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Tens of thousands of
people have already
signed our petition
calling for increased
national investment into
brain tumour research
to £35 million a year.

BUT WE STILL
NEED YOUR HELP
Brain tumours kill more children and adults under
the age of 40 than any other cancer, yet despite
promises of increased investment in research from
the Government and larger cancer charities we are
still not seeing parity of funding with other cancers
such as breast, prostate and leukaemia.
National investment into brain tumour research
needs to increase to £35 million a year
in order to find a cure for brain
tumours in the next 20 years.
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FOREWORD

LOOKING
BACK WITH
PRIDE AND
LOOKING
FORWARD
WITH HOPE

COVID-19 has proved just
how important research
is. It has shown that if
the research community
comes together – funders,
scientists, clinicians and
pharmaceutical industries
– a cure can be found.

Please
sign our
petition

(see page 2).

Challenging
UK Governments
and larger cancer
charities
to invest more in
brain tumour
research

At the July 2020 meeting of the All-Party
Parliamentary Group on Brain Tumours
(APPGBT), we unearthed the fact that
only £6 million of the £40 million
HELP US
to continue
promised by the Government in 2018
to fund
life-saving
has been committed, and we are
research
determined to change this.
We are holding the Government to
account through the work that our activists
are doing by writing to their MPs. We are
also organising key meetings between the
Chair of the APPGBT, Derek Thomas MP,
relevant ministers and stakeholders, working
together to remove blockages.
The path to a cure for brain tumours needs
hundreds of millions of pounds spent on
‘discovery’ science in order to identify the
cellular targets and drugs that will halt the
formation and proliferation of brain tumours.
Such discoveries can then be translated into
treatments and the promise of a cure.
Hannah Thompson,
Research Assistant at the
University of Plymouth

A cure can come in many forms: vaccines,
drugs, treatments, technological advances and
all of these have been found for COVID-19
in just a few months.
The difference between brain tumours and
COVID-19 is that we need to find the cause
in order to find the solution, and our Research
Centres of Excellence are doing just that.
4

Spring 2021 www.braintumourresearch.org

The UK led the race in finding a vaccine for
COVID-19, and as a charity we believe UK
researchers will play a significant role in finding
a cure for brain tumours. That is why we are
backing UK Research Centres of Excellence.
What’s more, our campaigning efforts
continue to drive home the imperative need
to increase the national funding for research
into brain tumours.

Unlocking the promised £40 million will
certainly help, but we also need a significant
increase in the national investment in discovery
science by UK Governments, larger cancer
charities and dedicated brain tumour charities
such as ours, and that will be our focus
in 2021.
Please help us to double donations
and fundraising in order to
sustain our Research Centres of
Excellence and establish new
Centres across the UK

Derek Thom
as
University of MP at the
Plymouth

If you haven’t yet signed our petition
– to increase the national investment in brain
tumour research to £35 million a year – then
please take a moment to do that now. We need
as many signatures as possible before the end
of February 2021.
Love, thoughts and thanks
for everything you do.
Together we will
find a cure.

Sue Farrington Smith MBE
Chief Executive
www.braintumourresearch.org Spring 2021
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WEAR A HAT DAY 2021

If you haven’t already, please visit www.wearahatday.org
to register and download your FREE digital fundraising pack
which contains everything you need to help us make this
the hattiest Wear A Hat Day yet!

Photos by Venture Studios

REGISTER
NOW

for your
FREE
fundraising
pack!

Wear A Hat Day went virtual for the first
time last year and we were amazed by our
supporters who overcame the challenges
posed by lockdown to raise thousands for
Brain Tumour Research.
We are very excited to bring the hats back
on Friday 26th March for another hattastic day
of fundraising.
This year, we are celebrating the key workers
who have played a pivotal role throughout the
coronavirus pandemic, going above and beyond
in the most unprecedented of circumstances.
Working with the brilliant photographers at
Venture Studios to create these evocative
portraits, we are sharing the stories of key
workers and their families who have been
affected by brain tumours and know only too
well the devastation caused by the disease.
6
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Among those taking
part is Aria Nikjooy, a
trainee paediatric doctor.
Since he was first diagnosed
with a grade 4 cerebellar
medulloblastoma in November
2018, Aria has undergone
multiple brain surgeries, as
well as radiotherapy and
chemotherapy. His latest tumour
recurrence came in July 2020
and resulted in a third brain
operation and further treatment.
This year, Aria is taking part in
Wear A Hat Day with his wife
and three-year-old son.

