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The Pledge October – December 2018

Welcome
We warmly welcome all our readers to “The Pledge”, 
covering the fourth quarter of 2018 and want to wish  
you all a happy, healthy and successful 2019. 

As always we want to start by saying a massive 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. 

Thank you to all of you, and we hope that you enjoy this newsletter.  
But most of all we want to wish every one of you a very happy and healthy  
new year. We hope that 2019 brings you all that you would wish for.
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Highlights
EHE represented at CTOS 
conference in Rome

This year’s CTOS conference was held 
in Rome in November. Jane Gutkovich 
headed up the EHE group participation 
and chaired the dedicated EHE 
Foundation advisory group meeting 
involving sarcoma specialists from 
across the globe.

10K Steps Challenge a huge  
success in Australia

The second annual Australian 10K 
Steps Challenge was held over 
October and was a huge success, 
encouraging greater fitness and 
wellbeing while also raising close  
to $20,000 for EHE research.

Giving Tuesday match-funding 
campaign in USA exceeds 
expectations

The EHE Foundation’s matched-
funding campaign was launched on 
Giving Tuesday. The program was 
promoted by the stunning ‘Faces 
behind EHE’ campaign and exceeded 
all expectations, raising over $87,000 
for EHE Research.
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Highlights
Canadian EHE campaign  
growing

Fiona Ross continued her campaign to 
raise funds for Canadian EHE research. 
Fundraising for this research is now 
a major focus in Canada, and Fiona 
is keen to secure as much support as 
possible from Canadian EHE patients 
and their support groups.

Australian EHE patients access 
MoST clinical trial

Two EHE patients have been accepted 
on to the Molecular Screening and 
Therapeutics (MoST) clinical trial 
being run from the Garvan Institute 
in Sydney, and now available cross 
all of Australia. MoST personalises 
experimental treatment based on 
an individual’s unique personal and 
cancer genetic profile.

Further details on these stories,  
and much more, can be found in 
this edition of The Pledge.

The Pledge October – December 2018
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Brilliant doctors, we salute you 

There are great doctors and researchers around the 
world working tirelessly to halt the advance of EHE in 
their patients. Much of their work goes unnoticed, but 
to their patients they can be genuinely life-changing. 
John French is one such patient.

In early October John posted comments and his thanks 
to one such doctor, Dr Breelyn Wilky, based in Miami 
but soon to move. John was diagnosed in 2015 with 
significant tumors in his back and hips. Under Dr Wilky’s 
care John underwent major surgery to remove all 
three (Drs Levy and Conway) followed by 70 sessions 
of radiation (Dr Elsayyaad) and two years of Votrient 
chemo; and ongoing care from Dr Giovana Thomas. 
And now John is currently one year without cancer.

“This is a bitter sweet day”, posted John. “I had to stop by 
the Sylvester Cancer Center at the University of Miami to 
say goodbye to my wonderful doctor, Dr Breelyn Wilky, 
as she is leaving us for the University of Colorado.  
Lucky them. For all of you out west run, don’t walk, to  
the University of Colorado and work with Dr Wilky.  
She is the best. We are going to miss her in Miami.” 

Of course we know Dr Wilky very well as she is part of 
the EHE Foundation Advisory Board, so we not only 
understand John’s comments but whole-heartedly 
endorse them. We want to thank Dr Wilky and her 
colleagues for their fantastic support for all their patients, 
but also to express our deepest gratitude to the doctors, 
surgeons, radiologists and many others around the world 
for their ongoing tireless work to help their patients as 
they battle EHE and many other forms of cancer.

Patient Support  
and Advocacy

One of our core objectives is ensuring that we provide support to all those 
diagnosed with EHE. We will do this, wherever a patient may live. At the same 
time we will strive to increase awareness of EHE amongst the general public, 
government and in some cases the medical and research community. We will also 
work hard to make clear what 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

01

4



The Pledge October – December 2018

Faces behind EHE 

In many cases campaigns to raise awareness of 
EHE will simultaneously raise funds, and vice versa. 
The EHE Foundation Giving Tuesday campaign in 
November was a great example. Supporting the 
primary goal of fundraising, the EHE Foundation 
launched its visually striking and powerful ‘Faces 
Behind EHE’ campaign. The images are shown here, 
and came with an honest and open story from each 
individual about the impact of EHE on them and their 
family. We want to congratulate the EHE Foundation 
on this powerful campaign, and thank the individuals 
for sharing their stories so openly to help raise 
awareness of EHE. 

Thanks to Delaney Wahl, Franshesha Nazario, Keren 
Stern, Maggie Cameron, Kathy Field, Zebrina Lauridsen, 
Hanah Kiner, John Lamb, Jenni Kovach, Jennifer 
San, and Nancy Castle for sharing their stories. The 
stories and video are still featured on the the US EHE 
Foundation Facebook page (https://www.facebook.com/
Ehefoundation/) for viewing.

