Welcome and update from Karen & Kevin
The charity is named after Christopher Capel.
He
is
the
motivation behind our
vision
that
all
children
diagnosed
with
childhood
cancer should not
only
survive, but
reach
adulthood
enjoying
a
good
quality of life.
Christopher, aged 4 years before
diagnosis

A warm welcome to our winter/spring newsletter which
takes us all into a new and hopefully healthy and
successful 2015.
We celebrated our 6th birthday last autumn and it was a
moment to reflect upon our successes: four
research positions fully funded and an extended tenure
for our molecular pathologist; work published in a
prestigious science journal by one of our funded
scientists; new clinical trials enabled and funds raised in
excess of £850,000. It is still hard work and
and
with
this
in
mind
we
have
(again!) reviewed how we work and our resolution is to
work smarter in order to sustain the charity and
increase the impact we make for children with cancer.

We are pleased with the progress and ground breaking work our funded scientists continue to make and we
have an update on this progress for you in this newsletter. Commercial issues continue to impact on paediatric
research into new treatments but we are furthering our campaign for change in these areas. We will participate in
our second Conference in Brussels in February and are meeting with one of the UK Health MEPs to discuss the
case for a change in the paediatric regulation. The regulation currently hampers the availability of new treatments
to researchers, thus holding back potential life saving options and hope for those children who presently have
very little hope of an effective life saving treatment.

We’re close to our Bake a Smile target of £5,000.
We need to raise a further £1,350. Can you help us achieve our goal?
We continue to be active on social media so please check out and “Like” and
“Share” our Christopher’s Smile facebook page and “Follow” us on Twitter @cozkids. You’ll be helping to raise
the profile of the charity and the work we fund.
This year we are planning two main events and details will be available via the website and social media in due
course so keep an eye open and support us where you can whilst having some fun yourself.
If you have an opportunity to support us via your company or through a group you belong to, we’d be delighted
to be considered. Remember that every penny donated to Christopher’s Smile goes to much needed research.
We take nothing out along the way. We have a few suggestions on page 2 as to how you might be able to join us
in making a difference and if one of your new year resolutions is to help others in some way, maybe there’s
something which appeals to you. In addition to taking a look at what our supporters have been up to recently with
their events and activities, our friends Sam Exworth and Jack Daly have put together a resumé on their past six
months of life after cancer treatment. We hope as always you enjoy the newsletter…
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Diary Dates
We have two exciting
events in the pipeline
for 2015: Based on
the success of last
year’s event, on 21st
June we’re holding
our second Feat for
Feet. More details
will be out soon.

We’re continuing our Bake a Smile campaign with the
aim of reaching our £5,000 target. If you’d like to help,
please let us know and we’ll send you more information.

Christopher’s Smile Autumn Ball
Saturday 17th October
Wentworth Golf Club
7pm till late
Black tie
Tickets £85

Our autumn event on Saturday 17th October
will be our third Wentworth Ball. We’ll have
details on the website very soon and we
hope to see you at one of our events this
year.

Easter Bag Packing Dates and Venues:
Thursday 2nd April at Waitrose Frimley
Friday 3rd and Saturday 4th April Sainsbury’s Camberley Town Centre
Saturday 18th April at Sainsbury’s Camberley Town Centre

As other events
and activities
come up, we’ll
add them to the
website .

Ways to help us and enjoy the “feel good “ factor at the same time!
Look for Christopher’s Smile community page on facebook and Like and Share.
Follow us on Twitter @cozkids
When you replace your mobile phone, get in touch as we can raise funds by recycling your old phone.
Thinking of changing your car? If you have an old one eligible for “recycling” let us know as we’re registered with
the Give a Car scheme.
If you work, would your company support a local charity? You could find a contact for us.
Friends or family who work could check what their company policy is for charitable support. There are many ways
companies help such as staff volunteering hours, give as you earn schemes or charity of the year.
Give an hour or two per week or per month to help us with some of our projects or let us know if you would be
willing to help on an ad hoc basis.
Email us with any ideas you have for fundraising activities.
Let us know what skills you have—can you bake, play an instrument, organise an event…?
Take on a challenge—have fun and help us at the same time.
Let us know if you know where we could place one of our collecting cans or collection boxes.
School, college or university students have a great opportunity to nominate us for support or let us know who to
contact.

