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LAYING THE 
FOUNDATIONS 
FOR A CURE
It feels that during this year our dream  
of a cure is getting closer. 

The establishment of the Tessa Jowell 
Brain Cancer Mission and the Government 
announcements of £40 million funding 
over the next five years through the 
National Institute for Health Research  
(NIHR), coupled with the £25 million  
that Cancer Research UK (CRUK) has  
committed to invest, are significant 
milestones on our journey to a cure.
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FOREWORD

When we launched Brain Tumour Research in 
2009, we highlighted the woeful underfunding 
of brain tumour research. Our 2015 Invest in  
a Cure manifesto sought to shine a spotlight  
on the issue and we called on the UK 
Government to work with us to increase the 
national investment in brain tumour research  
to £30 - £35 million every year in line with 
breast cancer and leukaemia.

Brain tumour research and improved outcomes 
for patients now have a high profile and this 
wouldn’t have happened without the brain 
tumour community speaking with one voice 
and the support you have given to our vital 
campaigning work.

I am delighted to represent you all on the Brain 
Cancer Mission Steering Group, which is taking 
forward the recommendations of the Department 
of Health and Social Care (DHSC) Task and 
Finish Working Group, in which we also played 
a leading role.

We are proud to be working on those 
recommendations that are aligned with our 
strategy and, in particular, to be working with 
the Medical Research Council (MRC) and the 
British Neuroscience Association (BNA) to bring 
together, this autumn, experts from across the 
neurosciences in a workshop to encourage 
collaboration between the disciplines.

This is all very exciting ... Yet there is still so much 
to do. We need your support more than ever to 
realise the funding streams committed by the 
NIHR and CRUK. 

Their money is distributed to applicants who can 
provide evidence that the research they want 
to undertake will produce results that will lead 
to cures. 

Those applicants cannot provide such 
‘preliminary’ evidence without early stage 
research being carried out in Centres such as  
ours – research that you are helping to fund.

It is this research that will make the  
ground-breaking discoveries that will  
open up new avenues of research. 

We challenge our researchers to  
produce the quality of research that  
will enable them to win funding from  
larger organisations such as CRUK, the  
NIHR and the MRC. This, in turn, will  
increase the amount of national  
investment into brain tumour research.

Opening of the Brain Tumour 
Debate, Westminster Hall



Brain tumours are complicated. It takes years 
of research to make discoveries that will 
positively impact patient outcomes. We are 
on that journey. Thanks to the foundations 
we have laid:

• Our collaborative  
approach has led to the 
coming together of brain 
tumour charities to speak 
with one voice

• Our campaigning has  
led to an increase in 
national investment

• Our Centres are poised  
to share important 
learnings over the next  
12 months and to be 
able to access the funding 
streams now available

Thank you for your support on this journey. 
Please stay with us and help build a network  
of experts in sustainable brain tumour research 
Together we will find a cure. 
 
 
 
 
 
Sue Farrington Smith MBE 
Chief Executive
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SUPPORTER STORIES

Jim’s illness began over Christmas 2017. 
Initially, he seemed reserved and quiet but later 
complained of dizziness. After a suspected stroke, 
tests at the hospital found nothing untoward.

Early the following morning, Jim’s condition 
worsened and he and his wife, Ally, went back 
to the hospital. They were given the devastating 
news that Jim had an aggressive brain tumour 
with an incredibly bleak prognosis of just 12 - 18 
months, even with surgery, radiotherapy and 
chemotherapy.

Things couldn’t have been worse. It was a cruel 
blow to a kind man who’d spent the previous 18 
years helping others.

Jim opted for surgery, even though it was 
incredibly risky. After four weeks’ recuperation 
followed by radiotherapy − which made him 
very sick and extremely tired − he’s now part-
way through his chemotherapy.

Although Jim’s family is devastated, both he and 
Ally are naturally very positive and have been 
helped by their strong Christian faith. They have 
also had wonderful support from their family 
and friends, making the awful prognosis easier 
to cope with.

Jim is now medically retired from the  
police. Ally describes the situation like  
treading water. It’s a case of “wait and see”  
and living from one scan to the next.

Jim’s courage has inspired Wayne Byles  
to set up a new Fundraising Group –  
Canoeing for a Cure.

Jim has been a father figure to Wayne. The 
group has already raised over £3,500 to help 
vital brain tumour research and in support of 
Jim but the team is also planning a mammoth 
challenge involving Canadian canoes. They will 
paddle two canoes from French Weir in Taunton 

to Bridgwater,  
carry the canoes back to Taunton  
and finally paddle back to Bridgwater –  
that’s 29 miles in canoes plus over 14 miles 
carrying them! Wayne and his team take on the 
canoe challenge in September.

POLICEMAN 
INSPIRES 
CANOEING 
FOR A CURE 
FUNDRAISING

Former police officer  
and RAF policeman,  
Jim Murray, is living 
with a glioblastoma 
multiforme, the most 
aggressive form of brain 
cancer. He has undergone 
surgery and is part-way 
through treatment.
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To donate to Canoeing  
for a Cure, please visit: 

www.justgiving.com/
canoeingforacure
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Together with his sisters, Lynne and Laura, 
Anthony completed the walk over four days with 
his mum and his dad’s best friend driving a 
support vehicle.

The walk, which takes in some of Scotland’s most 
beautiful and breath-taking scenery, was a tough 
challenge and Anthony was spurred on through 
bruises and blisters by the thought that his dad, 
Tony, was with them every step of the way.

He knew that even the toughest times of the walk 
were nothing compared with the pain many brain 
tumour patients endure every day.

The walk was something Tony would have loved. 
He’d been a keen walker and was fit and healthy.

However, in spring 2013, Tony had a seizure  
at work. Initially, the medical team suspected  
a stroke. He was later diagnosed with  
adult onset epilepsy but continued to  
experience pressure in his head. An MRI  
scan revealed a large tumour in his brain.

Within two weeks, he was in surgery having 
a biopsy. The results showed a grade four 
glioblastoma − incurable, life-limiting and 
rapidly life-altering.

Although Tony underwent all the available 
treatment options, including radiotherapy and 
chemotherapy, the tumour continued to grow  
and he passed away in July 2016. 

In memory of his dad who 
was lost to a brain tumour 
aged 57, Anthony Callan 
challenged himself to walk 
the 96-mile West Highland 
Way, raising over £7,000 
for our cause.

WEST HIGHLAND WAY
WALKED TO RAISE 
FUNDS IN MEMORY 
OF BELOVED DAD

Anthony was overwhelmed  
by the support he received for 

his West Highland Walk from his 
friends, family, colleagues and 

local businesses

He now wants to inspire others to take part in 
our Walks of Hope. Taking place across the UK 
on Saturday 29th September, they include a 
14-mile Scottish walk along the shores of the 
wonderful Loch Lomond – ‘a wee bit of the West 
Highland Way’.

If you’re inspired and fancy an enjoyable day out whilst fundraising 
for our vital cause, please sign up for any of our regional  

Walks of Hope on our website: 
www.braintumourresearch.org/walks-of-hope

If you’d like to set up and 
organise a Walk of Hope for 
Brain Tumour Research in your 
own area, please complete 

our fundraising enquiry form 
and we’ll be in touch: 

www.braintumourresearch.org/
fundraise-for-us



INSPIRING LITTLE FUNDRAISERS

Make an early start on  
Wear A Hat Day 2019. 

Register today at: 
www.braintumourresearch.org 

/wahd-register
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WEAR A HAT DAY 2018

Wear A Hat Day this year  
was brilliant. You took part  
in your thousands and all 
over the country there was  
a sea of colourful hats and  
the buzz of funds being 
raised at a cornucopia of 
amazing, hattastic events.

Special Wear A Hat Day thanks go to seven-year-
old Siena Guglia and her six-year-old brother, 
Rafaele, from Solihull.

They began their fundraising by challenging 
themselves to run a mile to raise money in 
support of Nonno, their grandfather, who has a 
brain tumour and is currently receiving treatment. 

However, they went above and beyond by 
persuading some of their friends to join them in 
their run as well.

It didn’t stop there, though. Thanks to their 
fantastic efforts, the dynamic duo ended up 
collecting more than £3,600!

Siena and Rafaele helped organise Wear A Hat 
Day at their school and asked their classmates, 
teachers and staff to wear a hat as well as buy 
pin badges and wristbands to raise funds.

They also got a local pub involved and, in return 
for a donation, provided hot drinks to parents 
and carers outside their school while they were 
dropping their children off.

Next on Siena and Rafaele’s fundraising 
hitlist were Hobbycraft and Halfords after both 
businesses agreed to allow them to collect outside 
their stores.

The pair’s fantastic efforts caught the attention 
of their local media. They featured in the 
Solihull Observer newspaper and were on 
Solihull Radio twice. 

Both children had a great time in the radio studio. 
They loved talking about their fundraising and 
were thrilled that their story raised awareness of 
brain tumours among thousands of listeners in 
the West Midlands.

