
East Cornwall & West Devon Network 

SUMMER 2018 

CRACKER JACK How many 15-year-olds with Crohn’s Disease do you know who 
could organise a 100-mile cycle ride? Well, meet Jack! 
Jack was a superstar fundraiser last year, raising over £2,000 for 
his 10km walk at Plymouth Walk It, and his cycle ride is already 
on target to smash his 2017 total! 
Here’s Jack’s story in his own words:
“My name is Jack, I am 15 and I was diagnosed with Crohn’s 
disease at the age of 12. Before 2014, I swam 
competitively at a regional level, training 6 or 7 times a week and 
I played football twice a week for my local team, Manstow.  
However, in 2014, I began to struggle swimming 100 metres. Then 
more and more symptoms began to arise, including agonising 
stomach pains, struggling to keep down food, and horrible 
fatigue, leaving me unable to even pick up cutlery at some times. 
I went to the local doctor but, because the disease isn’t very well 
known, my symptoms were dismissed with treatments such as an 
inhaler.  
After lots of pressure, the GP referred me to a paediatrician at 
Derriford Hospital where further tests indicated the possibility 
of IBD, a disease none of the family had ever heard of, and I  
was referred to the Bristol Children’s Hospital.
After around 7 months of appointments, testing, screening and 

‘photoshoots’ as I like to call them, I was diagnosed with Crohn’s 
disease affecting my entire digestive system with horrible 
inflammation.  
I tried many treatments, from 6-week liquid feeds of disgusting 
drinks to steroids causing bloating of my stomach and face, 
until I finally found the most effective treatment for me –
Infliximab infusions every 8 weeks along with Azathioprine tablets 
taken daily. My physical symptoms were finally under control but 
the energy levels I once had were gone and I could no longer take 
part in swimming or football. After an 18-month gap, a growth 
spurt led to agonising joint pains in my knees and heels until 
physical therapy resolved these pains. I also underwent months of 
mental therapy, one of the most difficult parts of the whole thing. 
Last year, I took part in my first ever Walk It in Plymouth, walking 
10km, despite the joint pains, and raising over £2000! Now that I 
can do more, I wanted to go even bigger so I decided to organise a 
100-mile bike ride from one coast of Devon to the other over the 
May Bank Holiday Weekend. Dad is coming as he knows where 
Ilfracombe is and he can put the bikes on the car roof, and Mum 
will be our road crew for the weekend. 
My hope is that I can help fund critical research into IBD to 
eventually find a cause and a cure, so children can be diagnosed 
and treated quickly and they don’t have to go through months of
waiting and tests. I want children like me with IBD to realise that 
they can get better like I did and be able to take part in activities 
like this, and to give them hope!”

STOP PRESS! We are 
delighted to report that 
Jack has been awarded the 
Alex Demain Young 
Fundraiser of the Year 
Award 2018! Well done 
Jack – an honour that you

well-deserve! 
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from the usual ‘who’s bringing the raffle tickets?’, ‘how much did we raise?’ and ‘how can we help XYZ
person?’ in our WhatsApp group messages to ‘what ya wearing?’, ‘is anyone else wearing knee-length?’ 
and many other frivolous questions! In what seemed like no time at all, the day was upon us as we 
swapped our uniform purple t-shirts and cups of tea for glitzy dresses and sparkling wine! 

So with much trepidation and delight we arrived at the Theatre Royal on Sunday 3rd June for the 10th 
anniversary Inspiring Volunteer Awards.  After the obligatory professional photograph with our nominee 
medal (see photo) we took our seats in the auditorium amongst Plymouth’s Great and Good.  The 
atmosphere was fantastic and we were so chuffed that Head Office had felt our little team were 
worthy of being part of the event. 

The ceremony was hosted by Victoria Graham, from BBC Spotlight, who spoke passionately about 
her fervour for supporting volunteers. As the Awards were presented it was powerful, and often 
emotional, to hear the stories of the wonderful individuals and charities who had been shortlisted from 
Care-leavers, to Guide Dogs, to Parent Advocacy.  It was a humbling reminder of the good people 
who make so many lives better in this city.

One particular highlight was the award for Ben Curwen who was a student volunteer for us at our 
Pig Racing event back in October. Ben was a fantastic help on the evening and we were all so happy 
to see him recognised and lots of whooping ensued from us when his name was read out!

The winner in our category was The Six O’clock Club for their work with the Shekinah Mission last
Christmas.  However we aren’t downcast, we were up against some tremendously worthy causes and 
simply to share a platform with the nominees was a great experience.  Thank you so much to Carly 
Benton at Crohn’s and Colitis UK for nominating us and all the wonderful support we had from
members and fellow volunteers wishing us luck; it meant the world to know you were all rooting for us! 
Whatever the outcome, it was wonderful to be plucked from obscurity and made to feel like what 

we do is worthy of recognition.  

