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EHE supporters joining the EHE Awareness and Fundraising Month
activities in April that surpassed our 2016 campaign!

Welcome
We warmly welcome all our readers to this ninth edition of “The Pledge”, the quarterly
newsletter of the EHE Group. We hope you enjoy this newsletter, covering the second quarter
of 2017. And to all our supporters, whatever the form of support that you provide, and
regardless of magnitude, we want to express our sincere thanks for your contributions. They
are all critical to our success and ability to ultimately defeat EHE. Every dollar donated, every
patient supported, every promotion of EHE is critical, every message or act of support priceless.
Thank you to all of you.

Highlights
Clinical trial of Mekinist (Trametinib) initiated for EHE
The Mekinist (Trametinib) clinical trial for EHE patients with progressing EHE was opened.
The trial, led by Dr Shuetze, is designed based on Dr Rubin's preclinical research on EHE.
EHE Foundations help fund key component of Mekinist trial
The EHE foundations were able to support the clinical trial of Mekinist by agreeing to fund
biopsies that will be taken as a key component of understanding the trial results.
Dr Rubin’s lab progresses with genetic evaluation of EHE
Dr Rubin is continuing to identify genetic differences between indolent and progressive EHE.
Now in to the final phase of the project Dr Rubin is seeing interesting and positive results.
Bio-banking progressing
Discussions relating to the set-up of EHE bio-banks in the USA, UK and Australia are
progressing positively.
Advocacy opportunities allow us to spread awareness of EHE
Opportunities to spread awareness of EHE have been taken with presentations given to a
number of different groups through the second quarter.
April 2017 EHE Awareness and Fundraising Month a huge success
The EHE foundations worldwide ran their second international EHE Awareness and
Fundraising Month to coincide with the month of April, and beat last year’s achievements!
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Advocacy
The EHE Group has a core objective to increase awareness amongst the general public,
government and in some cases the medical and research community, of EHE and the impact of
living with a rare and frightening cancer. We thank all our supporters who have contributed to
this critical part of our activity, examples of which are provided in this section.

EHERCC presents at the Scottish Sarcoma Network (SSN)
Hugh Leonard, Chair of Trustees of EHE Rare
Cancer Charity (EHERCC) was delighted to attend
the first SSN 2017 Education Day where he was
given the chance to introduce the charity to
members of the Scottish Sarcoma Network. The
meeting took place in Perth, Scotland, on 16th May.
Hugh noted “The presentation was more about our
worldwide effort, and included all three of the
EHE foundations. The reception was very positive,
and I think the sarcoma people there were impressed at our worldwide approach for such a
rare cancer. Somebody at the end asked if this was a model for other rare cancers, which was
positive. I hope we helped raise awareness of EHE”
EHERCC would like to formally register its thanks to the SSN for what was a very enjoyable
and valuable event.

Dr Gardner champions social media
During the second quarter Dr Jerad Gardner
posted his presentation given in Spain on the
benefits of social media to rare diseases, and
challenging his colleagues to follow his lead. He
showcased several groups he is involved with
including the EHE Facebook group. With
almost 1200 members in our group now , our
presence on Facebook is being felt! We wholeheartedly endorse Dr Gardner’s views on social
media.
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The EHE Facebook page in Dr Gardner’s
presentation

UK group launch #positivepants campaign
Nicola Henderson, when relaying her EHE news, good or bad,
often talks of getting her “positive pants” on. So, in late March,
after a tough hospital visit, two of Nicola’s friends, Leanne
Woodruff and Kerry Marks, came up with the idea of launching
a social media campaign using the ‘positive pants’ catch phrase
to support Nicola and raise funds for EHE research.
The #positivepants campaign was
launched on 1st April, consisting of
four very easy steps, designed to help spread the #positivepants
spirit and also raise awareness of EHE and funds for critical EHE
rare cancer research. These consisted of making a text donation
to EHERCC while posting a picture of yourself wearing, waving,
displaying, shaking, jiggling, hanging or doing anything with
your most positive pants; and then tagging 5 friends and asking
them to do the same.
People included their pets, whole families, clubs, gyms, football teams, grandparents to young
babies, in fact anything that they could think of. 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. We of course send Nicola, Leanne and Kerry a
huge #positivepants thank you for thinking of, and initiating, the whole campaign.