Hair raising part 1

Adrianna Glennie, based in Scotland, decided she 
wanted to raise money for two great causes, EHE and 
mental health care. “So it’s sober October, but instead I’m 
chopping most of my hair off for EHE and mental health, 
and donating it for wigs. My last main haircut was the 
day before my brother died from another rare unrelated 
cancer. When I couldn’t get my next haircut appointment 
I decided to do this. 

I’ve been growing it for almost two years now for this 
reason. There are so many people who lose their hair due 
to chemo, radiotherapy, alopecia etc and need it more 

than me.” Every pound we can raise is so important as 
rare cancers get little funding from governments or other 
sources. We want to thank Adrianna for this fantastic 
gesture and for increasing awareness of EHE.
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Be Brave! 

Coping with an EHE diagnosis requires resilience 
and at times, sheer bravery. Elizabeth Downey’s 
daughter recognised this fact when she gave her 
mother a bracelet for Christmas that simply said 
“Be Brave”. Her daughter explained “Mommy it 
says be brave, so when you’re at your doctors you 
remember to be brave.” Elizabeth commented 
“What wise words and thoughtful present from  
a 6 year old.”

We agree Elizabeth. Such a thoughtful gift, and it 
looks great too. We hope that it helps you access 
the courage that is needed at times as you travel 
the EHE road.

01 Patient Support and Advocacy

EHE Foundation Board continues to grow

The EHE Foundation welcomed Jenni Kovach as 
a new member of the Board of Directors in mid-
December. Jenni has joined the Board as Director of 
Development. She is also an EHE patient, undergoing 
a liver transplant less than a year ago. Jenni has 
extensive experience in fundraising and not-for-profit 
administration, as well as great determination and 
dedication to the EHE cause – another true EHE 
Warrior. We also want to welcome Jenni, and wish  
her huge success in the new role.

Another successful EHE teleconference

In early October, Jane Gutkovich hosted the latest 
in the series of EHE teleconferences designed to 
keep our worldwide EHE community fully informed 
on what we are doing. The call “Updates on EHE 
Research” was attended by 44 people from across  
the globe, and was welcomed by all that took part.

A copy of Jane’s slides used on the call is 
also available. Jane is planning to hold these 
teleconferences approximately every 6 months as  
it is a powerful way for the group to communicate.
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Canadian campaign growing 

Fiona Ross (aka Fiona Louise) has once again be 
active with fundraising in Canada (see Fundraising 
section below) and is encouraging all Canadians to 
support the campaign to raise funds for Canadian EHE 
research through the EHE dedicated fund that has 
been established at the Sarcoma Cancer Foundation 
of Canada, and would love help from other Canadian 
EHE patients and their families. “I know that fundraising 
can be very demanding” commented Fiona, “but 
raising awareness and funds across a country as large 
as Canada will take many hands, hearts and heads”. If 
any of our Canadian supporters can and want to help 
support the Canadian campaign please contact Fiona at 
fiona.l.ross@rogers.com . “In the last year our EHE group 
has engaged with a Canadian researcher, secured support 
for an EHE research project, and organised the ability to 

obtain tax receipts.” We congratulate Canada on this great 
progress and ask all supporters to please support the 
campaign in Canada if they can. 

As part of Fiona’s drive to raise awareness and support 
she posted a call for EHE members who use Twitter to 
adopt EHE-related hashtags. “I don’t know how many 
of you are active on Twitter? I use my account mostly 
for work, but also EHE advocacy. I have taken to using 
the following hashtags, and would love for others to 
pick them up too. I have made connections here as well. 
The hashtags I use are #EHE #SarcomasAreCancerToo 
#FundResearchNow #RareAndOrphanedDiseases. I have 
had at least two tweets (friends I know only from Twitter) 
who have made donations on my behalf. Every little bit 
helps!” We agree Fiona and think it’s a great idea to  
help spread awareness of EHE.

CTOS in Rome

The Connective Tissue Oncology Society (CTOS) held 
its annual conference in 2018 in Rome. Jane Gutkovich 
was there once again to lead the EHE charge. Being 
in Europe was also a golden opportunity for Hugh 
Leonard from London to attend and for Hugh and 
Jane to have some valuable ‘face time’ together.

The EHE Foundation also held an advisory group 
meeting at the conference that was attended by 
representatives of the American, European and Australian 
EHE medical community. “We had a great meeting today 
with advisors and some doctors who will be helping with 
the EHE retrospective study. Jane Gutkovich did a great 

job walking them through the retrospective study, and 
other ongoing initiatives. Time was inevitably tight but 
they were all very engaged, and enthusiastic, with lots  
of good comments and animated discussions.” 