At the end of their marvellous fundraising 
efforts, Carol Robertson, our Head of Community 
Fundraising (North) was delighted to present 
Siena and Rafaele with special Fighting Force 
medals for their outstanding achievements.

THANKS FOR 
A FANTASTIC

29
MARCH

FRIDAY

20
19

TH

Mum Olivia, Siena,  
Carol Robertson  

and Rafaele

Your loyal support will  
help us to continue  
funding research at our 
four UK Research Centres  
of Excellence.

Thank you to everyone 
who registered and to all 
of you and your supportive 
organisations that took part 
in Wear A Hat Day 2018. 

Rafaele 
and Siena 
at Solihull 

Radio



There’s still time to donate to Siena and Rafaele’s fundraising – please visit: 
www.justgiving.com/fundraising/olivia-guglia
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Rafaele and Siena at school, 
Wear A Hat Day 2018
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The air was full of fragrant fundraising 
in June when we asked everyone to 
get involved in Wear A Flower Week.

Taking place at the same time as British Flowers 
Week, the campaign was fronted by our celebrity 
ambassador Danny Clarke, known as TV’s The 
Instant Gardener.

Following his successful BBC series, Danny posed 
for a great photo for our posters and asked 
people to take a leaf from his book by wearing a 
buttonhole and donating to the cause. 

Danny was inspired to support Wear A Flower 
Week because his sister, Margot McLellan, died 
of a glioblastoma multiforme brain tumour at 
the age of 52. 

We were also proud to be supported by The Jane 
Packer Foundation, one of our Member Charities. 
Jane was a world-famous floral designer who 
built a global reputation for outstanding creativity 
in the world of flowers, and she set up shops and 
schools in London, New York, Tokyo, Seoul and 
Hong Kong. 

Sadly, her life was cut short by a brain tumour in 
2011. In her memory, her husband, Gary Wallis, 
set up the foundation to increase awareness and 
raise funds.

Florists across the country got 
involved in encouraging everyone 
to wear a flower, symbolising hope 
and helping support vital research

WEAR A
FLOWER

WEEK Benjamin Koop, from Venus Flowers in 
Manchester, backed the campaign locally and 
provided customers with help on choosing the 
right flower for the right attire.

He said: “We’re delighted to take part in 
this new campaign. It’s a bit of fun for such 
a vital cause. I was aware of the charity’s 
Wear A Hat Day campaign and this is a 
new way of encouraging those of us in the 
floristry business to get involved.”

We were also delighted by the support from David 
Evans, the influential style blogger and writer 
known as ‘Grey Fox’ who promoted the campaign 
across social media.

Wear A Flower Week gave everyone the perfect 
reason to accentuate their appearance with a 
flower and we were delighted to see so many 
buttonholes, wrists, necks and heads all elegantly 
accessorised with gorgeous floral creations.

WEAR A FLOWER WEEK

David Evans, 
style blogger 

and writer

Danny 
Clarke, TV’s 
‘The Instant 
Gardener’

SCENTED  

SUMMER  

SUCCESS FOR  

FLOWERS  
OF HOPE

Watch out for 
next summer’s 

scented 
fundraiser!

DO LUNCH!
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DO LUNCH! REMEMBERS 
HUSBAND AND FATHER 
LOST TO A BRAIN TUMOUR
July was full of Do Lunch! foodie fundraising with 
supporters making the most of the fantastic weather, 
getting together with friends, families and colleagues to do 
lunch and raise funds to support our mission.

For Shaz Hetherington, the Do Lunch! party she hosted in her back garden 
on Sunday 8th July was a particularly special and poignant occasion.

It was in memory of her husband, David.  
Sixty of David and Shaz’s family, friends  

and colleagues attended and the  
get-together raised £600

David and Shaz met while working for HSBC at Canary Wharf.  
David was strong, fit and healthy but, within months of their  
marriage, he started experiencing speech arrests.

He was initially diagnosed with a low-grade brain tumour when Shaz 
was 31 weeks pregnant with their first child. Over time, David’s tumour 
developed into a grade four glioblastoma and he underwent gruelling 
chemotherapy, radiotherapy and immunotherapy.

He passed away in November 2016, aged just 39, leaving two young 
children, Layla and Daniel. David had a unique personality and was  
an avid fundraiser. Shaz has continued his legacy and, with the help of 
others, has already raised around £25,000 to help us get closer to a cure  
for brain tumours.

In his memory, and on what would have been David’s 41st birthday, Shaz 
recently launched Power of David, one of our latest Fundraising Groups.

As she explained: “The Group’s name comes from David’s ability to 
impact others in a positive way. Wherever he went, he carried hope, 
light and humour with him, leaving a little bit of each with everyone 
he encountered.”

The first official Power of David event will be the David Hetherington 
Memorial Walk of Hope on Saturday 29th September, which will see  
a group of supporters undertake a sponsored walk round the Queen  
Elizabeth Olympic Park in London.

SCENTED  

SUMMER  

SUCCESS FOR  

FLOWERS  
OF HOPE

DO LUNCH!

If you’d like to set up a Fundraising 
Group to help maximise the money 

we raise, please email us on: 
fundraising@braintumourresearch.org

or call us on 01908 867200

If you’d like to join this or any 
of our other regional Walks 

of Hope – taking place 
across the country from 

Portsmouth to Scotland – find 
out more on our website: 

www.braintumourresearch.org/
walks-of-hope



FIGHTING FORCE HEROES
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The late Bank Holiday in May was fantastic in more ways than one.

The weather was great and a whopping £25,750 was raised in the fight against brain tumours 

after a group of our supporters abseiled Portsmouth’s tallest building,  

the 94-metre-high Spinnaker Tower.

NEARLY £40,000 

 THE HEIGHTS OF FUNDRAISING

Twenty-year-old Ben Williets (pictured  
right) a student at the University of  
Portsmouth, was inspired to complete the  
challenge after his dad was diagnosed with a brain tumour.

Gosport local, Lucy Aitchison, and her sister-in-law, Corinne Aitchison, also took part. Lucy’s cousin, 
Elsie, was only two when she was diagnosed with a brain tumour, an anaplastic medulloblastoma, 
which left her with daily physical struggles, including effects on her walking.

Michelle King, (pictured above) a teaching assistant from Emsworth, took on the challenge in 
memory of her sister, Theresa Avey, who died in 2011, aged 37.

Another local resident braving the abseil was dental nurse, Samantha Eastwood, who took on the 
challenge in memory of her young friend.

Local businessman Mike Watts, completed the abseil after meeting people diagnosed with a brain 
tumour at his shop, Solent Mobility, in Lee-On-The-Solent.

Kayleigh Millen, an Administrative Assistant for Zurich Insurance UK, also joined the fundraising 
efforts and the amount she raised was match-funded by Zurich Community Trust, the charitable  
arm of the company.

Many of those who took 

part had been affected 

by brain tumours in some 

way, with most participating 

in memory of a family 

member or friend.

In another freefall earlier this year, the family 
and friends of Rachel Bridger marked the 
first anniversary of her death by abseiling 
down the ArcelorMittal Orbit, the UK’s tallest 
sculpture. Standing 114.5 metres tall in 
London’s Queen Elizabeth Park, the sculpture 
was a landmark for the 2012 Olympic Games.

Gareth Bridger and Stuart Brown 
(Rachel’s husband and brother) took on the 
challenge with two of Rachel’s friends, Laura 
Dabbs and Simon Greet. They raised over 
£2,000 and the event raised over £14,000  
in memory of Rachel who died the day  
after being diagnosed with a brain tumour.
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NEW CORPORATE CHALLENGE EVENTS

A great way to get your 
organisation involved in 
supporting Brain Tumour 
Research is by encouraging 
them to take part in one 
of our new Corporate 
Challenge events.
These offer a fantastic win-win opportunity for any 
company taking part. As an employee, you’ll be 
inspired by the chance to join something novel and 
exciting as well as the feel-good factor that comes 
with supporting a vital cause.

As an employer, you’ll benefit by building loyalty as 
well as teamwork and camaraderie.

We’re pleased to offer a choice of four fantastic new 
adventures, three in the UK and one in China. Event 
dates vary but begin in September 2018.

In addition to these exclusive Corporate Challenge 
events, we also have a great range of other exciting 
events that are ideal to support your Corporate 
Challenge team.

These include world-class running events,  
challenging cycling events and picturesque treks.  
For more information, please go online:  
www.braintumourresearch.org/
corporate-challenge-events 

The idea that your organisation could invest in our 
powerful cause – supporting world-class research into 
brain tumours and offering hope to the thousands of 
people diagnosed and living with a brain tumour every 
year – is a motivational opportunity  
too good to miss!

LET’S CONQUER IT 

TOGETHER

All our Corporate Challenges are looked  
after by Michele Gray, our dedicated Head  

of Corporate Fundraising.

Michele will personally follow up on any company 
expressing an interest and will be delighted to  

help you engage your organisation.