Relays for Life
Several of our EHE family joined the ‘Relay for Life’ celebrations in America in June. Bridgett
Koval and family turned out in wonderful hand-written t-shirts (below left). Meanwhile, in
Alaska, Amanda Holland and Heidi Tolton Chatterton and their families joined the celebrations
and walked the ‘survivor lap’ in Anchorage, with their kids also sporting some wonderful selfdesigned t-shirts (below right). We send our congratulations to all of these EHE warriors who
took part and did their bit to increase awareness of rare cancers.
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Jane Biddlecombe hosts High Tea in Darwin
At the very start of April Jane Biddlecombe hosted a High
tea for 50 fabulous and very generous guests from Darwin
in Australia’s Northern Territories. This gave wonderful
exposure for the EHE Rare Cancer Foundation Australia, as
well as raising over $7,700 for EHE research.
Jane spoke at the event, telling people about EHE, her own
story, and our Fundraising Month campaign. She also spoke
about the research projects we are helping to deliver and
those that we are trying to initiate. Jane was able to present
a powerful and heartfelt request for support. This was
particularly poignant as Darwin society lost one of its well
know members to EHE in 2015.
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AOP Conference presentation and donation
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 presented to the conference on both days.
“It was a great opportunity to spread awareness of EHE, and
wonderful to receive their support through the raffle.” Hugh
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.

A school presentation!
Supporting the EHE Awareness and Fundraising month can take many forms. Rupali Tandon
posted a presentation put together by her son for use at his middle school to kick-off EHE
Awareness Month. This was in support of his father who was diagnosed with EHE and has
been through a liver transplant as well as further chemotherapy. We salute the effort and
imagination of Rupali’s son, and thank the whole family for supporting our EHE battle.
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Picture this! A window of hope
Diana Donohoo is a consistent and strong advocate of the EHE cause.
Her ornaments of hope are an equally strong symbol of her efforts to
support EHE research. We were delighted when she posted a
photograph of her and her ornaments of hope, positioned on a window
at the Siteman Cancer Center. Huge thanks to Diana for all she does
for our cause.

Triathlete suits up in support of EHE
Adam Mendez posted a photo of
his new triathlon outfit which he
wore to raise awareness of EHE.
Adam was a little worried about the
colours, but we all agreed that it
looked very cool indeed. Thank
you Adam. We hope you left all the
other competitors in your wake!!

Research
Dr Rubin updates the EHE Facebook group
On the 18th May, Jane Gutkovich posted a video message
from Dr Rubin updating the group on what was happening
with his EHE research, and thanking everybody for their
ongoing support. This recording was taken at the American
Association for Cancer Research conference "Advances in
Sarcomas: from Basic Science to Clinical Translation".
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Dr Rubin was able to update Jane on his latest work and in particular his ongoing work to try
and identify genetic differences between indolent and progressive EHE. Dr Rubin is pleased
with progress, and as he moves in to the final phase of the project, he is beginning to see
interesting results. We look forward to seeing these results when this part of Dr Rubin’s work
is finalised.
Jane attended the conference on behalf of the EHE Foundation and was able to meet not only
with Dr Rubin, but also with Dr Breelyn Wilky, and Dr Seth Pollack. Jane also met with the
CEO of SARC, Denise Reinke, who is also heavily involved in supporting Dr Rubin’s clinical
trial of Mekinist. Denise and Jane were able to discuss ways in which SARC and the EHE
Foundation can collaborate to help EHE patients understand the trial and to gain access to it.