Postman Matt Shanley
was diagnosed with a rare
subependymoma brain tumour
in 2018, and now lives with
the life-changing effects of
surgery, including losing 50% of
his sight, fatigue and memory
problems. Having already
completed a 10-mile Walk of
Hope in September, Matt is
now taking part in Wear A Hat
Day with his wife Julie to raise
money and awareness of this
devastating disease.

Also featuring in our Wear
A Hat Day marketing is
Matthew Pullan, who is living
with a second brain tumour
and underwent surgery and
radiotherapy treatment in
2020. Matthew’s dad, Gary,
and stepmum, Claire, are both
key workers with the Northwest
Ambulance Service and are
supporting him by taking part
in Wear A Hat Day, along with
twin brother, Alex, 14-year-old
brother, Mark, and 12-year-old
stepbrother, Samuel.

www.braintumourresearch.org Spring 2021
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SUPPORTER STORIES

SUPPORTERS
HIT THE
HEADLINES
In August 2020, Julie Parton reached
millions of people across the UK as
she worked with Brain Tumour Research
to share her heart-breaking story.
Julie spoke out to support our
petition calling for increased
national investment into brain
tumour research after losing
her 12-year-old son, Ben,
to a grade 4 glioblastoma
multiforme (GBM) brain tumour,
only to be told weeks later that
his surviving twin brother, Jack,
had leukaemia. Thankfully, Jack
is doing well, but will remain on
chemotherapy for two-and-ahalf years.

Julie said: “Thanks to the
investment in research,
Jack and other leukaemia
patients now have hope
of a cure. Ben was not so
lucky; he never really stood
a chance. Historically, just
1% of the national spend on
cancer research has been
allocated to brain tumours
and treatment options
remain very limited with
survival rates very poor.”

Brain Tumour Research
works closely with
supporters to share
their stories to raise
awareness of this
devastating disease.
They inspire others
to support our
fundraising and help
us get closer to a cure.
Appearing on BBC News, Julie
spoke to Victoria Derbyshire
about the need for increased
research funding to find a cure
and why she was campaigning
for better outcomes for patients.
Her moving story was also read
by people across the country
as it was featured in both
national and regional
newspapers.
nd
Ben a

Jack

n

Parto

Sam Suriakumar and
his daughter, Avaana,
hit the headlines after
the quick-thinking
five-year-old saved
her father’s life when
he collapsed from
a life-threatening
seizure. Avaana acted
swiftly after her dad
collapsed, remaining
calm and following
the emergency
services’ instructions
to keep Sam safe until
the paramedics and
her family arrived.
Brain Tumour Research
worked with Sam to secure
an interview on Channel
Five News and his story
was also shared across
the country on more than
180 news websites.

Ben an
d
with m Jack Parton
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e

By sharing their stories, Julie
and Sam helped to bring brain
tumours into the spotlight. Their
experiences have helped to
inspire people to support our
mission as we work to increase
the national investment in brain
tumour research.
8
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Together
we will
find
a cure

Challenging
UK Governments
and larger cancer
charities
to invest more in
brain tumour
research

We are grateful to
all of our supporters
who help us raise awareness
of brain tumours across the
country and bring
If you have a story you’d like to share,
us closer to our
please email our PR team on:
vision of finding
media@braintumourresearch.org
a cure.

www.braintumourresearch.org Spring 2021
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RESEARCH UPDATES

PROMISING
PROGRESS
AT OUR
CENTRES OF
EXCELLENCE
In 2020, the reviews took place virtually due
to the COVID-19 pandemic and were led by
Professor Garth Cruickshank, Chair of our
Scientific and Medical Advisory Board (SMAB).