Please get in touch with us at

info@christopherssmile.org.uk

www.christopherssmile.org.uk

Science Update

C

hristopher’s Smile funded researchers based at The Institute of Cancer Research in Sutton are
developing new techniques to help ensure children with cancer are entered into clinical trials specific
for their tumour type, offering them a chance to receive novel, targeted treatments.
Too little is known about the underlying biology of childhood cancers. This means children still tend
to be treated with old, nonspecific and toxic chemotherapy drugs originally designed for adults. As a
result and as we know only too well, if the children survive, they often suffer from life-long sideeffects.
By understanding the molecular make-up of a child’s tumours, researchers are hoping to identify
treatments that specifically target the mutation present in the tumour. However, to achieve this, tests
to rapidly identify the genetic make-up of a child’s tumour are required.
Identifying the molecular drivers behind childhood cancer
Christopher’s Smile funded ICR molecular pathology researcher Elisa Izquierdo Delgado has
developed a new technique that could provide information of the molecular make-up of a child’s
tumour and facilitate the translation of novel therapies into clinical trials for children.
Elisa’s paediatric DNA sequencing panel analyses over 80 genes that are potentially involved in
childhood cancers. The approach, called targeted Next Generation Sequencing (NGS), genetically
sequences a specific portion of the genome (our genetic material). It allows researchers to test
against a panel of genes known to be associated with paediatric cancers in a single test, confirming
the presence of certain genetic ‘hotspots’. Doctors can then match a targeted therapy to the
mutation.
During the summer, Elisa has been optimising the protocol for use on clinical samples. She set up a
pilot study to test 13 cell lines and 26 paediatric clinical samples with known genetic alterations. The
results were very successful, obtaining a very high correlation within the alterations expected to be
found. Importantly, she was able to detect mutations and amplifications in key cancer genes involved
in the childhood cancer neuroblastoma, such as ALK and MYCN.
Elisa is now validating the technology in a large number of clinical samples from The Royal Marsden,
and other ICR collaborators, in preparation for full clinical implementation. If this validation is
successful, they will be able to start using this tool to enhance the diagnosis and therapeutic options
for children with solid cancers. We will keep you updated with progress which we anticipate very
soon!

RHS: Christopher’s Smile current funded researchers
Elisa Izquierdo molecular pathologist and Dr Sally
George Clinical Fellow.
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Science Update

The next generation of clinical trials for children
Dr Sally George who took up her post as Christopher’s Smile funded Clinical Fellow last May at The
ICR is dedicated to facilitating the transition of Elisa’s NGS test to clinical trial.
To support the technical validation of the NGS panel on patient samples, Sally has been successful
in obtaining clinical samples from a number of sources, including obtaining Service Evaluation
approval for use of local samples and Children’s Cancer and Leukaemia Group (CCLG) approval for
use of samples from the CCLG tumour bank. Sally has also established collaborations and obtained
tumour samples from across the ICR’s paediatric research programmes and internationally,
including Queensland Children’s Tumour Bank, Australia.
The next step is for Sally and Dr Lou Chesler, an international leader in the field of paediatric
cancers, to open an ethically approved research project at The Royal Marsden so that the NGS
panel can be used prospectively in patients. Sally has developed a clinical protocol, obtained ‘in
principle’ approval from the Committee for Clinical Research at The Royal Marsden and has now
submitted the full application. Sally is also working to optimise various aspects of banking and
preservation, as a pilot for national initiatives in precision medicine that will incorporate this
methodology.
When the prospective protocol is open at The Royal Marsden it will serve as a pilot to assess
multiple practical factors such as sample processing and turnaround time for result reporting, in
addition to clinical factors such as whether the results of the panel can be used to make treatment
decisions, thus impact on the overall aim of improving outcomes for children with cancer. Sally has
been working with Dr Chesler to ensure that collaborations and mechanisms are in place so that
once the pilot data is generated, the panel can be rolled out across the UK. This includes developing
strong collaborations with Great Ormond Street Hospital and the Royal Victoria Infirmary, Newcastle.
The team are also working with the CCLG to develop clear pathways for tumour samples from all
over the UK to be streamlined for NGS analysis in the future.
Finally, by the time this has gone to print, the ICR will have presented the UK results of NGS
sequencing at an international conference in London, to extend the analysis by consensus across
SIOPEN. ( European Society for Paediatric Oncology.) They will invite US and EU experts in
genomics with the aim to create consensus on which targets and genes should be the focus for
children with cancer and how the information generated can be most effectively databased,
distributed, and acted on clinically, where clinical trials exist to “action” the information. Additionally,
Dr Chesler is aligning the data and approach at The Royal Marsden with UK national efforts to
develop precision medicine for children.