Mekinist clinical trial launched…..
Jane Gutkovich informed the group in May that the Mekinist (Trametinib) clinical trial for
EHE patients with progressing EHE was open and recruiting patients. This is the multiinstitutional-trial that Dr Rubin had alerted the group to in his March research update. The trial
is led by Dr Shuetze from University of Michigan who is the Principal Investigator. This trial
is designed based on Dr. Rubin's preclinical research on EHE biology.

https://clinicaltrials.gov/show/NCT03148275

……and biopsies funded by the EHE foundations
The EHE Foundations (USA, UK and Australia) have jointly agreed to fund the biopsies that
the trial team hope to take to evaluate the results of the trial. At the end of June SARC provided
information that will allow us to provide the first tranche of funding of $25,000 to support this
work. We of course wish the team every success in this important clinical trial.
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EHE Bio-banking progressing
One of the great challenges for ultra-rare cancers is the almost total lack of tissue and blood
samples available for researchers to work with in order to understand and combat the disease.
This lack of bio samples is one the greatest impediments to research into EHE. It was for this
reason that Vice President for Research in the USA, Jane Gutkovich, started to raise the issue
as early as 2015, and began to push harder for progress in 2016.
Today we have discussions taking in place in the USA, UK and Australia regarding the setting
up of such bio-banks, and the capturing of different sample types, including all forms of tissue
and blood. This not only includes the capture of samples, but also their treatment to ensure that
they are stored in a form that will maximise their future use in research.
Hugh Leonard, who is coordinating the process in the UK said “We are talking to several
hospitals who are interested in helping us. It looks like we will not have a centralised biobank,
but will instead store tissue in the sarcoma centres where the samples are first taken, but with
a single centralised register of all EHE samples available”.
EHE Biobank
Model example

Sarcoma centre
(with sample
storage)

Sarcoma centre
(with sample
storage)

Sarcoma centre
(with sample
storage)

EHE
Biobank
Registry

Regional hospitals

May want to combine samples with
appropriate sarcoma centre?

Sarcoma centre
(with sample
storage)

Sarcoma centre
(with sample
storage)

But samples without clear clinical notes about the patient from whom they are taken are not so
useful. Jane Gutkovich noted “Capturing a patient’s clinical records at the same time as the
sample is so important. This allows researchers to understand exactly what the patient’s
disease was doing at the time the sample was taken. This of course introduces issues around
patient anonymity, but these are not new processes, many other cancers have done this before
us. Its time EHE joined them – it’s just too important to fail.”
The three EHE foundations will be continuing to establish the biobank processes and
will be reaching out to patients when the time comes to inform them of how to get involved
and support the process.
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IRE ablation works for EHE and is being accepted
Several of our members have encountered
reluctance from both insurance companies and
some doctors to use IRE ablation to treat EHE
tumours in the liver. So Lisa Hartle de Young
shared a YouTube interview where a doctor
explained how IRE (Nanoknife) is being used
to treat liver tumours. Lisa noted “This form of
ablation has not just been done on EHE tumors
but also liver tumors which have metastasized from colorectal cancer. For those of you who
have been turned down by insurance, I feel it is important in your appeal to let them know this
technique is already being used with other forms of metastasized liver tumors. This in not
"investigational".” Lisa hopes the information may help our members when discussing IRE.
https://www.youtube.com/watch?v=qOT2Rdsd3JM
The use of IRE ablation for EHE treatment was further emphasised in Jane Gutkovich’s update
about her son’s treatment. Dr Raj Narayanan, based in Miami, has been ablating Jane’s son's
tumours over several years, during which time his scan results at Sloan Kettering were recorded
as "stable, no change". A second interpretation requested by Jane stated "I don’t see any viable
cancer in your son's liver". Jane hopes that this report will help change attitudes to IRE as a
viable treatment for EHE. As Jane noted “The report should say IRE WORKS!! and Dr. Raj
Narayanan rocks!!!!”. We’re rocking with you Jane.
And on the same subject, Keren Sturn provided an update for the EHE community regarding
the acceptance by her insurance company of IRE as a treatment for EHE following a thirdparty review by Maximus Federal Services.
We believe that IRE is becoming more accepted as a valid form of treatment for EHE and
encourage all our members faced with rejection to stand their ground and follow Keren’s
lead.
Dr Sharon Weiss ‘introduced’
Dr Jerad Gardner (Dermatopathologist) shared an interview
he had conducted with his mentor, Dr Sharon Weiss who,
along with her mentor Franz Enzinger, was responsible for
first describing epithelioid haemangioendothelioma and
recognized it as a blood vessel tumor. The original interview
was aimed at doctors, but Jerad felt that it would also be of
interest to our EHE community.
It was indeed and many thanked Jerad for ‘introducing’ Dr Weiss to the group with his post.
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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.