Interested? Get in touch via our website:  
www.braintumourresearch.org/corporate-events-register

GREAT WALL  DISCOVERY − CHINATraverse one of the 
wonders of the world  
on this epic trek of  a lifetime

BEAR GRYLLS  
SURVIVE THE  
WILD – UK

Have you got what  
it takes to survive  
in the wilderness?

Coast 
to C

oast 
 

Cycle 
 

Challe
nge −

 UK

Iconi
c cyc

ling  

journ
ey ac

ross 

spect
acula

r  

north
ern E

nglan
d

Snowdon Triple Challenge − UKClimb, bike and kayak in this extraordinary Welsh mountain challenge

Together
we will

find a cure

Thank you
for your
support
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RESEARCH UPDATES

UPDATES FROM   
OUR CENTRES  
OF EXCELLENCE

Glioblastoma 
multiforme  

(GBM) cell image.  
Credit: Professor 

Silvia Marino,  
Queen Mary 

University  
of London

Research into glioblastoma multiforme (GBM) at Queen 
Mary University of London is building momentum.  
The team is identifying differences between GBM tumour 
cells and healthy brain cells that can be targeted with drugs 
likely to have the greatest success with the least side effects.

This project, which has a strong focus on developing individualised drug 
treatment regimes for each patient, is set to be of global significance in the 
race to find a cure.

As part of a lab-wide suite of refurbishments, our scientists at the 
University of Portsmouth have now got a new dedicated cell culture 
room, enabling the researchers to investigate the influence of variable  
oxygen conditions representative of actual levels within the human brain. 

This will allow them to progress vital research into potentially therapeutic 
drugs travelling across the blood-brain barrier – the brain’s master defence 
mechanism designed to stop toxins from reaching this critical ‘life-control’ 
centre – as well as gleaning further insights into brain cancer cell metastasis 
from melanoma, breast and lung cancers. 

The University of Plymouth is Europe’s leading research institution for 
low-grade brain tumours. Our team’s dedicated hard work has identified 
a range of mutations in brain cancer cells that initiate tumour progression 
and drive tumour growth, potentially transforming slow-growing low-grade 
glioma tumours into more immediately life-threatening high-grade gliomas.

Over the coming months, our 
researchers will expand the scope of 
their work to include testing new drugs 
that influence immune cells or the 
environment within the cancer cells,  
as well as the mutations themselves. 

Our west London Centre of Excellence is a partnership with both Imperial 
College London and Charing Cross Hospital (run by Imperial 
College Healthcare NHS Trust). 

This is a collaboration between laboratory and clinic, with a particular 
focus on developing new clinical tools and studies into how nutrition can 
be used in the treatment and management of brain tumours, including 
the ketogenic diet.

The Centre is about to publish pioneering research results showing the 
effectiveness of depriving brain tumour cells of an amino acid called arginine 
and is planning new clinical trials in London.

You can keep up to date with all the latest  
research news from our Centres and elsewhere  

on our website here: 
www.braintumourresearch.org/research-news 
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Members of the SMAB are chosen due to 
their internationally regarded experience 
and expertise, enabling them to provide 
scientific support and advice to the charity, 
our researchers and our Board of Trustees.

Our SMAB helps to ensure that we are 
investing in high-quality, peer-reviewed 
research that serves the best interests of 
patients, scientists and clinicians, and provides 
the very best basis for effective clinical trials 
and eventually new therapies that will bring 
us closer to a cure for brain tumours.

This process of peer review is internationally 
recognised as best practice for ensuring that 
charity funds are spent wisely and effectively. 
Our reputation for playing an invaluable 
role within the UK brain tumour research 
community is reflected in the fact that we 
are a member of the Association of Medical 

Research Charities and one of only  
19 partner organisations of the National  
Cancer Research Institute.

Chair of the SMAB, Professor Garth 
Cruickshank, explains more: “The SMAB 
provides a range of expertise in both 
laboratory and clinical research from 
the UK, Europe and the US, with many 
of us having studied or worked at 
prestigious institutions at key stages 
of our careers.

Brain Tumour Research funding is 
dedicated to building a strong network 
of experts in sustainable research at 
UK Centres of Excellence, a strategy 
that provides firm foundations 
on which to build international 
collaborations and exchanges of  
both knowledge and staff.

This visionary strategy is now starting 
to pay exciting dividends, and I look 
forward to supporting the charity as 
we move forward into a new era  
of brain tumour research, supported  
by the generous donations that  
enable researchers to continue their 
vital work.

We cannot rest until the national 
investment for research into brain 
tumours is £30 - £35 million a year,  
in line with other major cancers such  
as breast and leukaemia.

Alongside you, our supporters, we will 
contribute with our own fundraising 
efforts to the national investment so 
that more resources can be dedicated 
to finding the cure for brain tumours 
which, to date, has proved elusive.”

SCIENTIFIC AND 
MEDICAL ADVISORY 
BOARD Our Scientific and Medical Advisory 

Board (SMAB) provides independent, 
objective reviews of our research 
programme and strategy.

Professor Garth Cruickshank, 
Chair of the SMAB

For more information on our 
SMAB, please visit our website: 

www.braintumourresearch.org/SMABC
redit: Brain Tum

our Support



RESEARCH UPDATES
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HOW DOES A 
KETOGENIC 
DIET AFFECT 
BRAIN TUMOURS?
When the James Lind Alliance asked neuro-oncology patients, caregivers 
and clinicians which research questions were most important to them, 
top of the list was: Do lifestyle factors (for example, sleep, stress, diet) 
influence tumour growth in people with a brain or spinal cord tumour? 

Researchers led by Dr Nelofer Syed from our Centre of Excellence at 
Imperial College London are studying the ketogenic diet: a high-fat, 
low-carbohydrate diet that requires careful measurement of proteins.

Developed in the 1920s as a medical diet to control seizures, it is still 
used throughout the NHS to manage epilepsy in children who don’t 
respond to medication. Recently, there has been a surge in interest 
regarding the potential of the ketogenic diet as a method of helping deal 
with having a brain tumour, particularly when seizures are present. 

Restricting carbohydrate intake reduces blood glucose and forces the 
body to produce an alternative form of energy from fat called ketones, 
which healthy brain cells can easily utilise. 

Since cancer cells prefer to use glucose, a ketogenic diet could 
starve the tumour of this important source of energy. Recent data has 
also shown that similar effects can be obtained using medical-grade 
ketone supplements. 

Preclinical laboratory research has demonstrated many positive effects, 
including slowed tumour growth and invasion, increased sensitivity to 
radiation and chemotherapy, increased immune response, as well as 
reductions in oedema (a build-up of fluid in the body which causes the 
affected tissue to become swollen), inflammation and angiogenesis 
(the development of new blood vessels that bring nutrients and energy 
to the tumour). However, little is known about how the ketogenic diet 
brings about these multiple effects.

The Imperial College studies will also suggest potential biomarkers – the 
biological molecules found in blood, other body fluids, or tissues that are 
signs of a normal or abnormal process, condition or disease – that could 
help to identify patients most likely to benefit from this therapy.

For more information about the pioneering work 
taking place at our Research Centre of Excellence at 
Imperial College London, please visit our website: 

www.braintumourresearch.org/imperial-college-london

Help fund our work, which includes building a game-
changing network of experts in sustainable research 
at our dedicated UK Centres of Excellence and let’s 

put an end to brain tumours once and for all:  
www.braintumourresearch.org/donate-now
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BNOS CONFERENCE 2018: 
CURRENT AND FUTURE 
APPROACHES TO EVIDENCE-BASED 
NEURO-ONCOLOGY
The British Neuro-Oncology Society (BNOS) annual conference 
(held in July this year) enabled researchers and clinicians to share 
breakthroughs and best practice as they strive for improved care and 
outcomes for patients. 

We sponsor the BNOS Young Investigator of the Year Award, which was 
won this year by Dr Rasheed Zakaria for his work on brain metastases.  
It was presented by Professor Silvia Marino, BNOS President and Head of 
our Centre of Excellence at Queen Mary University of London.

Professor Garth Cruickshank, Chair of our Scientific and Medical Advisory 
Board, gave an overview of new NICE guidelines for the treatment of 
primary brain tumours, meningiomas and brain metastases in adults.

An important change is that a chemical dye called 5-amino levulinic 
acid (5-ALA) has become the gold standard for patients with high-grade 
gliomas whose surgical outcomes could be improved by consuming 
the ‘pink drink’ prior to surgery, and this will now be rolled out to all of 
England’s neurosurgical units.

This drink makes tumour cells glow under ultra-violet light during the 
operation, making it easier for surgeons to accurately remove more of the 
tumour whilst avoiding normal brain tissue.

Other important changes for patients with metastases to the brain 
from primary tumours such as breast or lung, are the use of targeted 
radiotherapy (stereotactic radiotherapy) to reduce the risk of damage to 
the rest of the brain.

Noteworthy also is the initiative to encourage referral for neurological 
rehabilitation assessment of physical, cognitive, and emotional function 
during all stages of treatment including long-term follow-up for all types 
of brain tumour patients.