Here is a photo of some great Sarcoma minds working on 
EHE at the EHE meeting in Rome. On the left side of the 
photo, from close to far, are Ravi Vinod (MD Anderson), 
Michael Wagner (Seattle Cancer Alliance), Melissa Burgess 
(UPMC); Christine Ganjoo (Stanford); Scott Okuno (Mayo 
Clinic). On the right side, again near to far are: David 
Thomas (Garvan Institute, Australia); Jane Gutkovich.  
Silvia Stacchiotti (Milan) joined later.
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A fighting spirit is so important

A very common theme in all discussions about 
dealing with and surviving cancer is the importance 
of never giving up – of maintaining a fighting spirit. 
And with all things in life, real examples can be hugely 
motivational. We have many warriors in the group, but 
one of the best is our very own Carl Dickson. Carl has 
battled EHE for 17 years, and has undergone multiple 
surgeries. Yet a week never seems to go by without 
Carl posting a call to arms, imploring us all to fight  
on, and continue to see the joy in life. October was  
no different.

Following a walk in the pastures and a game in a frozen 
stream that had Carl and his son returning home wet 
through and cold but also happy, Carl wanted to share 
the moment with the group. “As we fight EHE these 
little moments are far better than any med we can 
get. These times help us, if just for a few minutes, to 
ignore some of the pain and focus on what really give 
us meaning in life. If not for my boys or my wife I have 
no idea where I would be. I pray you all can have such 
moments during your battle. JUST LIVE.”

We love the spirit Carl. Fight on, play lots and  
Just Live indeed.

Lighting up for EHE Awareness

In late December, Jenni Case Kovach posted news of 
a local supporter who wanted to help. “My neighbors 
put on an amazing light display each year. This 
year, one of my neighbors wanted to help spread 
awareness (of EHE) so he added a little something. 
I will post additional pictures this evening when 
everything is lit up).”

And here are the pics with the lights on!  
We love this simple idea. We hope that Jenni  
will pass on our thanks to her neighbour.
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Justin’s story

At the end of November Susan Mowers informed 
the group that she had submitted a story to the 
MyGivingStory Giving Tuesday campaign, both to 
try and win one of their Giving Tuesday donations, 
but also to help spread awareness of EHE. Susan’s 
accompanying message was simple: “Please vote. You 
can vote once per day and the final day to vote is Dec. 
7th. I’m trying to bring this cancer to the attention of 
everyone.” Here are exerts from Susan’s submission.

“COMMUNITY EMBRACE: Justin was an EMT/
fireman, crossfit instructor & ski patrol person. 
In 2016 he was diagnosed with EHE (Epithelioid 
Hemangioendothelioma), a rare vascular tumor 
that arises from the lining of blood vessels, with 
no treatment that can effectively work. The small 
community that Justin grew up in warmly embraced 
Justin & his family to support them in any way they 
could. The entire Valley came together to give back 
to this man & his family, to honor him and thank him 
for his kindness & generosity he had given them. 
Justin lost his battle early 2017 & it was a devastating 
loss not only for his wife, son & immediate family but 
for the community he had loved, and worked in. The 
fundraisers are still coordinated in his memory to 
help other families struggling with cancer. People are 
diagnosed with EHE with more frequency across the 
globe. We desperately need funding for research to 
find a treatment that works. Please help & donate.”

Presidential support 

Spreading awareness of EHE can come in many 
different forms, and involve a wide range of target 
groups. We are keen to support all forms, but are 
always happy to see politicians engaged, and so were 
delighted when Mariana Coutinho posted her picture 
with the President of Portugal.

“Everyone you see in this picture is a cancer survivor, 
and the man wearing a suit is the President of Portugal, 
Mr Marcelo Rebelo de Sousa. I’m on his right, next 
to the girl wearing glasses. I briefly told him about 
EHE and thanked him for all the support that the 
Portuguese NHS provided me to get the treatment I 
needed (IRE) in England, since it was not available in 
my country. He hugged me and told me “That is our 
job and that’s what we will keep doing.” 

Mariana is volunteering in the oncology department 
at a children’s hospital, and it was at their Christmas 
party that she met the President. “He told us he is 
going to spend Christmas day in the hospital with kids 
and young adults that were diagnosed with cancer. 
He is the best President our country ever had, I never 
met someone with his power as humble as him. It was 
a special day and I met so many survivors and families 
affected by cancer. They give me strength and I try to 
share my strength with them as well. We are all in this 
together. A BIG hug to my EHE family.”

We send our hugs back to Mariana too, and our thanks 
to Mr De Sousa for his focus on cancer.
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Only through research can we answer questions and defeat EHE

02
CTOS Conference 2018 

The 2018 conference of the 
Connective Tissue Oncology 
Society (CTOS) was held in Rome 
in late November. EHE was again 
represented with Jane Gutkovich 
leading the charge. Here are the 
key points from the conference.