#Run4JustLive raise over $11,000
In our Q1 edition of The Pledge we reported about the amazing #Run4
group based in the USA. This group is active each quarter raising funds
for a chosen cause. Having heard Delaney Rivers Wahl’s story, they
decided that their Q1 charity would be EHE. Julie Rivers Wahl was
delighted to be able to report in April that the group had beaten their
record for previous quarters, raising an amazing $11,524!!! We thank
them for their amazing contribution.

Julie Lurie runs huge EHE raffle
With the EHE Awareness Month starting in April, Julie Lurie
from the UK 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. She
was overwhelmed by their generosity. Julie’s raffle raised a
staggering £2,646. We thank Julie for all her hard work and
ambition, and the amazing success of her raffle. “It’s another
example of the extraordinary drive and focus that our members
bring to fundraising for EHE research” said Hugh Leonard.
“What Julie achieved really is quite exceptional”.

EHE Foundation 5K
The EHE Foundation in the USA celebrated the 2017 April Fundraising Month by launching
their second Virtual 5K event. People all over the USA registered to take part. For their
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registration fee they got a Virtual 5K t-shirt, tattoo and other goodies. Julie Rivers Wahl and
LeeAnn Connor’s target was to beat the 2016 total of 576 participants, and they did it.
Julie Rivers Wahl posted: “So happy with our current numbers from the 2nd Annual EHE
Virtual 5K Run/Walk! Right now, we are at 676 registrations (100 more than last year) and
have a profit of $16,086.64! Yay!”
Julie followed that with many fantastic photos of their local Team Laney/EHE 5K. “We 5K-ed,
ate, played silly games, volleyball, water balloons, and had a silent auction! So happy to have
another member of our EHE family join us, Carla Renee! I honestly cannot even express the
gratitude our family has for everyone who took time out of their busy schedules on a hot and
super pollen-filled day to come out and support Team Laney and EHE research! Our family is
truly humbled and amazed!”
Katherine Mary, a keen 5K supporter posted “All in all we had about 100 people at our virtual
walk/ restaurant after party! More cash donations have been trickling in too! ”
Jane Gutkovich spoke for all of us when she posted “Guys , I just want take a minute to say a
very special Thanks to Julie Rivers Wahl and LeeAnn Connor for organizing our second
annual 5K walk. I don't think any of you know what a huge project it is. Between designing
shirts , finding good deals on printing, ordering everything, creating the link on the website,
processing requests , packing and shipping out about 670 (!!!!) packages...and finally
organizing Team Laney event for about 150 people !!!!.I know these two ladies worked many
days and many nights, literally!!!! I know one night Julie didn't go to bed because of packing!
Love you sisters !!!!”
And on 20th May Julie updated us to let us know the total had risen to $18,396. Just brilliant.
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EHERCC exceeds its EHE Fundraising April target of £10,000
The EHE Rare Cancer Charity and its supporters ran several events, supported around the
country. Events include a car boot sale, a sponsored weight loss ‘slimathon’, launch of the
#positivepants campaign, a quiz night and sponsored runs.