Much useful information in the form of tables is now available 
in the guidelines to support clinical decision making as a shared 
exercise with patients. 

However, the NHS is unable to offer Tumour Treating Fields (TTF), the 
‘Optune’ device used by Tessa Jowell, as part of the management of 
recurrent high-grade glioma because the technology is not yet cost-
effective.

A number of research teams are working to make it more  
successful at treating tumours, as well as less costly, so this decision  
will be reviewed as the evidence develops.

The gathering and sharing of data analysed by increasingly complex 
software appeared during the conference in a number of different contexts, 
from genetic profiling of tumours to interpreting scans.

Our Member Charity brainstrust is leading the way in utilising patients’ 
clinical data with its Get Data Out campaign in partnership with NHS 
England. This will help to inform our future campaigns.

Get all the latest conference news and research 
outcomes by subscribing to our weekly  

e-news bulletin delivered to your inbox every  
Friday morning: 

www.braintumourresearch.org/subscribe

Dr Rasheed Zakaria

Professor Silvia Marino and  
our Chief Executive, Sue Farrington Smith MBE
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FUNDRAISING GROUPS

Clarion Housing Group has raised £80,000 to 
help our research into finding a cure for brain 
tumours, in just one year. The money has been 
raised in memory of Darel Bryan who worked in 
Clarion’s Bromley office as a Housing Officer 
and tragically passed away in 2016 aged just 34.

CLARION HOUSING GROUP 
RAISES £80,000 FOR THE 
DAREL BRYAN FOUNDATION

To make a donation to The Darel Bryan Foundation, please go to 
www.justgiving.com/teams/TheDarelBryanFoundation 

If you’d like to set up a Fundraising Group to help maximise the money we raise for vital research, please let us know!  
Email us at fundraising@braintumourresearch.org or call us on 01908 867200

Darel’s partner, Natalie Overs, and his family 
set up The Darel Bryan Foundation as one of 
our Fundraising Groups, and Clarion decided to 
support it by raising £100,000 over three years.

Thanks to the determination of staff and generous 
match-funding from the business, 80% of that 
target has been reached in the first year alone.

Clarion colleagues took part in dress-down 
days, cake sales, raffles, quiz nights and 
various sponsored sporting events and raised an 
impressive £40,000, which was then matched 
by Clarion.

Chief Executive of Clarion Housing Group, Ruth 
Cooke, said: “When we pledged our ongoing 
support to the Darel Bryan Foundation 
last year, we promised to do everything 
we could to make it a success – including 
matching every pound that was raised – 

so I’m thrilled to be presenting a cheque for 
80% of our three-year fundraising target 
after just one year.

“I know this money will make a very real 
difference and will contribute towards a 
lasting legacy for Darel.”

Our Director of Fundraising, Robin Meltzer, 
commented: “This phenomenal amount 
raised in just one year represents the cost 
of a month’s worth of research at one of our 
four Centres of Excellence, bringing us closer 
to finding more effective treatments for 
brain tumours, and ultimately a cure.”

Read more  
about our Corporate  

Partnerships on  
pages 26 and 27
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Leah is now tumour-free. However, she still 
has to have regular MRI scans to check that 
a tumour hasn’t started to regrow, and her 
extensive treatment has left her with long-term 
side effects, which she has to deal with on a 
daily basis.

Leah’s mother, Joanne, was shocked to 
discover how many children are affected by 
the disease so she set up the Fundraising 
Group Leah’s Fairy Fund. 

In a whirlwind of fundraising, the group has 
since raised £14,000 from events such as 
haircuts, body waxes and shaves, taking part 
in Wear A Hat Day, an abseil and running in 
both the London Marathon and the Torbay 
Half Marathon.

Now six years old, Leah recently called on 
other children in her home town of Paignton to 
join her in a superhero fun run. More than 80 
children took part, fancy dress was optional and 
everyone was asked to run, walk, jog or skip 
around the track.

As Joanne explained: “Participants could 
dress up as their favourite superhero if they 
wished and, during a half-hour period, they 
could do as many laps as they chose. It was 
really exciting and we were very grateful to 
those local businesses whose sponsorship 
covered all our outlays.”

The event raised £2,778 – more than the 
equivalent of the cost of a day’s research at one 
of our Research Centres of Excellence so Leah’s 
Fairy Fund will be able to place a tile on the 
Wall of Hope at the Centre at the University of 
Plymouth for everyone to see.

Leah Martin was just two years old when her 
distraught parents were told that she had a high-grade 
medulloblastoma brain tumour. After her diagnosis, 
Leah underwent several operations as well as gruelling 
chemotherapy and radiotherapy.

There’s still time to donate to Leah’s fun run. Please go to 
www.justgiving.com/Leahs-superheros

KIDS’ SUPERHERO FUN RUN
HELPS FIND A CURE FOR  
BRAIN TUMOURS

Leah’s Fairy Fund
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SIGN UP FOR AMAZON 
SMILE AND FUNDRAISE 
FOR FREE WHILE YOU 
SHOP ONLINE!

FUNDRAISING

Amazon Smile is a new simple way to 
support us raise vital funds and help 
in the fight against brain tumours 
while shopping on Amazon, all at no 
extra cost to you. 

Since its launch, Amazon has donated over 
$69 million to charities through Amazon 
Smile in the USA alone. More than 2,000 
UK charities have now registered and 

millions of products across every department 
qualify for a charitable donation.

Shopping on Amazon Smile is the same as 
shopping on Amazon and items eligible for 
charity donations are clearly marked as such 
on the product details page.

Select Brain Tumour Research as your  
chosen charity and then 0.5% of every  
 

purchase you make (excluding VAT, shipping 
fees and returns) on Amazon Smile will 
automatically be donated to us;  
free to you!

You can also sign up to easyfundraising and 
raise money for us for free while shopping with 

other retailers online. Sign up today at:  
www.easyfundraising.org.uk  
It doesn’t cost you a penny!

Over time, along with those from other Brain Tumour Research 
supporters, your donations could add up to a significant amount.

They will help advance life-saving research and raise much-
needed awareness about brain tumours.

Start using Amazon Smile today 
and help us get closer to a cure.  

Visit www.smile.amazon.co.uk
• Enter your Amazon login details

• If you don’t have an Amazon account, click  
Create your Amazon account and follow  
the instructions

• Select Brain Tumour Research as your charity 
(you can type Brain Tumour Research into the 
search bar to find us)

• Bookmark www.smile.amazon.co.uk on 
your computer and remember to visit Amazon 
Smile (instead of Amazon) every time you shop 
there, in order to trigger further free donations!

You shop. Amazon gives.
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GIFTS OF HOPE

Have you ever considered 
leaving a gift in your Will  
to help our vital work? 
Remember A Charity Week is a good time to think about it. Once again, 
Brain Tumour Research will be supporting this annual campaign − which 
runs from 10th to 16th September − to highlight the importance of leaving 
a gift to a charity. 

The focus this year will be on how you can pass on something wonderful and 
why leaving a gift is so important. 

For example, a gift in your Will to Brain Tumour Research could rapidly 
accelerate our research and fast-track new discoveries.

It could be your legacy and could offer hope for the families of the thousands 
of people in the UK diagnosed with this devastating disease every year.

Almost half the UK population doesn’t have a valid Will and this can cause 
serious implications for families and loved ones after someone’s death. 

That’s why Remember A Charity Week is so important. It not only 
encourages everyone to have a valid Will but it also raises awareness  
of how your generosity could make a real difference to a cause that’s close 
to your heart. 
 
 
 
 
 
 
 
 
 
This event will be hosted by our  
Gifts in Wills Manager,  
Gary Kelly, and includes a  
bespoke tour of the laboratories. 

Attendees will also meet our scientists and learn  
about their ground-breaking research and see first-hand  
the difference that gifts in Wills can make to brain tumour research and 
everyone diagnosed with a brain tumour.

We’re already planning further Gifts in Wills events – one in Plymouth on 
20th March next year and one in June in London.

If you’re interested in attending any of our  
Gifts in Wills events, please get in touch with 

Gary Kelly on either 01908 867200 or via email 
legacy@braintumourresearch.org

THINK OF BRAIN 
TUMOUR RESEARCH 
THIS ‘REMEMBER  
A CHARITY’ WEEK

To help you understand the huge value of leaving 
a gift in your Will, we’re announcing a series of 
exclusive Gifts in Wills events taking place at our 

Centres of Excellence and possibly elsewhere. 

Our first event takes place on Tuesday  
11th September at our Research Centre of Excellence  

in the University of Portsmouth.
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SUPPORTER STORIES

He learnt to play the euphonium as a very 
young boy and joined his first band at the 
age of eight! He spent more than 40 years as 
a member of the Polypipe Rossington Band.

In 2014, Alan was diagnosed with a 
glioblastoma multiforme (or Tommy,  
the uninvited guest as he liked to call it)  
just a year after meeting Sarah, his partner 
and soulmate. Sadly, he passed away in 
January 2018.

After his diagnosis, Alan was determined  
to live what life he had left to the full and  
he dedicated himself to raising awareness 
and fundraising. 