Statement from the ICR in support of our work with them:
The ICR has made some huge leaps in paediatric research and are grateful to the continued support
of Christopher’s Smile.

info@christopherssmile.org.uk

Recent Events & Supporters’ News & Activities
On 6th November Lakeview Care Home in
Lightwater was officially opened by Brian
Blessed. We were invited to share the day
with the team and other guests. We look
forward to working with Lakeview this year.
ABOVE L to R: Surrey Heath Mayor Bob Paton, Brian Blessed, Inderpreet Hanzra from Lakeview
and Karen Capel RHS: “regrade” playing at Windlesham concert

On Friday evening 21st November, local band “regrade” played to a an
enthusiastic crowd in a packed Windlesham hall. Joining them was local artist Katy
Hurt and together they serenaded the audience with old and new songs. Thanks to
both the band and Katy for giving their time to raise over £1,000 for the charity and
for putting on a great evening.
In late November we attended a weekend conference organised by ncca
children’s neuroblastoma charity. It was a great opportunity to meet researchers
from both the UK and overseas as well as parents with children undergoing
treatments to discuss potential ways forward. We’re working with ncca on some
of our campaigning and it a bonus to be able to share views and work together.
ABOVE TOP: Dr Lynley Marshall presents and BOTTOM: Karen Capel and ncca Team with CEO Bettina Bungay-Balwah

Huge thanks to Adele Watson from Windlesham and her colleagues at ADP. Adele recently hosted a cake
sale and raffle and with company matched funding raised over £600 for the charity!
Thanks to everyone at Briars Nursery and to Lightwater Infants School for continued support from nativity
activities It is uplifting for us personally to know that Christopher is remembered by others who knew him.
Our thanks to Hammond School in Lightwater for your recent donation and to Bev Ridler and the 6th Staines
Scouts Group for your Carol Concert donation of £200.
Thank you to everyone who has donated or helped in some way over the past months.
Before and After or as Amelia’s sign stated: “Hair
today, gone tomorrow!” Brave 6 year old Amelia
Hoskins put herself forward to have her long locks
cut off in memory of her grandpa and to raise funds
for Christopher’s Smile. Glo salon in Camberley cut
Amelia’s hair which we think looks great and we’re
grateful to Amelia for raising more than £1,000!

We're grateful to Sarah Tuson and
Carol Wickes from BeFiit along with
all the ladies who helped to raise £600
from their recent event and fantastic
raffle. We enjoyed joining your
December
celebration
and
presentation.
RHS: Befiit ladies with Carol
Wickes and Sarah Tuson

On 7th December Jan Stewart organised a
great Christmas Shopping Evening in
Frimley. A number of stalls provided a
range of great gifts. Almost £150 was raised.
RHS:
Our busy festive
supermarket bag
packers
who
raised £3774.16.
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ABOVE: Shopping
evening

Events & Supporters’ News & Activities

ABOVE: Amy shows how to create a festive floral display,
Klaudia Gibson “mans” her glass stall and Kim and Paula
prepare the yummy cakes!

We started our Bake a Smile campaign at the
beginning of last year with the aim of raising £5,000.
We’re not too far off our target thanks to a number of
people and organisations...Recent Bake a Smile
events were hosted by Heather Ware who raised over
£100 and by Kim Pitcher and Anne Shattock whose
pre-Christmas event raised £500! Anne invited friends
and neighbours to coffee, cakes and mince pies. Local
craft stalls were set up for browsing and buying gifts
and guests enjoyed a flower demonstration by local
florist Amy Perry. Huge thanks ladies for your support!

We are grateful to all who support the charity
and Waitrose and its customers through the
Community Matters scheme have contributed
greatly to our fundraising over the past years. In
December Sandhurst branch presented us
with a cheque for £330 from the previous
month’s collection. Thank you everyone for putting your token in our box and to Waitrose for
providing the funds!

ABOVE: Karen Capel, Maria Stills
and Steve Cheeseman from
Waitrose

TOP LHS: Colleagues from PharmiWeb Solutions in
Bracknell who participated in the bake offs last year.
BOTTOM LHS: Cheque presentation with Colin Williams,
Chief Marketing Officer, PharmiWeb Solutions

We are indebted to the fantastic dynamic team at PharmiWeb in Bracknell for
their brilliant support over the past year. Not only did they bring a sporting team
to take part in our Feat for Feet event last year but they have been busy baking
as part of our Bake a Smile. They have raised an amazing....£1,046.42. Thanks
guys for your on-going support. You really are helping to make a difference to
our research to find new safe and effective treatments for children with cancer.
We are really pleased to be working with you again this year. Here's to a
successful 2015!
A final P.S.from us….We are pleased to have a new website in the making
which we hope you’ll find clear, interesting and informative. We’re continuing to
work on it so you’ll see new pages added over the coming months. AND please
let us know if you would like a home collection box or car sticker. We’d be
pleased to send them out to you!