Kerry Hayman and her family and friends were
once again out on the road running their annual
5K event in support of the EHE Awareness
Month. It was another wonderful effort and
raised over £200. It was however, also a sad
event as it coincided with the loss of Kerry’s
wonderful stepmother, Jas Mathews. Jas had
also been a wonderful supporter of our EHE
cause. We know that Kerry and her family miss
her dearly. We do too, and we also know that
she will be looking on with pride from above at
what the family are doing to support EHE
research.
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A moving tribute
Angela Valen Retzios posted photos of her son,
Thomas, at his cake sale in memory of his brother,
Lazaros, who lost his battle against EHE when
Thomas was almost 2 years old. She also included
a touching photograph of Lazaros on Thomas’s
knee, together with their sister Caroline.
Angela wrote “Thomas was almost 2 when Lazaros
died so his memories are only our stories and
photos. It warmed our heart when he wanted to do
this bake sale at school. He had help during the day
and with friends bringing baked goods but ... he
wanted this to be his project (he has cousins at the
school who would have spear headed this with him)
... I think this was, in a small way, part of his continual acceptance and healing over the loss
of his older brother. They raised over $350 for EHE Research. Praying fewer and fewer
families have to endure this pain.”
We echo that hope, and congratulate Thomas on running a wonderful tribute to his brother. We
think Lazaros would have been very proud.

Car-boot sales to support EHE
When Hugh Leonard’s elderly mother moved to a small
flat nearer to her daughter in southern England, she had
lots of stuff she could not take, and so asked Sally and
Hugh if they wanted it for another car-boot sale to raise
more funds for EHE research. Hugh and Sally said “yes”,
of course, and so spent a happy Saturday and Sunday
morning at two different car-boot sales in London. Sally
said “we also had a couple of things to sell on eBay. We
raised over £500 which was really fantastic”. And this
from just selling stuff somebody does not have room for.
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Celebrating Justin Herald
Stephanie Herald posted news of the softball tournament,
held in memory of Justin Herald, on 3rd and 4th June.
Stephanie noted “Memorial softball tournament for my
man Justin Herald. Part of the money raised will go to
the EHE foundation to help with finding a cure! So
thankful we have such a giving community that will not
only keep his memory alive, but give for the cause for so
many still fighting the battle!! Thank you everyone for
being such a major support in our journey. Couldn't have
done it without you all!

Cortney Herald Walters later posted an update and
photograph. “I wanted to share a picture from the
memorial softball tournament in memory of my
brother Justin Herald that was held this past
weekend. We had a wonderful turn out and our family
is so blessed by all the support from our community
and so happy we can help by donating to the EHE
foundation. I know Justin would be so proud to lend
a helping hand to other families. Prayers to
everyone!”
We congratulate all involved for such a great two days. Thank you to you all from EHE patients
everywhere for continuing to support our work. We think Justin would be very proud too.

Wonderful support from Team Natalie
Brendan Nunemacher posted on the Facebook page in April to alert us to the fantastic efforts
of his family and the local community in raising funds to support EHE research, and more
importantly to support his cousin as she embarks on her own EHE story, focusing on raising
her three year old son, Jaxson, and getting well. Brendan wrote:
“Her family and friends were in the fight immediately, right next to her! Everyone went to work
in their own special way, utilizing their unique talents and abilities to make this fundraiser a
success. The event was organized and flowed so smoothly, you never would have known there
were only amateurs putting it together. (And by amateurs, I mean no one was paid for any of
their services!) Everyone looked for donations for all that we needed and if there were none,
reached into their own pockets to provide.
I was honored to be able to work the entry table, giving out free tattoos and information to
almost everyone that came through. The turn out to the event was amazing, and I was able to
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educate so many people about this unique and horrific cancer. Awareness was my goal, and I
can definitively say, "Mission Accomplished"! I spoke with several in the healthcare industry,
as well as multiple individuals in education, and everyday community members galore!”
Brendan confirmed that “there are more events in the works for the future. Watch for updates
from Jax's mom and all of Team Natalie!” We congratulate Brendan and everybody involved
in pulling together such an amazing fundraiser. The energy and commitment is awesome.