Each Centre submitted a detailed report,
providing an overview of progress made during
the last year and their plans for the next year.
As part of the review process, the Centres
discussed their reports and answered
questions from
the SMAB.
Striving
to fund a
network of
dedicated
research centres
in the UK

At Brain Tumour Research we
are determined to improve
the quality of brain tumour
research in the UK and to
this end each of our Brain
Tumour Research Centres of
Excellence undergo stringent
Annual Reviews so that we
can measure their progress
and ensure our funds are
spent wisely.

At the Queen Mary University of London (QMUL)
Centre of Excellence, Principal Investigator
Professor Silvia Marino spoke about the
challenges around translating potential new
treatments for glioblastoma multiforme (GBM)
brain tumours into clinical trials. She explained
that the models they were developing are
aimed at breaking down some of the barriers
in the future. The QMUL team also reported on
securing £1.5 million from Cancer Research UK
(CRUK) to develop a drug-matching platform on
a patient-specific basis.

HELP US
(L to R)
Dr Matt Williams,
Dr Nel Syed and Mr Kevin O’Neill

Consultant Neurosurgeon Kevin O’Neill and
Dr Nel Syed, who lead research into brain
tumours at Imperial College, talked about their
emphasis on building a translational pipeline
from bench to bedside. The team at Imperial
is making progress in identifying pathways and
potential targets for novel therapies, with a
particular emphasis on metabolism.
Professor Oliver Hanemann, Centre Lead at
the University of Plymouth, shared the success the
team had with the publication of several papers,
including one offering valuable insights into
meningioma (read more about
this on pages 12-13).

P
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(L to R)
Professor Oliver Hanemann,
Professor Silvia Marino
and Mr Kevin O’Neill

Professor
Oliver Hanemann

to continue
to fund
life-saving
research

Prof Hanemann also described
the Centre’s success in securing external
funding, totalling almost £4 million over the
last five years including an EU consortium grant.
This included an Academic Clinical Fellowship
recently awarded from the National Institute for
Health Research (NIHR), which will help to attract
new clinical applications. The Centre has also
built a successful biobank.

Supported by Charlie’s Challenge, Brain Tumour
Research also funds BRAIN UK, the virtual
brain tumour tissue registry at the University
of Southampton. The team at BRAIN UK has
facilitated an impressive range of research in the
last year and have supported nine projects. This
brings the total number of projects supported
since 2013 to 55 across the UK.
The Annual Reviews demonstrated that the
concept pioneered by Brain Tumour Research
to establish Brain Tumour Research Centres is
working. Research progress is being made and
we are driving an increased national investment
in brain tumour research as the funding the
charity provides leverages other funding from the
Government and larger cancer charities.

To find out more about the research we fund, head to our website:
www.braintumourresearch.org/research
www.braintumourresearch.org Spring 2021
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RESEARCH UPDATES
Meningioma is the most common primary
intracranial tumour, yet management of
meningioma remains complicated due to
gaps in our understanding of the way they
can develop and grow. Without an improved
understanding at the molecular level, it is
unlikely that effective treatments for aggressive
meningioma will be found.
Using a complex data analysis, the research team
conducted a study of the key differences between
high and low-grade meningioma that could lead
to novel patient therapies or biomarker discovery
and in particular to outline differences in the
molecular landscape of both types by combining
the data analyses of proteins and ribonucleic acid
(RNA) from two independent studies.
This research delivered valuable insights into
the altered gene expression profiles between
high and low-grade meningioma and identified
molecules that may hold potential as
biomarkers of, or therapeutic targets for,
high-grade meningioma.

NEW INSIGHTS INTO
MENINGIOMA AND
GLIOBLASTOMA
BRAIN TUMOURS
Our Centre of Excellence at the University of Plymouth
is the UK’s leading institute for research into low-grade
brain tumours. The team, led by Professor Oliver Hanemann,
recently published an article offering new insights into meningioma,
forming part of the route to a better molecular knowledge of this tumour type.
12
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Brain Tumour Research is a partner organisation
of the National Cancer Research Institute (NCRI)
and ahead of its Virtual Showcase in November,
the charity was pleased to bring news of how,
in the first study of its kind, researchers applied
Artificial Intelligence (AI) to measure the amount
of muscle in the heads of patients with brain
tumours in order to help improve prognosis and
treatments for glioblastoma multiforme.
Dr Ella Mi, a clinical research fellow at Imperial
College London, told the showcase that using
deep learning to evaluate MRI brain scans was
as accurate as a trained person, but quicker.
Her research showed that the amount of muscle
measured in this way could be used to predict
how long a patient might survive their disease.
The research piece was co-authored
by Lillie Pakzad-Shahabi, who is funded by
Brain Tumour Research.