EHE Foundation Advisory Board 
& Research Meeting 
The meeting was chaired by Jane 
Gutkovich and was attended 
by Melissa Burgess (UPMC), 
David Thomas (Garvan Institute), 
Scott Okuno (Mayo Clinic), Silvia 
Stacchiotti (Milan), Ravi Vinod 
(MD Anderson), Christine Ganjoo 
(Stanford), Michael Wagner  
(Seattle Cancer Alliance), and 
Hugh Leonard (EHERCC). 
Jane Gutkovich led the meeting  
in a review and discussion  
of a number of key areas.  
These included:

•  The EHE retrospective study 
being coordinated in the USA. 
This retrospective analysis of 
medical records, the first multi-
institutional international study of 
EHE ever undertaken, will collect 
data for a large patient group, 
and will include a wide variety of 
treatment regimens applied to 
EHE and their outcomes;

•  An NCI study of the natural 
history of EHE, potentially 
correlating clinical histories with 
the molecular analysis of the 
involved tumors;

•   An NCI-led workshop to bring 
together EHE clinical specialists 
and researchers to promote 
collaboration and knowledge 
sharing;

•  Ways to assist EHE patients 
access relevant clinical trials;

•  Engagement with the Broad 
Institute program to attempt  
to create EHE cell lines from 
patient tissue.

EHE study presented 
Jane Gutkovich was excited to find 
an EHE-dedicated research poster 
presented at the CTOS conference. 

The research concerned the 
presence of fever, pain and pleural 
effusion and whether these three 
symptoms were predicative of a 
worse outcome for the patient. 
The conclusion was that this was 
likely to be the case, but Jane 
noted that with such a small 
sample set the conclusions could 

EHE  
Research

The following notes 
provide a summary of 
points relating to EHE 
research during the 
fourth quarter. 
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not be conclusive. Jane noted that 
pain for example could be due to 
a number of factors, as could the 
presence of a fever. Improving 
the results and accuracy of 
the research would require a 
far greater number of patient 
records. This was exactly why the 
retrospective study is potentially 
so important. 

But Jane was still impressed to 
see an EHE-specific study and was 
able to meet with the authors, Pr 
Vincenze and Andrea Napolitano. 

This meeting was highly 
productive. The researchers are 
continuing to work on EHE. They 
are now exploring what role 
inflammation plays in EHE and 
whether EHE progression can be 
detected by inflammatory markers 
in blood. Jane noted: “Based on 
everything we see in our group, 
it’s a very logical hypothesis. We 
are so grateful to these Italian 
researchers!”

Comparing notes –  
building relationships

In mid-November Hugh Leonard 
had the pleasure of meeting with 
Australian Senior Postdoctoral 
Fellow Holly Barker from the WEHI 
Stafford Fox Rare Cancer Research 
Program in Australia when 
Holly was in London visiting the 
Institute of Cancer Research, sister 
organisation of the Royal Marsden.

Holly Barker works alongside 
Professor Clare Scott, a strong 
supporter of the EHE Foundation 
in Australia. Prof. Scott’s first 
engagement with EHE was in 
2008 when she developed a 
patient registry for rare cancers 
as a direct result of the EHE work 
done by Cynthia Pollack (Heard 
Registry). In fact, on the website, 
Prof. Scott dedicated this project to 
Cynthia’s son Danny who passed 
from EHE in 2009 aged 28.

Hugh and Holly had an hour and a 
half to talk about what is happening 
with regard to EHE, both clinically 
and research. They covered a lot 
of ground, different research that is 
in progress, and ideas on ways to 
strengthen collaboration between 
all groups involved with EHE. 

Hugh commented: “It gives me 
huge comfort to hear people like 
Holly talk about their work, and 
others, in fighting EHE. We have 
some frighteningly bright people 
in our corner, to use boxing 
terminology. But our members are 
all also playing a key role too in 
making this happen. It’s the collation 
of their data, their experiences, and 
their tissue samples that are helping 
these great researchers. And it’s 
their unbelievable fundraising that 
is allowing us to now fund real, 
dedicated EHE research across  
the globe.”

Exciting new members

We are always excited when doctors 
involved with rare cancers ask to 
join our Facebook community. 
In mid-October, Lisa De Young 
welcomed Dr Laura Farrington 
to the group. Dr Farrington is 
the Medical Director for the rare 
tumors center of Cancer Treatment 
Centers of America. We also want to 
welcome Dr Farrington to our group 
and hope that she finds this group 
of interest as she continues to battle 
rare cancers. 

The Pledge October – December 2018
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UK research update

1 EHE Zebrafish model 
This project, based at the Bateson 
Centre at the University of Sheffield, 
is exploring the feasibility of 
creating a valid EHE model using 
Zebrafish. The project is attempting 
to genetically modify the fish to 
express the TAZ-CAMTA1 protein 
in endothelial cells, and thereafter 
describe the phenotype associated 
with this model, focusing on the 
vascular morphology. TAZ-CAMTA1 
is targeted as this fusion protein is 
believed to drive EHE.