His efforts, and those of many others 
inspired by him (including a whole raft of 
family, friends and many members of the 
brass bands in which he had been involved) 
have raised around £22,000 for our cause 
through various events.

In April, a group of professional musicians 
with a total of over 250 years’ experience 
played at a musical evening in Doncaster to 
raise funds in memory of Alan and in July 
his two sons, Darren and Andrew, joined 
thousands of people pounding the city’s 
streets in the Leeds 10k.

In November last year, a group of friends 
made during Alan’s 57-year association with 
brass bands, celebrated his 65th birthday and 
came together again at Christmas, gathering 
outside his window at his nursing home to 
play carols.

Shortly before Alan died, Sarah posted this 
beautiful message on Facebook: “It’ll be 
four years on 11th Jan since you were 
first taken poorly and that’s one hell 
of an achievement!!”

Call us on 01908 867200 or email  
media@braintumourresearch.org

If you have a story you’d like to share and see 
published on our website, please get in touch with 
our regional PR team and they’ll be happy to help.

Alan Needham was a committed 
and valued supporter of Brain 
Tumour Research. He worked for 
over 30 years in Her Majesty’s 
Prison Service but was best-
known for playing in and 
conducting brass bands  
across South Yorkshire  
and Lincolnshire.

BRASS RAISED IN MEMORY 
OF POPULAR BANDMASTER 
TO HELP FIGHT BRAIN 
TUMOURS

Andrew and Darren Needham 
at the Leeds 10K run

Alan Needham  
conducting ‘Boobs & Brass’  
in 2016
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One of our supporters,  
Kathryn White, has written 
her first book. Life Matters, 

published earlier this year, is a 
personal account of how grief 
and horses changed her life.

LIFE  
MATTERS

We list a range of recommended reads on our website here:  
www.braintumourresearch.org/recommended-reading  

If you’ve read or written a book that you think should be included,  
please send us an email with the details to marketing@braintumourresearch.org

 

Just 

1%
of the national spend
on cancer research 
has been allocated to

this devastating
disease 

You can  
order your copy  

online via  
Amazon Smile

In 2008, Kathryn’s husband Ian was diagnosed 
with a glioblastoma multiforme brain tumour; he 
died just nine weeks later. Widowed at 37 and 
overwhelmed, Kathryn vowed to live the life she 
had dreamt of as a young child, to honour Ian 
and the dreams he never got to fulfil.

Life Matters is an inspirational and heart-warming 
story of how Kathryn’s courage and determination 
– along with her unwavering love of horses –  
has helped her to rebuild her life. 

Extracts from Kathryn’s diary provide poignant 
insights into her emotional state during Ian’s 
illness and following his death. Despite the 
sadness of a life lost to this devastating disease, 
Kathryn punctuates her story with warmth  
and humour.

Kathryn shares the challenges she’s faced, the 
‘angel signs’ she’s received, and the therapies 
and counselling that have helped her move 
forward. She also details how animals have 
aided her recovery and describes her adventures 
while competing in the thrilling equestrian sport 
of Eventing. 

Running has become a recent passion, and 
Kathryn enjoys going out for runs with her 
dog, Mole. Last year, she completed her first 
half-marathon, bringing her total raised for our 
cause to £2,500.

Regardless of whether you’re on a similar  
journey or are just looking for guidance to help 
you through difficult times, Life Matters offers 
hope for all readers.

Sue Farrington Smith, our Chief Executive, 
commented: “Life Matters is a story of 
strength over adversity and one which  
sadly many people will relate to.”

Life Matters is available to purchase in paperback 
or as an e-book for Kindle. A percentage of the 
proceeds will be donated to Brain Tumour Research. 
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 Cherise Gould (right) 
and her fellow runner, 
Amy Drummond

 Olly and Beth  
George with  
their mum

Angus Cameron 

Olly and Beth George ran in memory of their 
dad who sadly died from a brain tumour 
earlier this year. They aimed to raise £7,000 
but, even before they started the race, they’d 
more than doubled the figure and have now 
achieved almost £16,000.

Kimberly Hemani took on the challenge in 
memory of her uncle and raised over £8,700. 
She told us: “Completing the London 
Marathon has always been such a 
dream of mine, and now I’ve done it! 
My family and friends have helped me 
to raise an incredible amount.”

One of our supporters, Cherise Gould, 
smashed her target and raised £4,500. 
She told us: “Running the London 
Marathon for Brain Tumour Research 
was definitely one of the best days of 
my life! The sense of achievement was 
amazing. I have never felt so proud  
of myself!”

Angus Cameron ran for us and was on 
course to finish in under three hours, when 
his leg gave way 50 metres from the end! 

He was determined to get across the finish 
line and tried hobbling – but he’d broken 
his leg, so his dream ended with just metres 
to go. Angus is still hoping to beat his 
fundraising target of £5,000 and there’s  
still time to donate:  
www.justgiving.com/angusjmcameron

Amazingly, Angus told us: “I’m 
determined to run again in 2019 – 
who knows what time I’ll be able  
to achieve after this  
but I’ll certainly be  
training again when  
I’ve recovered!”

The fundraising in support of our awesome runners resulted 
in over £315,000, representing almost a month’s worth 
of research at each of our Centres of Excellence! We are 
incredibly humbled by this astonishing achievement.

The London Marathon is the jewel in the crown of the world’s running calendar! 

Despite it being the marathon’s hottest day on record, we still saw a fantastic team of 73 people  

run this amazing event for us this year – thanks to each and every one of you; we and our  

researchers are all very grateful.

BEST EVER VIRGIN MONEY 

LONDON MARATHON

Do you want to join our heroic London  
Marathon 2019 team?  

Visit our website for further details: 
www.braintumourresearch.org/ 

london-marathon
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CHARITIES, TRUSTS AND FOUNDATIONS

The London Marathon is the jewel in the crown of the world’s running calendar! 

Despite it being the marathon’s hottest day on record, we still saw a fantastic team of 73 people  

run this amazing event for us this year – thanks to each and every one of you; we and our  

researchers are all very grateful.

BEST EVER VIRGIN MONEY 

LONDON MARATHON

Clowns in the Sky sponsors entertainers in 
children’s wards in hospitals and supplies arts and 
crafts materials and sensory trolleys. It also gives 
financial support to families who have a child 
with a brain tumour and provides grants to help 
fund research.

The blood-brain barrier is a membrane that 
protects the brain from toxins. It can also prevent 
certain cancer drugs from entering the brain, so 
some therapies developed for tumours elsewhere 
in the body remain ineffective in the treatment of 
brain tumours.

A key challenge in finding a cure for brain 
tumours is how to get drugs across the blood- 
brain barrier. To address this, our Portsmouth 
research team has developed two blood-brain 
barrier ‘models’ from human cells (see Believe 
Summer 2018, page 17) and the £30,000 
Clowns in the Sky grant will go towards 
progressing this important research.

In a recent review of the work at Portsmouth, the 
blood-brain barrier research was described as 
significant by our Scientific and Medical Advisory 
Board. Such feedback provides confidence to our 
donors and Trustees of the high quality of the 
research that they are helping us to fund.

In June, Jennifer’s parents, Donna Byrne 
(Development Manager for Clowns in the Sky) 

and Tony Cottee (Patron of the charity and 
ex-West Ham footballer) visited our Centre of 
Excellence at Queen Mary University of London 
(QMUL) after representatives from the charity  
had previously visited our Portsmouth Centre.

While at QMUL, they placed a tile on the Wall 
of Hope in memory of Jennifer and learned 
about research into glioblastoma tumours – the 
aggressive tumour type that Jennifer died from. 

We’re extremely grateful to 
Clowns in the Sky and Animal 

Free Research UK, which is also 
supporting this exciting research, 
and look forward to seeing the 

results of this investment. 

If you’re involved in an organisation that 
might consider awarding a grant to help 
us sustainably fund our Research Centres 

of Excellence, please contact us on  
01908 867200 or email us on  

info@braintumourresearch.org 
with some initial ideas or questions

CLOWNS IN THE  
SKY GRANTS 

Clowns in the Sky, the 
charity set up as a lasting 
legacy to three-year-old 

Jennifer Chambers who died 
of a brain tumour in 2004, 

has granted £30,000 to 
help fund research into the 
blood-brain barrier at our 
Centre of Excellence in the 
University of Portsmouth.

£30,000
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KEEP WARM 

THIS WINTER
PARTNERSHIPS

We’re delighted that amazing  
ethical hat brand KuSan Accessories  
are supporting our fundraising by  
designing two exclusive special-edition  
bobble hats and a selection of hat-themed keyrings.  
All are knitted in our pink and yellow brand colours  
and they’ll be available to buy from September.
KuSan prides itself on supporting small 
businesses and community groups. It makes 
stylish woolly hats, bags and accessories that 
are designed in London and handmade in 
Nepal from beautiful New Zealand wool.

The company was born out of travelling 
through Nepal, when its founders, Kurt and 
Sandra Fritzsch, fell in love with the country 
− its people, culture and stunning landscapes 
and especially its striking knitted clothing.