Report co-author Consultant Clinical
Oncologist, specialising in neurooncology at Imperial College Healthcare
NHS Trust, Dr Matt Williams said:
“The next steps are to extend and
refine this work. We want to test it
in a wider group of patients and
also make it easier to use and
more automated. We can then
look at incorporating measures of
muscle mass into clinical work and
ultimately understanding how that
information can improve patient
outcomes. It builds on research
support and infrastructure provided
by Brain Tumour Research
and is part of our wider
programme applying
AI techniques to
Lillie Pakzad-Shahabi
brain tumours.”
fund
research centres
Subscribe to our weekly e-news to receive the latest
to put an end to
research updates from our Centres of Excellence:
brain tumours
www.braintumourresearch.org/subscribe
www.braintumourresearch.org Spring 2021

Glioblastoma multiforme (GBM) cells. Credit: Blizard Institute, QMUL

Photo credit:
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FIGHTING FORCE HEROES

FIGHTING FORCE HEROES

WALKS OF
HOPE 2020
On Saturday 26th September 2020, hundreds of
people across the UK took part in our Walks of Hope.
For the first time, the Walks of Hope took place virtually
to adhere to coronavirus regulations. Despite the
challenging times we are all facing, the brain tumour
community came together to raise more than £187,000
for Brain Tumour Research.

When Lauren Neville was
diagnosed with a grade 4
glioblastoma multiforme
(GBM) in 2018, she was
initially given just six weeks
to live. After undergoing
two surgeries, as well
as chemotherapy and
radiotherapy, Lauren
has defied the odds. She
completed an eight-mile
walk with her partner,
Daniel, and two children,
Lucy and Ollie, to raise
more than £1,400.
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Janet Haynes, Emily &
Sally Stroman

As part of our Walks of Hope,
Kaite Bourgeois set herself
the challenge to walk 75km
throughout September and
raised £800 before she
underwent surgery to remove
an acoustic neuroma later
that month.

Sidney Eyre
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Kaite
Bourgeois

Three sisters all diagnosed with brain tumours were the inspiration
for another Walk of Hope. Janet Haynes and her sisters, Lesley
and Diana, were all diagnosed with meningiomas as adults and
sadly Lesley passed away in 2020. Janet took on the challenge
with her daughter, Sally Stroman, and granddaughter, Emily, and
raised more than £1,600.

The family of Sue Davies, who passed
away 15 months after she was diagnosed
with a GBM, more than doubled their
£500 fundraising target and raised more
than £1,100 to help find a cure for this
devastating disease.

GET
INVOLVED,

help us
fund the fight.
Together we will
find a cure

Caroline Watson was diagnosed with
a brain tumour on her pituitary gland
when she was 13, and underwent
surgery to remove it. Now 26,
Caroline walked 10 miles with her
parents, Lisa and Mark, and partner,
Jack. The family more than tripled
their £500 target to raise £1,521.

Thank you to all of the amazing
supporters who took part and
helped raise enough money to
fund more than two months’
worth of research.
All money raised helps us continue
to fund ground-breaking research
at our UK Centres of Excellence, as
well as campaigning to increase
the national investment in brain
tumour research.
We’re already planning our
2021 Walks of Hope!

(L to R) Sam Da
vi
Gowrie, Dawn es, Charlie Rollason, Sam
Rollason, Kerr
y Davies, John
Rollason walke
d in memory
of Sue Davies

To register, please visit:

www.braintumourresearch.org/
walks-of-hope
www.braintumourresearch.org Spring 2021
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FIGHTING FORCE HEROES

SUPPORTERS
TAKE ON
TO FIND
A CURE

Emma

We saw all sorts of creative challenges
taking place. Thank you to all the
supporters who took part on behalf of
Brain Tumour Research, between them
reaching the incredible figure of more
than £14,700. Overall the campaign
raised more than £90,000 for the
charities involved.