ABOVE: Debbie Green, Asda
Community Champion presents
cheque to Karen Capel

Farnborough Asda and
their customers raised
£200
through
the
Community Life scheme
in the late autumn last
year. Yet again, great
support which makes a
huge difference to what
we can achieve.

We remain grateful to everyone who supports or has supported our charity in the many and varied
ways you do so. Please stay in touch with us and be part of
making a difference for children with cancer.

info@christopherssmile.org.uk

Update on Sam Exworth and Jack Daly
We continue our updates on our friends and supporters Sam and Jack who struggle to deal with new
challenges post-treatment. This is how they’ve been getting along over the past few months….
Sam writes:
Life has changed a great deal for me in the past 6 months or so. I was delighted to
finally pass my A Levels and gain my place at Surrey University studying Law.
This has been a huge adjustment for me but on the whole I have enjoyed it so far.
I have accommodation on campus which is much needed due to my continuing
mobility issues and the pain I continue to have due to avascular necrosis in my
shoulder. Also studying Law is full on and very hard work which is difficult with the
fatigue I suffer from due to my kidney problems etc. It’s good to be on campus but
nice and near to my home and family who continue to support me throughout
every new challenge I face. I am continuing with intensive physiotherapy for my
feet and shoulder and I have also recently started acupuncture to help me with the
anxiety and sleep problems I have. In August I had my 21st birthday which was
also the 3 year anniversary of my stem cell transplant that saved my life. In
September my family arranged a huge party which was also a fundraising event and
of course Christopher’s Smile was one of my chosen charities that benefited. It was
a great evening and I am so happy that lots of money was raised.

ABOVE:
Sam celebrates his
21st with sisters
Hannah and Rebecca

Jack’s mum writes:
Things haven't been too bad for Jack in recent months. One of the difficulties that used to dishearten Jack
was his weight which seems to have stabilised. This has given Jack some much needed
confidence. A sudden growth spurt has helped. However, it doesn't come easy as we had to change the
device for administering Jack's daily growth hormone injections. It was quite traumatic as he developed a
fear of the needle! I spent hours prior to Christmas sitting with him trying to encourage him to take the
plunge but no amount of bribery or distractions would suffice! After many tearful attempts by Jack, he
finally conquered his demons which was a major achievement resulting in cheers and celebrations! So we
were able to enjoy Christmas and to add to the high spirits we even had lots of snow on Boxing Day as we
were staying in Sheffield.
The fatigue that Jack has suffered since
radiotherapy seems permanent. I think that
unfortunately this is something that we will
have to tolerate together with the persistent
forgetfulness Jack suffers from every day. We
spend considerable amounts of time trying to
recover items which Jack has misplaced on a
daily basis! On the bright side, it does come in
handy when he can claim to have lost his
homework! Every cloud...
Jack is looking forward to going back to his
streetdance classes again with UrbanStylez at
the start of a promising New Year.
Images of Jack: LHS: Jack with icepack attempting injection RHS: Jack and Bella
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Regular Giving
You can help Christopher’s Smile by setting up a standing order to give on a regular basis. Any
amount helps, a few pounds a month makes a huge difference and 100% of your donation will go to
childhood cancer research.
STANDING ORDER INSTRUCTION
(Please complete in block capitals)
To: THE MANAGER

.............................……………………………………………….BANK LTD
…………………………………………………………………………………
……………………………………………………………………………….
Please pay to the account of:
Christopher’s Smile
HSBC Bank plc
29 High Street
Camberley
GU15 3RE
(bank sort code 40-16-05; Payee's account number 81847120)
the sum of

Please tick the ‘Gift Aid’ box below if you are a UK
taxpayer* so that Christopher’s Smile can reclaim
the tax you will have paid on your donation. For
every £1 you give us we can claim 25p more. To
qualify for Gift Aid, it is vital you give your FULL
NAME, HOME ADDRESS, POSTCODE,

£:.........................

on the.......................day of the month
and then monthly thereafter until further notice
Signed:...............................................………………....
Sort code:…… -………-………Account number: ......................................................…
Name:………….........................................................…………
Address:……………..............................................…………...
…………………………………………………………………
…………………………………………………………………
Postcode:……................................................
Registered Charity No. 1129906

Date …………………………………………
*You can claim Gift Aid if you are a UK taxpayer and have paid income or Capital Gains Tax at least equal to the amount we reclaim

Print this form, complete your details and return to Christopher’s Smile, PO Box , 1363 Lightwater,GU18 5ZS. We will
then forward the information to your bank.

Please continue your support—it is important to us. We look forward
to seeing you soon. Karen & Kevin.

www.christopherssmile.org.uk