Kingston’s First Annual EHE Quiz Night
Saturday 12th June saw Hugh and Sally hold their First Annual EHE Quiz Night in Kingston
Upon Thames just outside London. With six
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 was really great” said Sally.
“We raised just over £2,800, which is
amazing. We want to say a huge thank you
to everybody who contributed”. Many
people have already asked to be included in
next year’s event. Hugh and Sally are
already planning!!
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EHE-RCFA launch Morning Tea campaign
The EHE Rare Cancer Foundation Australia launched its Morning Tea
campaign towards the end of April, simply asking people to host a tea
party to raise funds for EHE research. Jane Biddlecombe coordinated
the publicity materials. While the initial take up may be slow, we hope
that this could slowly grow into a great campaign that can grow
awareness of EHE and raise important funds at the same time.

The Leonard’s Jessie Jar continues
At the end of last year, Jessie Hayman ran her Jessie Jars campaign and
raised over £1,000, simply by asking people to collect their small coins.
Another simple but awesome idea. Hugh and Sally continued with their
Jessie Jar, and having found a drawer full of small coins, Hugh decided
to post a short piece to encourage people to perhaps do the same, and
keep a Jessie Jar going in their homes. Hugh noted “if our worldwide
membership each kept a simple jar like that going through the year, those
sums would again add up to a substantial total.”

Michelle completes a very special run
On the 9th June Michelle Benedettini Chmelko who lives in the USA
shared her achievement of the day, completing her first run for six
months. Michelle’s EHE story started with her diagnosis in October
last year. “I was diagnosed with EHE in October of 2016 when a nerve
sheath tumor was removed from my leg. Two subsequent surgeries
followed along with 7 weeks of radiation (complete with radiation
burns and swelling issues that continue).”
But then on 7th June her doctor told her she could start running again,
and so on 9th June she completed a 3 mile run/walk. “I have run a
marathon and half marathons in the past 5 years but today's slow as molasses endeavor was
my proudest run.”
We applaud Michelle, another EHE warrior, for her spirit and fight. Michelle’s own words
capture that spirit so well! “I am taking these next months as a gift to enjoy summer with my
family and friends and #justlive. Keep fighting everyone...you all are my greatest
inspiration!❤#takethatEHE #fightinglikeagirl #onmyterms”.
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Antonella hosts first EHE morning tea.
On 9th April Jane Biddlecombe posted her thanks to Antonella Calrow for hosting the first
EHE Fundraising Month morning tea, raising $195 towards EHE research. And with the EHE
foundations run by volunteers, Jane was able to remind everybody that “this money goes
DIRECTLY to ground breaking research. No middle-men to take a slice of our researching
pie.” We join Jane in thanking Antonella for being a trail blazer for the EHE tea mornings
‘down under’.

Upcoming events
3rd Annual Memorial Event for Brian Frank
Angela Osborn was delighted to post details of their 3rd
Annual Brian Frank Fundraiser, a golf scramble and poker
tournament to be held on Saturday 19th August. We wish
Angela and all involved every success for this exciting event.
We know that Brian is watching down on you and smiling a
lot. He will be very proud of all you have and are achieving.
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Claire Coddington crosses ‘The Pond’
Ingrid Coddington shared her post
about her daughter flying from the
USA to London to take part in the
Prudential RideLondon-Surrey 100
event to raise funds for EHE. The event
is in late July. Details of her ride will
be in next quarter’s newsletter, but we
wanted to include this as pre-event
publicity, to say thank you to Claire,
and to wish her luck. And if anybody
wants to sponsor Claire she will be very grateful.
http://uk.virginmoneygiving.com/fundraiserweb/fundraiser/showFundraiserProfilePage.action?userUrl=CLAIRECODDINGTON