As members of your local 
volunteer network here 
in East Cornwall and 
West Devon, we give our 
time to raise awareness 
and support people in our 
area with Inflammatory 
Bowel Disease. We ask no 
thanks and expect no 
accolades for doing 
something we believe in so 
wholeheartedly. However, 
we were stunned, 
delighted and honoured to 
find that we – your local
team – had been 
nominated for Best Team 
at the Improving Lives 
Plymouth Inspiring 
Volunteer Awards 2018!

In the lead up to the event 

there was a gentle shift 

WORTHY OF RECOGNITION? 



Crohn’s and Colitis UK East Cornwall & West Devon Network Newsletter  SUMMER 2018 Page 3 

PLYMOUTH WALK IT 2018 

What a glorious day we had for this year’s Plymouth Walk It … and such a contrast to last year!
Happily 230 walkers and over 30 volunteers agreed and they all turned out to support our annual 
charity walk along with their families and friends. There was a great atmosphere on the Hoe with 
Matt Rogers of Heart South West doing a fantastic job as MC (while scoffing the occasional ice 

cream!) and musical entertainment from talented duo Go Tell Alice.  

All those of you who took part, volunteered, sponsored family or friends, 
or supported the event in any way at all should give yourselves a huge pat 
on the back. You helped raise over £12,225 with more to come in from 
sponsorship! WELL DONE!!  
 We hope you enjoy the photos on the following pages, most of which were taken by volunteer 
photographers Chris Hooper-Bennett and Ursula Brown – thank you so much Chris and Ursula!
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What an amazing young lady Charlotte Johns is! She’s
been through a tough time during her 25 years but has 
remained overwhelmingly positive throughout. Having 
decided to walk 10km at Plymouth Walk It, she raised a 
fantastic £1,962.50, making her our highest fundraiser 
this year! 

CHARLOTTE CREDITS 
CROHN’S FOR CAREER

which gave her a few years of stability. But then last year, she was hit by another small bowel 
perforation with sepsis leading to yet another major operation by “the lovely Mr Douie”, this time
thankfully without the need for a bag. 
You may have thought that all this time in hospital would have put Charlotte off medical institutions 
for life! But no! As she says on her JustGiving page “Every cloud has a silver lining, without having 
Crohn’s I would never have been a children’s nurse”! During her stays in hospital, Charlotte, a
typically inquisitive and intelligent child, would constantly ask the nurses what they were doing. She 
had always wanted to work with children herself but wasn’t sure which direction to take. The 
kindness and compassion shown by the nurses who looked after Charlotte helped make up her mind!  

Having barely finished her own treatment, at 16 
she started volunteering on the children’s ward
where she had spent so many months. She qualified 
as a nurse at 21 after 3 years at university and took 
up her dream job at Derriford Hospital.  
Charlotte now works mainly nursing adolescents and 
oncology but also looks after children who come in 
with IBD flare-ups and administers Infliximab for 
those who need it. “It makes me a better nurse
going through what I have” she told us … and we 
can well believe it! Charlotte you are a true 
inspiration  
Above left: Selfie in her Walk It t-shirt. 
Above right: Charlotte and her sister, Harriet.  
Left: Charlotte’s supportive family (from left to 
right) grandfather Ron, sister Harriet with her 
husband Richard, boyfriend Chris, Charlotte herself, 
Dad Phil, and grandmother Barbara. 

Charlotte was 
diagnosed with 
Crohn’s Disease in 
2005 aged only 
12. During her
teenage years, 
she spent a lot of 
time in hospital 
with flare-ups, 
often having to 
be tube-fed. At 

15, she had a large bowel obstruction and was admitted 
to hospital as an emergency case which resulted in a 
colostomy bag. Sadly she suffered from frequent 
infections and even required TPN (Total Parenteral 
Nutrition) at one stage! The following year, having 
completed her GCSE’s, she had a reversal and resection
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Enjoy our selection of photos capturing the essence of Plymouth Walk It 
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FAMILY AFFAIR 
Meet mother and daughter-in-law, 
Giovanna and Chelsea Bray, who 
teamed up to raise a magnificent 
£811 in support of son/husband, 
Matthew. Giovanna was “totally 
blown away with the generosity 
from family and friends” and
hopes that their efforts will help 
fund vital research.  Both Giovanna 
and Chelsea have seen firsthand 
how the disease affects people’s 
lives. “My son Matthew Bray has
battled with this disease for the 
last 5 years and it has changed 
his life completely and yet his 
battle continues” Giovanna told
us. But the family remain hopeful 
that a cure will be found and their 
superb fundraising will certainly 
help with that!  
Left: Giovanna and Chelsea 
enjoying the sun before the start. 
Above right: Still smiling after 
completing the 10km route. 