When Sarah Kavanagh was diagnosed with
a grade 2 oligodendroglioma in 2018, her
consultant told her that the tumour had been
there for at least 10 years. She underwent an
awake craniotomy to remove 60-70% of the
tumour. Knowing how it feels to struggle with the
physical and mental challenges of a brain tumour
diagnosis, Sarah decided to fundraise for Brain
Tumour Research by dressing up in 20 different
outfits for 20 days. Encouraging friends and
family to join in, share their photos and donate,
Sarah raised more than £1,800 for Brain
Tumour Research.

JOIN IN,
DONATE,

help us
fund the fight.
Together we will
find a cure

Brain
tumours kill
more children
and adults under
the age of 40
than any other
cancer

Sarah Kavanagh
16
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FIGHTING FORCE HEROES
Emma Patrick took part in 20 for 20 by
creating uplifting and inspiring images
every day for 20 days. Emma was
diagnosed with an oligoastrocytoma
brain tumour in 2018 and has
undergone multiple surgeries and
chemotherapy treatment. She decided
to use her challenge to pass on her
positivity and exercise her creativity
to inspire other people through
motivational words and images.

Cancer doesn’t stop for Covid and in
September Brain Tumour Research
joined forces with 20 other charities
to launch an exciting new fundraiser
created in response to the disruption
caused by the pandemic.

20 for 20 invited participants to
create their own challenge, based on
the number 20 to be completed over
20 days.

Patrick

Emma raised
more than £450
Sue Farrington Smith

Do your
own thing –
Fundraise
for us!

MBE

Our Chief Executive Sue
Farrington Smith MBE also
took on her own 20 for 20
challenge, raising more than
£1,300. Sue took on 20 varied
and creative challenges over
20 days, including eating 20
different fruits and vegetables,
answering 20 different Trivial
Pursuit card questions correctly,
and even herding 20 sheep!

Beth Pa

rker

Beth Parker
underwent an
eight-hour
operation in
February 2020,
after being diagnosed
with a low-grade
haemangioblastoma
in her brainstem. Beth took
part in 20 for 20 to raise
awareness of brain tumours and
raised more than £650 by doing a video
diary for 20 consecutive days which she
published on her Facebook page.
www.braintumourresearch.org Spring 2021
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AMAZING ACHIEVERS

TEENAGE TWINS

RAISE £15,000
FOR RESEARCH

Alex and
Matthew
with brothers
Samuel (left)
and Mark
(right)

The brothers were interviewed
on ITV Granada

Matthew was first diagnosed with an
ependymoma brain tumour when he was three
years old. He recovered well after undergoing
surgery and radiotherapy treatment. But in July
2020, Matthew was admitted to hospital after
a scan revealed a new tumour had grown.
Matthew underwent a second surgery, which
lasted nine hours and removed 99% of the
tumour. The part that remains is on his
brainstem, meaning it is inoperable.
Twin brother Alex said: “Matthew and I are
really close. During his recent surgery
I had a headache all day and was really
tired until around 7pm, which was the
time he was woken up. It was really weird.

“What made it worse this time was not
being able to visit, due to the COVID-19
restrictions. He stayed in hospital for six
days – the longest we’ve ever spent apart
from one another!”

After Matthew Pullan was
diagnosed with a high-grade
brain tumour, his identical twin
Alex set out on an amazing
fundraising challenge to support
him during his treatment.

As Matthew began a six-week course of
radiotherapy, Alex decided to support his brother
by raising money for Brain Tumour Research.
The teenagers are both keen runners so he
pledged to run 5km every day throughout
Matthew’s treatment.
Over 44 days, Alex clocked up a total of
360km as he pounded roads, trails and parks
in and around the twins’ hometown of Bury,
Greater Manchester.

Matthew
in hospital
18
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He also organised a virtual relay run, which
saw 150 people donate to run 5km. Runners
taking part in #MilesForMatthew covered
a combined distance of more than 1,000 miles
and added £800 to the fundraising total.