At year end Dr Fredericus Van 
Eeden, one of the Principle 
Investigators, confirmed that good 
progress continued to be made.

“We have now created our first 
construct which is fli1::WWTR-
CAMTA1…this will lead to 
expression of the oncogene in 
endothelial cells that make up the 
blood vessels. We have injected 
this construct into zebrafish. As 
WWTR-CAMTA1 oncogene does 
not have any visual markers itself, 
we have added an extra marker 
gene (clmc2::EGFP; which colours 
the heart of the embryo green) 
in the DNA construct to create 
transgenic fish. 

We have injected this construct 
into zebrafish embryos. When  
such an injection is performed,  
we expect the injected DNA to  
be taken up into the genome  
in a subset of the cells of the 
 

embryo. Therefore if the injection 
is successful a subset of the cells in 
the embryo will get it, and if these 
cells are part of the heart, they will 
express the green transgenesis 
marker. As can be seen from the 
picture here (arrows point at the 
heart) this is indeed the case. 
Embryos have varying amounts 
of green cells in the heart. We are 
raising these embryos now, and 
hope to be able to start identifying 
adult animals that transmit the 
transgene in their germ cells in 
early March.

Remember that this is simply a 
marker gene, the EHE fusion gene 
will be expressed differently (in 
cells lining the blood vessels). 

As we said before we had some 
issues with getting the right 
‘building blocks’ for the remaining 
constructs, but these seem to 
have been solved, and we will 
progress and inject the remaining 
constructs in early January as 

raising of fish is not allowed close to 
Christmas, due to regulations.

We may be able to do an additional 
control while raising our first batch 
of embryos. As there is an antibody 
available for the EHE protein, we can 
check whether construct-injected 
fish indeed show expression of the 
WWTR-CAMTA1 protein in some 
of the cells of the embryo. That 
would be an important confirmation 
everything is working as expected. 

We have ordered the antibody and 
will do first tests with this hopefully 
in December, or January. If the 
antibody does not work well (they 
can be very temperamental!), 
we can also detect the RNA that 
encodes the wwtr-camta1 protein 
using another technology (in situ 
hybridisation). In fact we will try  
this most likely in parallel.”

We continue to wish  
Dr Fredericus’s team success  
with their ongoing work.

02 EHE Research
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2 Stem cell project
The second UK research project 
is a PhD at the University of 
Manchester, where Dr Valerie 
Kouskoff will be the PI. As 
explained in our last edition of 
the newsletter, this project will set 
out to address questions relating 
to how TAZ-CAMTA1 expression 
affects endothelial cells. Dr 
Kouskoff also hopes to create an 
in vivo model of EHE using TAZ-
CAMTA1-expressing endothelial 
cells engrafted in mice. In addition 
to these project objectives, Dr 
Kouskoff also hopes to create 
induced pluripotent stem cells 
using patient-donated tumour 
cells. If successful these pluripotent 
stem cells will represent a unique 
and powerful approach to study 
the biology of EHE.

The project has not yet started, 
but is due to get underway in 
January. Dr Kouskoff was delighted 
however to be able to report 
that the recruitment process for 
the PhD student for the project 
had been completed during the 
fourth quarter with an exceptional 
candidate accepting the post. We 
look forward to meeting her in due 
course and wish her every success 
with this research.

MoST Trial offers hope to 
Australian EHE Patients. 

Newly diagnosed EHE patient 
David Hunt from Sydney attended  
a meeting at the Kinghorn  
Cancer Centre of the Garvan 
Institute at Darlinghurst, Sydney  
in December to apply to have  
his tissue tested to see if he is 
eligible to be enrolled in the  
MoST Immunotherapy Program. 

If successful, he will be the third 
Australian patient to be enrolled 
in the Program, which is led by 
Professor David Thomas, who is 
also an EHE Rare Cancer Australia 
medical advisor. The result of the 
first stage of the Clinical Trials 
will be published in Q4 2019. This 
report, including the results for 
all patients enrolled, will include 2 
EHE patients.

MoST stands for Molecular 
Screening and Therapeutics 
(MoST) clinical trial. MoST 
personalises experimental 
treatment based on an individual’s 
unique personal and cancer 
genetic profile. The Australian 
Government recently announced 
a $350 million dollar investment 
to roll this program out Australia 
wide. As a result, Australian EHE 
patients will have access to it, no 
matter where they live.

The Pledge October – December 2018
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We are raising funds to support critical EHE research

03 EHE  
Fundraising

We will ultimately manage and eventually defeat EHE through a dedicated  
and focused research effort that will deliver answers to the many EHE  
questions that cannot be answered today about this rare cancer. The EHE  
Group is completely focused on raising the critical funds needed to finance, 
drive and accelerate our 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.