EHERCC joins the London Landmarks Half Marathon
EHERCC is delighted to be able to
report that the charity has secured
twenty places on the brand new
London Landmarks Half Marathon
(LLHM) that will be held for the first
time on 25th March 2018. EHERCC
has secured runners for all these places,
many of whom have run for the charity
before. “We are excited to have
secured these places” said Hugh
Leonard, Chair of Trustees. “There are
going to be over 70,000 runners taking
part so it will be huge. We also have to man a cheer station so there will be a point for all EHE
supporters to congregate at and have a really great day”.
The EHERCC places on the LLHM run have been secured thanks to the generosity of a single
supporter of the charity. “We are very grateful for this gesture” said Jeff Collins, a Trustee of
the charity. “In the last eighteen months we have had supporters running marathons, half
marathons, ultra-marathons, 10k and 5k runs to raise funds. We look forward to having a group
of runners representing the charity in this new race next year.”
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And in other news….
To all the mothers and fathers
This quarter saw celebration of Mother’s Day and Father’s Day. There were many heart felt
messages of love for mother’s and father’s for all they had done for their children. We endorse
those messages of love and celebrate the wonderful job that so many mothers and fathers do
without every seeking praise, reward or thanks. You are all awesome. And of course those
mothers and fathers are some of the most passionate of our EHE warriors. As Jane Gutkovich,
one mother, said:
“To all the wonderful mothers in our family! Mothers whose hearts are full of love and
tenderness, fear and grief, hope and determination. It will be us who will beat EHE, we will
tear it apart with our burning hearts and clear cool minds. There are hundreds of us here and
only one stupid ugly EHE. Happy Mother's Day to all of you!”

A special day
On 24th April, Bridgett Koval posted “Welcome Lili Louise
Koval to the Catholic Church. We welcome officially, our
sweet Lili Louise Koval to the Catholic Church. Our second
miracle of "Living with Cancer". We would like to extend
the hope, love, and Faith our family feels after this
wonderful day! Just Live!” We all send out congratulations
to Bridgett and her family

Catscan!
JoAnna Jones shared a light-hearted post which gave us all a
chuckle. “Thought you could use a smile, friends!” she said.
Thanks to JoAnna for this.
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A new recipe for Turmeric
Keren Stern posted a new recipe for the inclusion
of Turmeric within your diet, focusing on a
morning warm drink. Keren has been using the
recipe since her diagnosis. The benefits of
Turmeric have been widely reported. We thank
Keren for sharing this specific article which others
have found useful.
http://www.naturalnewsblogs.com/heres-willhappen-body-add-turmeric-morning-lemon-water/

Great photos and great words
Robinson Ortiz Jr posted some more
encouragement. Thankyou!

wonderful photos with his words of hope and

“I wish you the courage to be warm when the world would prefer that you be cold. I wish you
joy to overbalance grief. I wish you humor and a twinkle in your eye. I wish you glory and the
strength to bear its burdens. I wish you sunshine during your most difficult journeys. I wish
you peace - in the world in which you live and in the smallest corner of the heart where truth
is kept. I wish you faith - to help define your living and your life. More I cannot wish you except perhaps love - to make all the rest worthwhile. ~ Robert A. Ward”
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Carl’s ‘Wonderful Life’
Carl Dickson posted his “Wonderful Life”
video in April. Carl is one of our
inspirational EHE fighters. Despite
battling with EHE for many years, and
enduring prolonged and severe pain, Carl
still finds it within himself to be so positive
about life.
“Not bad!” Carl posted. “This is what life
is all about even with cancer. I melt inside
each and every time I hear my children say
these few words and hearing in there voice
that they really want to hear an answer: “Hey Dad what's... “ There is no better sound and no
one more that I hope I give the right answer to.”
Thank you Carl for sharing another heart-felt and uplifting post with us.
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