As Matthew’s treatment and Alex’s challenge
came to an end, the twins’ story had reached
thousands of people thanks to widespread media
attention, which included an interview on
ITV Granada.

Incredibly, they raised more than
£15,300 – a staggering amount
Matthew said: “I am extremely proud of
Alex’s efforts in raising money for Brain
Tumour Research, as it will hopefully result
in fewer people going through what
I have had to endure twice.”
We are grateful to Matthew and
Alex for their amazing efforts
which will help us get closer
to a cure.

JOIN IN,
DONATE,

help us
fund the fight.
Together we will
find a cure

If you feel inspired, please visit:
www.braintumourresearch.org/
fundraise-for-us
to find out how you can raise money for
Brain Tumour Research.
www.braintumourresearch.org Spring 2021 19

AMAZING ACHIEVERS

CRICKETERS
COMPLETE
EPIC CYCLE
IN MEMORY
OF TEAMMATE

JOIN IN,
DONATE!

Ally Evans (left)
Craig Wallace (right).
Photo credit: Donald MacLeod

Together we will
find a cure

Con’s wid
with the ow Claire
cyclists

After losing their teammate Con de Lange
to a brain tumour, Cricket Scotland players
Craig Wallace and Ally Evans took to the saddle
to raise more than £14,000 in his memory.
In October, Craig and Ally set
out on #Cycle4Con, an epic
cycling challenge to raise money
for Brain Tumour Research. They
pedalled 672 miles over seven
days – a distance chosen to
represent the fact that Con was
the 672nd person to play
for Scotland.

in Glasgow at Con’s first
club where he met his wife
Claire. Coronavirus restrictions
meant that the original plan
to also visit many county
grounds in England, which
Con knew and loved, including
Northampton and Blackburn,
had to be cancelled.

Con passed away in April 2019,
leaving behind his wife, Claire,
and two children, Daisy and
Rory. His professional career
began in his native South Africa,
and he went on to play county
cricket for Northamptonshire
before representing Scotland
internationally.

The mammoth challenge
soon caught the attention of
the media, and the pair were
widely featured in Scottish
newspapers, as well as
The Cricketer magazine.

Beginning in Dundee, Craig
and Ally set out on a route
which took them to several
of Con’s favourite clubs and
destinations across Scotland.
They passed through Fife,
Perth, Aberdeen and Edinburgh,
before finishing their cycle
20

Speaking after the challenge,
Craig said: “It has been such
an epic, memorable week
and I’m actually feeling
gutted to be finished, in
spite of all the aches and
pains. It’s been really tough
at times but remembering
Con has kept us going. The
cricket community is an
amazing place, like no other.

Spring 2021 www.braintumourresearch.org

When it’s tough we all stick
together and we couldn’t
have achieved this without
the support of our wonderful
cricket family.
“Brain tumours kill more
children and adults under
the age of 40 than any other
cancer. Too many great
people like Con are dying
too young and that’s why
we want to raise as much
awareness of this disease
as we can for him and his
amazing family and to raise
as much money as we can
to help other people
affected by this horrible
cancer and to stop it
happening in the future.”
The money and awareness
raised from Craig and
Ally’s remarkable efforts
will help us in our quest
to find a cure for this
devastating disease.

Con de

Lange.

Photo

credit:
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Ready to take on a challenge
for Brain Tumour Research? Head to:
www.braintumourresearch.org/fundraise
to find out more.
www.braintumourresearch.org Spring 2021 21

FUNDRAISING GROUPS

WELCOMING OUR NEW
FUNDRAISING GROUPS

Together
we will
find
a cure

Our amazing Fundraising Groups champion
the fight against brain tumours, raise thousands
for our cause, and support us as we campaign
for increased national investment.
We are delighted to welcome two new
Groups to our fundraising family.

Andy B

Andrew Bath was diagnosed with a glioblastoma
multiforme (GBM) brain tumour in 2017. He
underwent surgery, as well as radiotherapy and
chemotherapy, but sadly passed away just 10
months after his diagnosis, aged 37.