Giving Tuesday campaign  
hugely successful

The EHE Foundation launched its matched-funding 
campaign on Giving Tuesday, 27th November, with 
funds donated doubled by private donors, and in 
some cases even tripled by Facebook and Paypal. 
Preparations for the campaign were extensive and  
well-coordinated. The ‘5Ws of Giving Tuesday’ 
explained What was planned, When it would happen, 
Where it would take place, Who should be involved 
and Why it was being done, and was sent to all 
Foundation supporters. The campaign was further 
reinforced by the powerful ‘Faces behind EHE’ posters 
that were also issued in the run up to the 27th, not only 
providing faces of real EHE patients but their stories  
as well (see the Advocacy section of this newsletter).

On the day itself the support received was 
extraordinary. The generosity of many continued and 
at the end of the campaign the total had reached over 
$87,000, endorsing the campaign slogan “Alone we 
are rare, together we are strong”. We want to send our 
sincere thanks to all our supporters who donated to 
the campaign and helped make it such a success. 

14
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Mission possible!

October saw the running of the second annual 
EHE Rare Cancer Foundation’s 10k Steps Challenge 
in Australia. This event involves EHE supporters 
registering with the campaign for which they receive 
a pedometer and a t-shirt. Supporters may also 
include other fundraising ideas.

The Beachfront Hotel was the major sponsor for this 
year’s event. They gave away weekly $50 vouchers 
as well as $300 of additional Dinner/Drinks Vouchers. 
Other businesses also provided vouchers to an 
aggregate value in excess of $7,000! 

Distance was no barrier to taking part in the event, 
with supporters and their families and friends taking 
part in different parts of Australia. Patient Leanne 
Millard even took the 10K Steps Challenge to Italy. 

  Jane Biddlecombe, Director 
of EHERCF and the driving 
force behind the campaign, 
commented: “How fantastic to 
be driving into Darwin City and 
see a 10,000 Steps Supporter 
(Ryan Doyle from North 
Commercial) running the steps at 
the Deckchair Cinema. I couldn’t 
help myself but stop and award 
him a $50 ATTITUDE FOR MEN 
Voucher for getting into the  
spirit of the challenge and 
promoting our cause.”

The money raised will go towards collecting and 
storage of EHE tissue which in the future will be 
used for EHE specific research, and which we hope 
will lead to personalized treatments for patients. But 
this can only be a reality if we have the funds to pay 
for it, which was why joining the campaign was so 
important. 

The month was a great success and before Jane 
knew it, it was the end of the month. “And that’s a 
wrap... thank you all for your amazing support for this 
year’s 10k Steps Challenge! I hope you enjoyed it as 
much as I enjoyed hosting it. Meeting each of you 
over the last 4 weeks at our weekly walks has been an 
absolute pleasure! Love you all...”

And the final funds raised was an amazing 
A$18,313! We want to congratulate Jane, her event 
management team, and all those who took part on 
making this such a great event and thank them all  
for their great support once again.
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4th annual Team Laney campaign

The start of the fourth quarter saw the 4th annual 
Team Laney shirt fundraising campaign. Team 
Laney (friends and family of Delaney Wahl, who was 
diagnosed in 2014) launched a range of t-shirts and 
hoodies to once again raise funds for EHE research. 
The campaign was once again very well supported 
by Laney’s friends and family, and also members of 
the EHE community. Jenni Kovach’s family was just 
one group that purchased shirts in support of  
Team Laney. 

Hair-raising Part 2 

In the Advocacy section of this newsletter we 
reported on Adrianna Glennie’s strategy to support 
two charities by cutting her hair short and donating 
the hair for wig-making. Adrianna wanted to raise 
awareness of EHE and mental health issues, and raise 
money at the same time. We want to thank her for 
this great support. And we love the new hair style.

Hannah’s family and friends support  
EHE research

In our last edition of The Pledge we sadly had to 
report that Hannah Oliver had lost her battle to 
cancer within just weeks of joining the group. Hannah 
is of course terribly missed by her family and friends, 
but those same people, despite their sadness, are 
determined to help in the battle against EHE. 

Hannah’s mother, Dee, posted an update in 
November: “With my niece’s ( Jess Oliver ) head shave, 
Infinite Ink’s flash day and donations on Hannah’s 
Much Loved site we have raised nearly £4,500 and  
we have plans for more to come in the near future. 
Thank you once again from the bottom of my heart.” 

We want to thank Dee and through her, all those who 
have supported us in memory of Hannah, for these 
amazing achievements, and for staying with the fight 
against EHE. We need you all. 

03 EHE Fundraising
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The Pledge October – December 2018

Further support for EHE in Canada

On 6th November Fiona Louise posted news of 
further school support for EHE. “I am so thrilled to 
announce that three of our local public schools are 
doing fundraising events for the Sarcoma Cancer 
Foundation of Canada (EHE) this November. Gratitude 
and thanks to the students/ staff at CEPS and the 
students/staff at Mayfield and Humberview S.S. Events 
will be held on November 22nd and 23rd. We are 
hoping to raise $3000.”