******************************* 

Above: Remember this little 
cutie? This is Thomas who 
only turned 5 in April this 
year, making him probably 
the youngest walker to 
complete the 10km route this 
year! Many thanks to Mum, 
Gemma, and family (below) 
for keeping him company. 

CUTE CORNER 

************************************************************************ 

Above: Yazmin Phillips was 
the first across the finish 
line, beating everyone else 
by a good 10 minutes! Well 
done Yazmin  
Left: You may remember 
Jason Paul from our last 
newsletter as he raised over 
£175 at a coffee morning he 
organised himself. Thanks 
again Jason! 

Above: Deputy Mayor Nick Kelly 
only came to open the event but 
ended up doing the 5km! His wife 
Helen was a great sport too – she
walked in a dress and heels! 
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Hope to see you all again next year! 
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The East Cornwall & West Devon network has made 
every reasonable effort to ensure the content of this 
newsletter is accurate but accepts no responsibility 
for any errors or omission. The views of the 
contributors do not necessarily reflect the views or 
policies of Crohn’s and Colitis UK and no reference in
this newsletter to any product or service is intended 

as a recommendation. 

CONTACT US 
EAST CORNWALL & WEST DEVON NETWORK 
Leads: Shas Chilcott and Dani Hooper-Bennett 

   0300 222 5700 (via Information Service) 

   ecwd@networks.crohnsandcolitis.org.uk 

Website: www.crohnsandcolitis.org.uk/get-
involved/volunteering/local-network/south-
west/east-cornwall-west-devon  

******************************************************** 
CONTACTS FOR LOCAL IBD NURSES 
Derriford Hospital, Plymouth 
 01752 439224    plh-tr.ibd-advice@nhs.net 
Royal Cornwall Hospital, Truro 
 01872 252178    rch-tr.ibdnurse@nhs.net 
Exeter Hospital, Exeter 
 01392 402728 

******************************************************** 
HEAD OFFICE CONTACTS 
Crohn’s and Colitis UK
45 Grosvenor Road, St Albans AL1 3AW 
 info@crohnsandcolitis.org.uk  
Website:www.crohnsandcolitis.org.uk  

Charity registered in England Number 1117148  
Charity registered in Scotland Number SC038632 
A company limited by guarantee in England: 5973370 

INFORMATION SERVICE    0300 222 5700  
Mon-Wed & Fri 9am-5pm, Thu 9am-1pm (except 

English bank holidays) 

Answer phone service outside these hours 
CROHN’S AND COLITIS SUPPORT    0121 737 9931
Tues-Thurs 1pm-3.30pm & Mon-Fri 6.30pm-9pm 
DISABILITY BENEFITS 
Call the Information Service to arrange a telephone 
appointment with a trained volunteer for help with 
Disability Living Allowance or Personal Independence 
Payment (PIP) 
PARENT TO PARENT 
Call the Information Service to arrange a telephone 
appointment to talk to another parent who has a 
child with IBD. 

crohnscolitisuk.ecwd @CrohnsColitisCD 

Our remaining 
FACEBOOK LIVE Q&A SESSIONS 

for this year are on: 
THURSDAY 12TH JULY 

THURSDAY 13TH SEPTEMBER 
THURSDAY 8TH NOVEMBER

What a fantastic night we had in late April 
with an amazing turnout at The Brook Inn. 
Our quizmaster Hannah did an excellent job 
writing and delivering the quiz, even if it 
left some of us dumbfounded!  There were 
12 teams in total:  
Bowel Breakers  
Crohn’s Crackers 
Forster Be’ere
Bottoms Up 
Left Overs 
The Vodka Vixens  
Parents & Daughters  
Couch Potatoes 
And The Winners Are 
Bright Sparks 
Ginster Gangsters 
Run Amok.  
After 7 rounds comprising of 10 questions 
each there were 2 teams with 61 out of 70 
questions correct. Run Amok & Ginster 
Gangsters were our joint winners. 

BROOK INN BONUS 

A massive thank you to The Brook Inn for 
being fantastic hosts and allowing us to use 
their lovely venue, and to Hannah for 
producing and delivering a fun & 
creative quiz. Last but not least of 
course, a big thank you to everyone who 
attended and took part - we had a great 
time whilst raising important funds for 
Crohn’s & Colitis UK.  

mailto:ecwd@networks.crohnsandcolitis.org.uk
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https://twitter.com/crohnscolitiscd
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