Launched in 2020, the Group has already
undertaken online fundraising. As well as setting
up Facebook fundraisers for Andrew and other
family members’ birthdays, they also took part
in our virtual Wear A Hat Day.

Andy B was set up by Andrew’s parents, Lynn
and Alan, and sister, Amy, to raise money for
Brain Tumour Research in Andrew’s memory and
to honour his wish that more
research into brain tumours
could prevent others
from experiencing the
devastation that
they cause.

In 2021, a group of Andrew’s good friends plan
to take on the Swanbourne Endeavour, a crosscountry endurance race in Buckinghamshire,
as part of Andy B’s fundraising challenges.

Jon

atha

We look forward to an exciting future working
closely with Andy B as an official Brain Tumour
Research Fundraising Group to help find
a cure for this devastating disease.

Would you like to become a
Brain Tumour Research Fundraising Group?
Please visit our website to find out more:
www.braintumourresearch.org/
become-a-fundraising-group

Jonathan Wake
(centre) with sons
Danny (L) and To
m (R)

nW

ake

Visit Andy B’s fundraising page to donate:
www.justgiving.com/fundraising/andybee314

The Wake
Fundraising Group

The Wake Fundraising Group
was set up by the friends and family of
Jonathan Wake.

h

w Bat

Andre

(L to R)
Andrew with dad Alan,
sister Amy and mum Lynn
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Jonathan was diagnosed with a brain tumour
in November 2019, after he collapsed at
home and underwent emergency surgery.
He was awaiting immunotherapy treatment
when a scan revealed more tumours
had grown.
Sadly, Jonathan passed away in March
2020, just three months after his diagnosis.
In June, friends and family organised
a 4.4.48 challenge in Jonathan’s memory.

The challenge saw participants running four
miles every four hours for 48 hours. More than
300 people participated, with 40 friends and
family completing the challenge in full.

Together, they raised £21,250 for
Brain Tumour Research
The Wake Fundraising Group plans to take part
in a number of sporting challenges and hopes to
grow its 4.4.48 event to be even more impressive
over the coming year, turning Jonathan’s sporting
passion into funds to help find a cure for this
devastating disease.
We look forward to seeing their plans take shape.
www.braintumourresearch.org Spring 2021
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CAMPAIGNING

STEPS MADE AS WE

CAMPAIGN
FOR BRAIN
TUMOUR
RESEARCH
Topics included the issues facing brain
tumour patients returning to driving having
had to surrender their licence on diagnosis,
the worldwide International Brain Tumour
Alliance’s (IBTA) Brain Tumour Patients’
Charter of Rights and the barriers to UK clinical
trials for new brain tumour therapeutics.

and that the rejection of funding applications
should be better managed to prevent the
brightest minds from being lost from the field
of brain tumour research.
You can read Dr Kurian’s blog here:
www.braintumourresearch.org/
media/our-blog

November also saw a mini
debate on investment in research
into brain tumours in the House
of Lords.

Spring 2021 www.braintumourresearch.org

Please
sign our
petition

Former Health Minister, Lord
O’Shaughnessy (pictured) asked
Parliamentary Under-Secretary
of State at the Department
of Health and Social Care,
Lord Bethell, what financial
support the Government
is providing for research into therapies
and treatments for people with brain tumours.

The APPGBT in July had learnt that just £6
million of the proposed £40 million set aside
by the National Institute for Health Research
(NIHR) in 2018 for brain tumour research
over the following five years had actually been
allocated. At the APPGBT meeting, Consultant
Neuropathologist, Dr Kathreena Kurian,
presented on a new pathway for effective and
Responding to the question, Lord Bethell made
successful applications by brain tumour scientists
in a drive to get more of the £40 million allocated a commitment to working to improve access
for researchers to the NIHR £40 million.
for its original purpose.
Acknowledging the vital importance of discovery
Dr Kurian has written a blog for the Brain Tumour
science, such as that which Brain Tumour
Research website, outlining her three suggestions
Research funds, Lord Bethell indicated he would
to bridge the current disconnect between funder
be pleased to meet with charities to discuss ways
and those seeking funding. She highlighted three
forward. Keep an eye on our social media feeds
areas for policy change: that proposals should be
and website for progress on this.
considered by a panel containing a brain tumour
expert or brain tumour patient advocate; that the
If you would like to campaign with
decision-making process should be simplified so
Brain Tumour Research, visit our website:
funds are released more rapidly to researchers;
www.braintumourresearch.org/
campaign-with-us
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Challenging
UK Governments
and larger cancer
charities
to invest more in
brain tumour
research