Then on 10th November Fiona Louise posted 
further fundraising news: “EHE fundraising will have 
a table at the Caledon East PS craft sale next week 
on November 17th 9am -2pm. Here are a few things 
I have been working on. ‘Tee-bags’, ‘dressed up 
dishcloths’ and handmade scarves. I’ll post results 
soon.” The day was a great success and raised  
over $700 for EHE research. 

And on 14th December: “Another group of wonderful 
students, this time at a small medical college in 
Toronto, picked Sarcoma/ EHE as their year-long 
charity project. They just wrote to me and told me 
that they raised $651.40 this past semester to donate 
to Canadian research for EHE. A friend of mine  
works there and advocated on my behalf. Small  
steps towards a big goal.”

We agree with that last sentiment, Fiona.  
We want to register our thanks for all involved  
in these great events.

The Pledge October – December 2018
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Hockey supporters can now donate when 
their team scores.

Stacy Fabbri posted in mid-December about a new 
product on the market. “Calling all Hockey fans! My 
brother’s business launched a new product. Sales help 
the EHE Cancer Research Foundation. Our mom was 
diagnosed in 2012 with EHE.” We love this idea and 
hope that many of you will buy this product.

Christmas Cake Raffle

Tamzin Jones came up with a simple idea to raise 
funds for EHE research. Tamzin has a small cake 
business called “Celebrate with Cake” which she runs 
with her baking partner. Each year they donate a cake 
for charity. This year they put one up for raffle to raise 
money and awareness for EHE. “We raised £104, not  
a massive amount, but every little bit helps.” That is  
so true Tamzin, and actually £100 is a sizable sum  
so don’t underestimate its value. Thank you, and  
we love the cake

Shopping Sites

We have reminded our members in the past of 
the benefits of shopping online through sites like 
AmazonSmile, EasyFundraising etc, where a small 
percentage of the price goes to your chosen charity 
with no increase to the amount you pay. Christmas 
is a good time for this of course and several of our 
members were reminding the group of the benefits.

Anna Wadro reminded the UK about EasyFundraising:

Alicia Lee Hailey posted  
news of her fundraising  
through AmazonSmile;  
and on 5th December  
LeeAnn Conner noted  
“As of Oct 2018, shoppers  
have earned $3,554.88  
for The EHE Foundation  
through AmazonSmile.  
Thank you!”

But remember that these sites work all year, and you 
can buy some big items through them. So if you 
remember, please follow Anna and Alicia’s advice and 
shop through one of the sites where your local EHE 
foundation is registered.

03 EHE Fundraising
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The Pledge October – December 2018

Mount Kilimanjaro conquered  
for EHE research

Jane Biddlecombe posted her thanks to Jo-Ann Pattinson, 
Darwin born and bred but now living in Yorkshire in the 
UK, for donating both money and energy to the EHE 
Rare Cancer Charity in the UK and the EHE Rare Cancer 
Foundation Australian. Earlier this year Jo raised £1000 in 
the UK running in the London Landmarks Half Marathon 
as one of the EHE21 team. 

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

We join Jane in  
thanking Jo for  
choosing the EHERCC  
to support on this  
exciting adventure.  
Another awesome  
EHE warrior.

Coffee and funds keep flowing

Helen Pollard, whose daughter is an EHE patient, lives 
in Knowle in the UK. Helen and her friends wanted to 
help raise funds for EHE research. They then had a 
simple idea. Rather than going out for coffee once a 
week, they decided to take it in turns to meet at one 
of their houses. Each time they meet they collect the 
money they would have spent on coffee to donate 
to the EHE Rare Cancer Charity. The charity duly 
received a cheque for £110 in late November. We once 
again want to thank the ‘Ladies from Knowle’ for their 
great and generous support.

School support for EHE in Scotland

Malcom Barrah is an EHE patient based in Scotland. His 
sister, Shela, decided she wanted to do something to help 
raise funds for EHE research and got approval to hold a 
Christmas Jumper Day at the school where she works. 
Armed with facts about EHE and what we are trying to do 
to defeat it, Shela spoke at the school assembly. It was a 
great success and raised over £250 for EHE research. We 
send huge thanks to Shela for doing something to help 
and raising such a large sum. 

While setting up the event, Malcolm asked our group for 
any ideas for raising money at a school. Michelle Cooper 
Greubel responded with the idea of “The Dime Challenge”. 
Each class has an empty bottle and has to fill it with coins 
of a certain denomination. A dime in the USA, maybe 5p 
in the UK etc? We love this idea which is similar to the 
Jessy Jars that some in the UK are continuing to fill with 
loose change that ultimately goes to EHE research. 