Since its foundation in 2000, KuSan’s 
reputation has quietly grown − from 
London’s skate parks to chic boutiques across 
Europe − and Kurt and Sandra were moved 

to support us after losing several family 
members to brain tumours.

Sandra said: “Our charity efforts have 
mostly concentrated on Nepal but  
we wanted to do something closer  
to home. Our partnership with  
Brain Tumour Research is something  
we feel passionate about.

“Over the years, we’ve lost several  
close family members to brain  
tumours, so being able to contribute  
to the ongoing research to fight  
this devastating disease is really 
important to us.”

The bobble hats will be available from good 
independent retailers across the country and online 

from www.hatsandcaps.co.uk For a list of stockists 
or to buy directly, visit www.kusan.co.uk

The keyrings can be bought exclusively from  
our eBay store for a recommended donation  

of £5 or more: bit.ly/kusan-keyring

Your organisation could fundraise for us too. To find out more, please visit www.braintumourresearch.org/corporate-fundraising 
Alternatively, please email us on fundraising@braintumourresearch.org or call 01908 867200 and we can work with you and your 
colleagues to design a rewarding partnership that works for both you and us.

KuSan will contribute £4 from every hat 
sold and all the proceeds from the sale 
of the keyrings will help fund our work, 
which includes vital research at our UK 

Centres of Excellence.

WITH GORGEOUS 

KUSAN HATS
Every hat purchased  

will help us get  

closer to a cure
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Here at the Brain Tumour Research charity, 
we’re fortunate this year to have new 
organisations joining our fundraising family.

Both Arconic Manufacturing (GB) Limited and 
DMH Stallard LLP appointed us as their 2018 
Charity of the Year while Clarion Housing, 
the country’s largest housing association, is 
currently one of our fundraising partners. 

Wear A Hat Day is our biggest annual 
fundraising campaign. Hobbycraft, the UK’s 
largest craft retailer is our retail partner and our 
official sponsor for 2018 was Specsavers, who 
are passionate about giving back to their local 
communities and offering affordable eye care, 
particularly as their optometrists can be on the 
front line of diagnosing brain tumours through 
eye tests and consultations. 

Other organisations that fundraise for Wear A 
Hat Day include KuSan Accessories and New Era 
Cap Company Limited.

Often, a business collaborates with us because 
there’s a connection with our cause. For 
example, someone in the organisation has 
recently been diagnosed with a brain tumour or 
a team member wants to fundraise in memory 
of a colleague.

We treat all our corporate partners as individuals 
and we understand that each business has its 
own DNA. We take time to understand what’s 
needed to make each collaboration special and 
to maximise the benefits for both sides.

Please help us to open up a 
dialogue with new corporate 

partners and find more 
organisations that can help 

spread our message to a  
wider audience

If you work for, or know of, an organisation 
that might have a synergy with our cause and 
would be open to discussing a partnership, 
please get in touch with our Head of Corporate 
Fundraising, Michele Gray, via email: 
partners@braintumourresearch.org  
or by phone: 01908 867200. 

Thank you to everyone 
who supports us.

PARTNERS SOUGHT 
FOR LONG-TERM 
RELATIONSHIP

Together
we will

find a cure

New Era Cap Company

Robert Ganpatsingh – Partner,  
DMH Stallard LLP  
Brighton Office

Specsavers – official 
sponsor of Wear A 

Hat Day 2018

Like all relationships, whether they’re with your 
nearest and dearest, friends, work colleagues or 
corporate partners, you get the best out of them 
by listening and responding to your partner’s 
needs and wishes.

WITH GORGEOUS 

KUSAN HATS
Every hat purchased  

will help us get  

closer to a cure
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CAMPAIGNING

Earlier this year, the All-Party Parliamentary 
Group on Brain Tumours (APPGBT) launched 
its first-ever Inquiry backed by Brain Tumour 
Research as its Secretariat. 
Parliamentarians and Brain Tumour Research were really 
keen to better understand the true cost of brain tumours  
in the UK for patients and their families. 

In our continuing quest to increase the national investment into brain tumour research, we recognised 
the importance of launching this Inquiry as it will support the business case for research investment in 
achieving parity with other cancers such as breast and leukaemia.

OUR CAMPAIGNING WORK  WITH THE ALL-PARTY
The Inquiry was discussed at the APPGBT on 
27th February. Members agreed on the Terms of 
Reference and the timeline for the Inquiry, which 
ran throughout the spring and summer, with the 
report being launched in late 2018. 

The Inquiry Panel Members include Derek 
Thomas MP (Conservative, St Ives), Right 
Honourable Alistair Carmichael MP (Liberal 
Democrat, Orkney and Shetland), Sarah 
Jones MP (Labour, Croydon Central), Dr Helen 
Bulbeck (Director of Services, brainstrust), Clare 
Normand (Head of Strategy, The Brain Tumour 
Charity) and Sue Farrington Smith MBE (Chief 
Executive, Brain Tumour Research).

The Brain Tumour Research  
web forum
An online forum for brain tumour patients and 
community members hosted on the Brain  
Tumour Research website was officially  
launched on 6th March at our Speaker’s House 
reception event.

The forum received over 200 submissions, 
detailing numerous financial impacts including 
early retirement, loss of driving licences and direct 
non-medical costs, such as hospital parking 
and support costs. These responses helped the 
Inquiry Panel identify key impacts and themes 
experienced across the brain tumour community.

PARLIAMENTARY GROUP  ON BRAIN TUMOURS

Campaign
with us

Help us
FUND THE

FIGHT.
Together
we will

find a cure

Influencing
the Government
and larger cancer

charities
to invest more in

brain tumour
research
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Sue Farrington Smith MBE 
Chief Executive,  
Brain Tumour Research

APPGBT Meeting 2018

OUR CAMPAIGNING WORK  WITH THE ALL-PARTY

Written submissions
Expert stakeholders were able to submit written 
evidence. For example, submissions were received 
from Cancer Research UK, The Christie NHS 
Foundation Trust, CLIC Sargent, Macmillan 
Cancer Support, Brain Tumour North West,  
Tom’s Trust and Headway. 

Oral evidence sessions
Between May and July, the Inquiry also held 
oral evidence sessions, hearing from a variety 
of stakeholders, including both smaller and 
larger charities, young people with a brain 
tumour diagnosis, researchers, doctors, surgeons, 
academics, representatives of drugs companies 
and, most importantly, brain tumour patients and 
their families. 

Members of the Inquiry Panel also used this 
opportunity to discuss topics with key individuals 
that had been raised by members of the public 
in submissions to the forum. Brain Tumour 
Research supporters featured heavily in the public 
session and we want to thank you for coming to 
Parliament – together we will find a cure.

Patient survey
We also ran a patient survey following the success 
of the web forum. This was designed to further 
quantify the financial impact on brain tumour 
patients and their families during diagnosis, 
treatment, palliative care or survivorship.

We’ll share the (anonymised) 
results with the APPGBT and 
summarise them in the next 
edition of Believe. Thanks to 
everyone who participated;  
we really appreciate your  

efforts with our campaigning 

Next steps for the campaign
The APPGBT Inquiry report, and its formal 
recommendations to Government, are currently 
in the process of being drafted. We’re expecting 
proposals outlining better support for brain 
tumour patients, by mitigating financial  
pressures families face, as well as a focus  
on the growing need to prioritise better cures  
for brain tumour patients.

We will, of course, keep you updated about the publication 
of the Inquiry report in the Latest News section of our website 

and on our e-news, which you can subscribe to any time here:  
www.braintumourresearch.org/subscribe

Expect some major new campaigning work from  
Brain Tumour Research off the back of all this.  

We’d love to get you involved helping us campaign  
across the UK. If you’re interested in becoming one  

of our Activists, please register today:  
www.braintumourresearch.org/campaign-with-us 

PARLIAMENTARY GROUP  ON BRAIN TUMOURS



CAMPAIGNING

Since the beginning of this year, a key Government report has been 
published and powerful policy announcements have been made, 
including the promise of a significant uplift in Government and 
charity investment towards tackling brain tumours has been secured.

A MOMENTOUS YEAR 
IN BRAIN TUMOUR 
CAMPAIGNING

New champions for the cause of brain tumour 
patients have also come to the fore, creating 
even more compelling forces for change. These 
included the late Dame Tessa Jowell who devoted 
her final months towards highlighting the plight 
of brain tumour patients. 

The publication of the Task and Finish Working 
Group Report coincided with new funding 
commitments from partners across the research 
sector. The UK Government confirmed it would 
contribute £20 million to brain tumour research 
via the National Institute for Health Research. 
After the passing of Tessa Jowell, this was doubled 
to £40 million. 

Cancer Research UK, in recognition of brain 
tumours as a cancer with poor survival rates, 
announced its investment of a further £25 
million. The new UK Brain Cancer Mission –  
now called The Tessa Jowell Brain Cancer Mission 
– is seeking to streamline and significantly 
increase funds channelled towards improving 
outcomes for brain tumour patients. 

