesses often do want some form 
of official letter. The three EHE entities 
in the USA, UK and Australia can each 
provide these if required. So please, if 
you need these sorts of letters, or any 
other forms of help, let us know.
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Getting together

Because EHE is so rare, the 
opportunities to meet our other 
EHE family members are few and 
far between. So when they do occur 
we like to celebrate them. Here are 
some from the first quarter. 

The London Landmarks Half 
Marathon saw possibly the largest 
single gathering of EHE patients 
yet achieved. Six wonderful 
women all based in the UK came 
together to support the EHE 
runners during the race, of whom 
Penny Foster was one. 

From left to right are Milly Simmie, 
Julie Lurie, Nicola Henderson, 
Penny Foster, Sally Baker and 
Emma Barnes.

One Thursday in February Hugh 
Leonard had the chance to meet 
with Mariana Coutinho (on the 
right), her mother Julia and her 
sister Ines. 

They had a great lunch where  
they discussed EHE, universities, 
half marathons, and a whole 
bunch more. 

There was a lot of laughing too! 
It was particularly great to see 
Mariana looking so well less than a 
week after her IRE procedure, the 
first for EHE in the UK.

Heidi Tolten Chatterton and 
Amanda Holland spend time 
together in Alaska, where they 
both belong to a local cancer 
group, two EHE warriors together. 
Their mutual support is wonderful.

Scan celebrations

Different people find different ways 
to celebrate good scan results. 
We thought Brianna Eastridge’s 
celebration, involving a huge slice 
of cheese cake was particularly 
appropriate!! Delaney Wahl 

joined the theme after her latest 
successful scan results with a large 
ice cream. Go girls, and enjoy!!

T-shirt catwalk

Fiona Louise posted a picture 
of her “rebel” t-shirt worn to her 
oncologist’s consultation. “Nolite 
te bastardes carborundorum”, 
a famous quote from the 
Handmaid’s Tale, means “Don’t let 
the bastards get you down.” 

Heather Abasovski posted pictures 
of her new t-shirt design ideas 
which she is able to customise. 

Karen Workenaour later posted 
actual version made for her (right). 
We love them. 

05 Other  
news...
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Robinson Ortiz’s 
photographs

A regular section of The Pledge 
are the fantastic photos posted 
by Robinson Ortiz, M.D. Oncology 
& Hematology, and his messages 
of support. Here is the Q1 
photograph.

“To all those affected by EHE may 
you be surrounded by love, hope 
and renewed strength.”

Scan day antics

Scan days and the associated 
‘scanxiety’ are always tough. 
Trying to keep positive is a big 
challenge but one that Delaney 
Wahl always takes on with energy 
and enthusiasm. Well done Laney, 
keep that smile going!

Carl Dickson inspires us

Cark Dickson entered the 
new year posting a series of 
observational and inspirational 
posts to make us all think. We 
cannot print them all here, but 
‘Day #7’ is below and captures our 
EHE Army’s fighting attitude. Yes 
Carl, we will find a solution!!

“Day #7 “When life puts you in 
tough situation don’t say “WHY 
ME?” say “TRY ME!” Life always 
throws challenges at us and we 
must meet them head on, sitting 
back and waiting on others to find 
the solution or fix them for you 
is not the answer. You must grab 
the problem, own it, and find the 
path that will lead YOU to success. 
Relying solely on others will only 
give them power over you which 
in the long run is not always in 
your best interest but theirs. Be a 
part of YOUR SOLUTION and it will 
give you the strength you need to 
win. Have faith my worldwide EHE 
family, we’ll find a solution to this!”

The Pledge V12  January – March 2018
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The EHE Foundation (USA)
www.fightehe.org

The EHE Rare Cancer Charity (UK)
www.ehercc.org.uk

The EHE Rare Cancer Foundation (Australia)
www.ehefoundation.com.au