The Pledge October – December 2018
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04
Charity Masquarade Ball 
for EHE

The 2nd February will see only the 
second ever major charity ball, held 
in aid of EHE Research, in Bristol 
in West England. The event has 
been organised by the friends and 
family of Nicola Henderson who 
was diagnosed with EHE after the 
birth of her first child in 2014. Team 
Henderson have been fantastic 
supporters of the charity, and  
are major players in nearly all  
the charity’s events. 

The Ball will be another major 
event for the Charity and we hope 
that a number of EHE patients will 
be able to attend. And of course we 
want to thank all involved for their 
dedication and energy in putting 
on this major event in aid of  
EHE research. 

WOMAC Annual Party

Women on the Move Against 
Cancer (WOMAC) will hold their 
annual party in The Common 
Room at the Law Society on 
13th February in Central London. 
WOMAC support a different charity 
each year, and selected the EHE 
Rare Cancer Charity as their 2019 
Charity when they heard about 
EHE through a member, following 
the tragic loss of an EHE patient  
in early 2018.

We hope that some EHE patients 
will attend the party and we look 
forward to a great evening. We are 
also delighted to be able to report 
that the support has also extended 
to the Chair of WOMAC running the 
London Landmarks Half Marathon 
as one member of the EHE54 who 
will run the race in March to also 
raise funds for EHE research.

We of course want to extend  
our huge thanks to everybody  
at WOMAC 

Upcoming  
events...
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The Pledge October – December 2018

London Landmarks  
Half Marathon
 
On 24th March 54 runners will take 
part in the London Landmarks 
Half Marathon running to raise 
funds for EHE research. We wish 
them all well in their training and 
encourage any non-runners to join 
us on the day. Last year was a truly 
memorable occasion.

Ride London 2019
 
In 2018, The EHE Rare Cancer 
Charity was able to secure 
4 places in the Amstel Team 
Challenge at the Prudential 
RideLondon 100 cycling event 
in the UK. This 100 mile bike 
ride starts and finishes in central 
London, and in between takes in 
100 miles of Surrey countryside 
and hills! 

“The four riders who rode for 
us had a great time and raised 
significant funds for EHE research” 
commented Hugh Leonard. “The 
great news is that we applied in 
time to secure 10 places in the 
general category for both the 2019 
and 2020 events, so we will have a 
greater team taking part. We also 
hope to secure Amstel team places 
too which will be fantastic.” 

The EHERCC is now looking for 
riders to ride for the charity and 
will be posting this ‘call for support’ 
on the EHE Facebook page  
very soon.

Formal launch of Atlantic 
Ocean challenge
 
Sarah Medwin posted news of the 
formal launch of the challenge that 
her son Charlie and three of his 
friends will take on next December. 

Charlie is raising funds for EHE 
research to support his brother. 
The challenge is the “All Oar 
Nothing” trans-Atlantic  
rowing event. 

The team have been in training 
for nearly a year, and will continue 
their training throughout 2019. 
And on 30th May 2019 the All Oar 
Nothing launch will take place at 
the Honourable Artillery Company 
in London.
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05
Photos to inspire

Different members of the EHE community continue to post inspiring photos 
to help create a sense of wellbeing, and to remind us that there are many 
things in life to fight for. Here are just a few of this quarter’s offerings.

And in  
other news...

Max K Well’s photo of a sun set over the Gulf of 
Mexico. “Just Live”.

Robinson Ortiz Jnr’s photos came with a simple message: “To all those affected by EHE may you be 
surrounded by hope, courage, healing and peace.”

Malcolm Barrah’s photo was a “reminder as to 
why we must push on despite all the negative 
information we may receive”.
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Running to beat EHE
 
After Bridgett Koval had been 
kicked off the transplant list, and 
while she was on ‘wait and watch’, 
she changed her way of cooking 
for herself, exercised like a maniac, 
volunteered as much as she could 
for youth activities, did a 180 
degree career switch, and learned 
what her body feels like when it 
is inflamed. “When I’m feeling my 
worst I run. My oncologist listens 
to me and gives me his opinion.” 
He said “If I could tell all my 
patients to change their life, coach 
soccer, lead a completely stressful 
schedule with 4 kids and work, 
then I would. But keep doing  
what you are doing.” 

“This cancer is mindboggling to 
doctors. I’m doing what I can, but 
have had no surgery or treatment 
since fall 2012, and went from 
aggressive to stable to nearly 
shrinking tumors and no one 
knows how. I don’t know what to 
say, but I pray every night that it 
doesn’t stop getting better, and to 
see my 4 children grow up!”

We love that spirit and energy 
Bridgett. Run like the wind and 
never look back. 

Getting together
 
Our members love it when they 
can get together or spend time 
with hugely supportive families. 
Here are some of this quarter’s 
examples.

Lisa De Young with Karen Stern Terry Neugeboren with her wonderful family  
living every minute of the day together
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