We’ve been calling for an increase in funding for 
years and you helped us secure these wins! We 
are still a long way from parity on research spend 
with other cancers like breast and leukaemia 
though, as these new funds will be spent over 
five years and still fall far short of the £30 - £35 
million per year that we are demanding. We still 
need you to continue campaigning with us and 
raising funds to support our work. 

The All-Party Parliamentary Group on Brain 
Tumours (APPGBT), with our support and backing, 
has been campaigning for change for over 12 
years and is delighted with the recent progress.

The APPGBT will continue to play an important 
role over the coming years by raising awareness 
and ensuring all these announcements result  
in a tangible difference to brain tumour  
patients and their loved ones.

The July Annual General Meeting (AGM) of the 
APPGBT saw Parliamentarians celebrate the 
progress of the last year, elect officers and  
discuss the workplan for the coming year. 

The agreed focus for 2018/2019 will be driving 
forward the recommendations resulting from the 
Inquiry into the economic and social impacts of 
brain tumours, as well as providing support and 
scrutiny of the recent funding announcements 
from Government and others. 

The AGM concluded with the audience hearing 
from Dr Mike Batley from the Department of 
Health and Social Care, setting out how the 
Government doubled its contribution towards 
tackling brain tumours to £40 million and how 
this will be spent.

There is much more still to be done to help our 
community and we look forward to another  
year supporting the APPGBT in achieving  
its goals.

For all our latest campaigning  
updates, visit our website:  

www.braintumourresearch.org/campaigning  
where you can also register to  

campaign with us.
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UK BRAIN TUMOUR
SYMPOSIUM IN
SCOTLAND 2018

AWARENESS

RAISING AWARENESS

Healthcare professionals, 
patients and caregivers gathered 
in Glasgow for a collaborative 
event hosted by the Brain  
Tumour Research charity, the 
Beatson Cancer Charity  
and brainstrust − three  
dynamic charities all  
focused on improving  
clinical outcomes as a  
matter of urgency.
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A View from the Bridge provided an overview of current  
treatments, support services and rehabilitation strategies  
for those living with a brain tumour. 

Consultant Neurologist, Dr Robin Grant (University of Edinburgh) 
outlined the Clinical Research Agenda and explained the need for more brain 
tumour patients in clinical trials.

Professor Anthony Chalmers (University of Glasgow) informed the 
audience about radiotherapy and drug combination therapies  
that offer hope for the future.

Dr Gerry Thompson (University of Edinburgh) spoke in support of 
improving imaging techniques and technology. The lack of clarity on scans 
is an issue that urgently needs to be addressed, with so many treatment 
decisions being based on clear interpretation of images.

Dr Adrian Crellin (The Leeds Teaching Hospitals NHS Trust) presented 
on proton beam therapy, a treatment available for qualifying brain tumour 
patients in Manchester from autumn 2018 and in London by 2020. 

Dr Stefan Nowicki (The Beatson West of Scotland Cancer Centre) spoke 
on immunotherapy and reported that various initiatives are being explored 
with a number looking promising for larger scale trials.

Graham Souter, CEO of the Beatson Cancer Charity, shared how this 
Glasgow-based charity is providing significant funding and services to 
enhance the experience, treatment, outcomes and wellbeing of cancer 
patients and their families.

The afternoon session focused on the patient experience with Michael 
O’Donnell giving a moving account of his own brain tumour experience, 
and how it inspired him to reach out to help others.

Dr Florien Boele (University of Leeds) spoke passionately about the 
evidence base for better support for carers, whilst Dr Ally Rooney (NHS 
Education for Scotland) presented on how patients with depression are often 
under-diagnosed in the brain tumour community.

Physiotherapist, Sarah Humphries, and Occupational Therapist, 
Judith Rennie (The Beatson West of Scotland Cancer Centre)  
explained the importance of neuro-rehabilitation, both post-surgery  
and during treatment.

If you’re interested in attending a future Brain Tumour Symposium in the UK,  
please email us on  symposium@braintumourresearch.org  
and we’ll contact you nearer the date with full details.

SCOTTISH 
BRAIN TUMOUR 
SYMPOSIUM



ALI’S DREAM RAISES 
£1 MILLION TO HELP 
FUND VITAL RESEARCH
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Earlier this year, Ali’s Dream celebrated having 
raised a total of £1 million to help fund vital 
research into childhood brain tumours in 
her memory. A charity lunch organised by 
accountancy firm Hiller Hopkins at Watford FC 
pushed the fundraising total over the magic  
£1 million mark.

Alison’s mother, Julie, explained: 
“When Ali passed away, we were 
determined to make a difference 
to bring hope to future families 
affected by brain tumours. Over 

the years, we’ve put on all kinds of 
events from balls and family fun 

days to clay pigeon shoots and golf 
days. Supporters have signed up 
to do everything from skydives to 

running events. We’ve also designed 
and sold badges, wristbands and 

Christmas cards.”

In 2010, Ali’s Dream worked with the Brain 
Tumour Research charity and Charlie’s Challenge, 
another of our Member Charities, to establish the 
first Brain Tumour Research Centre of Excellence 
at the University of Portsmouth.

Two years later, the Alison Phelan Memorial 
Laboratory was unveiled within the Portsmouth 
Centre, dedicated to research into childhood  
brain tumours.

Julie continued: “On top of this, I’m proud that 
Ali’s Dream has led parliamentary lobbying 
to increase the national investment in 
brain tumour research through both the 
Government and larger cancer charities 
such as Cancer Research UK. Ali’s Dream 
won’t stop until a cure is found for this 
terrible disease.”

Ali’s Dream, one of our founding 
Member Charities, was set up by the 
family and friends of Alison Phelan 
after they lost her to a brain tumour, 
just three weeks before her eighth 
birthday in June 2001.

We welcome new Member Charities. If you’re interested in 
joining us, please visit our website for more information  

www.braintumourresearch.org/about/our-member-charities
or call us on 01908 867200

Colin Hinton (Ali’s 
grandfather) with Gary and 
Julie Phelan (Ali’s parents)

MEMBER CHARITY UPDATES
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We place great value on 
collaboration – working in 
partnership with our Member 
Charities and other organisations.
We embrace the strong emotions that 
drive people to set up their own charities 
in hope or in memory of their loved ones: 
each with a particular passion for changing 
something to improve the experiences of 
others in the future.

Although it’s important to avoid direct 
duplication, diverse voices encourage 
innovation, shake off complacency  
and provide a combined strength of 
positive purpose.

It also means that charities working in 
a focused field can join forces to co-fund 
research that they might not wish to 
support alone, or campaign together to 
influence change.

We asked brainstrust, one of our founding 
Member Charities, for their thoughts 
about this form of collaboration. Will 
Jones, its Chief Executive, explains:

“Participating in this kind 
of informal collaborative 
working model enables 
organisations to get 
to know each other 
and bring agile, 
timely, laser focus 
to the solution of 
pressing issues for 
beneficiaries without 
having to worry about the 
weighty process, upheaval, 

risk and point of no return that 
accompany formal partnerships  
or mergers. 

“Informal arrangements enable  
us to deliver small projects for 
supporters and beneficiaries like the 
Brain Tumour Symposium recently 
delivered by brainstrust, the Brain 
Tumour Research charity and the 
Beatson Cancer Charity.

“More formal contractual 
arrangements over a longer period 
of time can be used to solve a bigger 
problem, such as the Cancer Patient 

 
 
 
Information Portal that brainstrust  
worked on with Cancer Research UK, 
Public Health England and Patients 
Know Best.

“We should be proud that in the brain 
tumour charity landscape  there is a 
history of meaningful and effective 
collaboration between organisations 
who have different but complementary 
focus, objectives and values.

“We must also consider that a flat 
world, with one voice, and without 
choice is mediocre at its best, and 
dangerous at its worst. Where one 
voice dominates, only one voice  
is heard.

“Indeed, together we are 
stronger, but it is through 

healthy independence 
that we have a brain 
tumour charity sector 
that treasures a diverse 
yet relevant portfolio of 
aims, perspectives and 

skills, as well as a precious 
360-degree view of what 

it is that our patients need 
today and in the future”.

COLLABORATION

COLLABORATION  
AND CO-OPERATION

Will Jones,  
Chief Executive  
at brainstrust

MEMBER CHARITY UPDATES



Christmas cards are making a comeback! 

In a world where everything seems to be 

electronic, the flutter of cards through the 

letterbox during the festive season is heart-

warming and brings smiles all round.

Embrace the Christmas card tradition.  
Send your season’s greetings and spread  
hope this year with our charity cards.
We’re introducing 17 new, attractive and carefully selected designs featuring animal, traditional and 
religious scenes − something to suit everyone’s taste. Visit our website to see the full range and  
to purchase your favourites: www.braintumourresearch.org/christmas-cards

All designs come in packs of 10 and cost just £4 per pack. Every card sent will help raise awareness of brain 
tumours and all proceeds from the sale of our cards will help us build a network of experts in sustainable 
research at our dedicated Centres of Excellence and influence the Government and larger cancer charities  
to invest more in research nationally. 

Sell Christmas cards on our behalf
Selling packs of our cards is a great way to fundraise for us. We can supply boxes of mixed designs  
of cards (50 packs per box) on sale or return for you to sell to your friends and family or at your local 
Christmas fair, sports club, school or workplace. 

You can let us know how many packs you’d like and where you want us to send them. We’ll get them in the 
post to you within two working days. For more information, either call us on 01908 867200 or email us on 
supportercare@braintumourresearch.org

Christmas Cards, 
Brain Tumour Research,  

Suite 3, Shenley Pavilions, Chalkdell Drive,  
Shenley Wood, Milton Keynes MK5 6LB

CHRISTMAS 
CARDS TO SELL 
AND GIVE

Cards only 
£4

per pack

After you’ve sold as many cards as you can, simply return any you haven’t sold to the address  
below and pay in the funds you’ve raised – choose the method that suits you best: 
 www.braintumourresearch.org/christmas-cards-paying-in 

It couldn’t be easier and we look forward  
to hearing from you!

CHRISTMAS CARDS
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Registered charity number 1153487 (England and Wales)  
SC046840 (Scotland). Company limited by guarantee number 08570737.

Please complete this section in order to Gift Aid your donation:  
            ■ I want to Gift Aid my donation and any donations I make in the  
                                                            future or have made in the past four years to Brain Tumour Research. 
 
I understand that Brain Tumour Research will claim an extra 25p for every £1 given. I am a UK taxpayer and understand that 
if I pay less Income Tax and/or Capital Gains Tax than the amount of Gift Aid claimed on all my donations in that tax year it 
is my responsibility to pay any difference. I will notify you if I want to cancel this declaration, change my name or my home 
address or no longer pay sufficient tax on my income and / or capital gains.

Your Contact Details:

Title               Initials                        Surname 

First Name

Address 

  

                                 Postcode

Tel. No                                                                   Mobile            

Email

Thank you for donating to Brain Tumour Research today. Support from people like you is helping us fund 
vital research into finding a cure for brain tumours. We’d love to keep you updated with news on our research, events, 
campaigns and appeals. 

Please tell us if you are happy for us to contact you:     by email    by post    by phone     by text
We will only use your details in adherence with our privacy policy, which is available in full on our website:  
www.braintumourresearch.org/site-information/privacy-policy. We will never give your information to other 
organisations to use for their own purposes. You are free to change your mind at any time.

Together we will find a cure.

To return this form, please  
complete and detach this page.  
Then post to Brain Tumour Research.
Thank you for your support.

Signature

Date

I WOULD LIKE TO MAKE A DONATION TO THE HOPE TREE APPEAL  
TO HELP FIND A CURE FOR BRAIN TUMOURS

BELAU
T2018

!

Card number:

Start date:                                                            Expiry date:     

Three digit security number: 

M M Y Y Y Y M M Y Y Y Y

I authorise you to debit my Credit/Debit card with my donation of  £

PLEASE HELP BY DONATING
 Via our website: www.braintumourresearch.org/hope-tree
 With a cheque made payable to Brain Tumour Research or by
 Using your credit or debit card and completing the form below

Signature: 

Brain Tumour Research, 
Suite 3, Shenley Pavilions, Chalkdell Drive, 

Shenley Wood, Milton Keynes MK5 6LB

M M Y Y Y YD DDate:
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I’d like my bauble to be hung at:
 University of Plymouth
 University of Portsmouth
 Queen Mary University of London
 Imperial College London

Now  
please turn over  
to complete the 
donation form

Note: if you’d prefer to provide your donation and bauble message online, visit the  
Hope Tree Appeal on our website www.braintumourresearch.org/hope-tree

If you have any questions about our appeal, please contact us on 01908 867200 or  
hopetree@braintumourresearch.org

Making a donation to our Hope Tree Appeal 
is a poignant way of remembering all those 
lost to this devastating disease.
Every year, each of our Research Centres of Excellence displays a Christmas tree adorned with unique 
‘baubles of hope’, personalised by each and every one of you who donate to our appeal. 

Our Hope Trees represent strength and resilience in the fight to find a cure. Every December, in the shorter 
days and darker nights of winter, they become brightly-coloured beacons and symbols of hope.

Carrying inspirational messages of love and determination in memory of loved ones, or simply thanking our 
researchers for their steadfast efforts to get closer to a cure, they serve as a clear reminder of why the work 
we fund is so vital.

Our Hope Tree Appeal has been previously  
listed by UK Fundraising as one of the top  
10 Charity Christmas Campaigns.
To hang a bauble on one of our Hope Trees, write your message below and  
return this page to us, along with your completed donation form overleaf.

CHRISTMAS  
HOPE TREE 
APPEAL

For most people, Christmas 
is a time for joy and 
celebration. For anyone 
who has lost a loved one  
to a brain tumour, however, 
it can be a difficult time.

HOPE TREE APPEAL

!

We’ll add your message to a bauble of hope and hang it on the Hope Tree at the Centre of your  
choice. Alternatively, if you’d like to write your message on your bauble yourself, please let us  
know and we’ll send you one to return with this donation form.
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Loved ones here include those lost for whom we received funeral 
donations between 1st March and 30th June 2018

Beryl Adams

Claire Airzee

Luke Arnold

Alan Baird

Roger Balcombe

Sylvia Baldwin

James Balmforth

Charlotte Barber

Joan Bartman

Lewis Baxter

Alma Beckett

Neil Anthony Bell

Elizabeth Blackall

David John Bone

Juliet Bowell

Chris Brant

John Brewer

Richard Bridgford

Colin Bryson

Leslie Buckley

John Buckman

Ian Cameron

James Campling

Matthew Chandler

Rob Chivers

Louise Clarke

Jim Cochrane

Patsy Collins

Frederick Cook

Mike Cox

Beth Cummings

Novia Curtis

Susan  
Marianne Davies

Phillip Deane

Rosemary Dennehy

Anne Marie Dickinson

Paul Dickinson

Mark Duffy

Debbie Dunham

Christina Earle

Jane Edgar

Erin’s father

Lucy Farnsworth

Ian Ferguson

Alex Field

Nicola Fisher

Andrea Russell Foord

Dereck Frame

Richard Fraser

Sandra Galvin

Mark George

William Glass

Elaine Goddard

David Grant

Bernard Greasley

Anthony Hard

Richard Hawkes

Sheila Hawkins

Larry Heintz

Kate Hickman

Angus Hill

Stuart Hill

Carol Holmes

Joan Holmes

Paul Hunt

Linda Insley

Tyrone Janack

Martin Jenkins

Christopher Johnstone

Trevor Jolly

Derek Jones

Michael Jones

Amanda Jorgensen

Stephen Kyle

Michael Lannie

Maria Lauren

Sarah Leach

Andy Leivers

Leon Lemons

Gordon Lomax

Olive Lyons

Aunt Mary

James  
McCarron-Hodge

David McClean

Jill Middleton’s 
husband

Desmond Moore

Scott Morris

Bernard Mortimer

Christina Newbury

Michael O’Donoghue

Phil Parsons

Martin Peach

Steven Lee Peatfield

Sam Porter-Collard

Colin Poxon

Michael Peter Ralls

William Rathbone

Sue Richardson

Dave Rickard

Eric Robinson

Glyn Robinson

Jackie Robinson

Mary Robshaw

June Roe

Cath Saint

Ruby Saysell

Christine Scott

Judith Scott

Kevin Spencer

James Taylor

Paul & Deborah Taylor

Doreen Thake

Ian Thompson

John Robert Thompson

Nigel Timothy

Karen Troop

Chris Underwood

Rosanna Villacci

Mrs P Vincent

Ben Walker

Cyril Walker

Kathleen Walker

Byron Watkins

Stephen White

Ron Whitney

Mr Widdowson

Helen Wills

Janice Winchester

Julie Woollaston

Jean Youngs

From all of us at Brain Tumour Research, our love and 
thoughts are with all those who inspire us and with 
everyone who continues to support us in memory of 
their loved ones and colleagues, year after year.

forever 
in our
hearts

!
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!
Together we will find a cure

Our Fundraising Groups

Our Member Charities

www.braintumourresearch.org  |  Tel: 01908 867200
info@braintumourresearch.org
Brain Tumour Research, Suite 3, Shenley Pavilions,  
Chalkdell Drive, Shenley Wood, Milton Keynes MK5 6LB
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We love hearing from you!
Whether you’d like to volunteer, set up a regular donation, discuss fundraising ideas,  
are interested in becoming a Fundraising Group or simply want some information...  

we are only a call, email, tweet or Facebook message away.

DIVISION OF NEUROPATHOLOGY
AND DEPARTMENT OF
NEURODEGENERATIVE DISEASE

Our Centre of Excellence Partners

#FundingTheFight

MARK “BOMBER” LANCASTER TRUST

Leah’s Fairy Fund
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