...but whatever you do please sign our petition
to increase the national investment and ask your friends and family to sign it too!
www.braintumourresearch.org/campaigning/brain-tumour-research-petition
www.braintumourresearch.org Spring 2021
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Brain Tumour Research provides the
Secretariat to the APPGBT and in November,
the charity supported its second virtual
meeting. Chaired by Derek Thomas MP,
a number of MPs and Peers attended and
discussed a varied agenda.

The All-Party
Parliamentary Group
on Brain Tumours
(APPGBT) was
established in 2005,
by our Chief Executive
Sue Farrington Smith
MBE with her local MP
John Bercow, to raise
awareness of the issues
facing the brain tumour
community.
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MEMBER CHARITY UPDATES

MEMBER
CHARITY
NEWS
Our 23 Member Charities
collaborate to provide a
collective voice and a national
presence, raising funds and
awareness for the brain
tumour community, united
by the single purpose of
improving outcomes for
brain tumour patients.

brainstrust
During the coronavirus pandemic,
brainstrust moved all of its support online.
Through its coaching, helpline, virtual
meetups and brand-new webinars, the
charity has been there throughout the
pandemic to make sure people with a
brain tumour are supported.

mpling’s

Diane Ca
skydive

James Clifford Campling Trust
The James Clifford Campling Trust has
undertaken a skydive, afternoon tea and a
Wear A Hat Day event to raise funds to help
it fund research into glioblastoma multiforme
(GBM), support patients to reach their life goals
and provide a retreat for patients and their
families. The charity received phenomenal
support, enabling it to make a generous
donation of £1,000 to Brain Tumour Research.
www.jamescliffordcamplingtrust.co.uk

Brainwaves NI
Brainwaves NI would like to express its sincere
thanks to Donna Mallon for raising £53,442
for the charity. Donna was diagnosed with a
grade 4 brain tumour in August 2019 and
has raised the money with support
from the Killeeshil community.

Donna’s efforts will support the charity’s funding
of research at the Patrick G Johnston Centre for
Cancer Research at Queen’s, Belfast.
www.brainwaves-ni.org
Donna Mallon and her family presenting
Brainwaves NI committee, Colin McMillan
(Chair), Sylvia Watt (Vice Chair), Steve Harris
(treasurer) and Brendan Grimes with a
cheque for £53,442

Often run in collaboration with leading
experts, brainstrust’s webinars cover topics
and issues such as cannabinoids, brain
imaging, fatigue and uncertainty.
Visit www.brainstrust.eventbrite.co.uk
to sign up to an online event.

Thank you to our Member Charities
Having done so much wonderful work for children
and their families, two of our Member Charities
have made the tough decision to close:
Ellie’s Trust (The Ellie Savage
Memorial Trust) was one
of our founding Member
Charities. Established in
2003 in memory of Ellie
Savage, the charity helped
families living in East Anglia
with a child with cancer or
a brain tumour, quickly
providing them with the financial support for
essential equipment, physiotherapy, days out
or anything that might help the child when
housebound, such as a computer. Over 17 years,
they are very proud to have donated £250 thousand
to families, a wonderful tribute to Ellie.
Read Ellie’s story on our website.

If you are interested in collaborating
as a Member Charity, please visit:
www.braintumourresearch.org/
member-charities
26
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or email sue@braintumourresearch.org
for more information

Fiona O’Callaghan set up
Send-A-Message after losing
her son, Sam, aged just five
in 2011. Before he passed
away his daddy, Eoin, had
asked Sam what he would
like the family to do and he said:
“give the other [sick] children toys”.
The charity continued Sam’s legacy and has
delivered 160 boxes across the UK helping
400 children, including siblings of terminally ill
children. The charity decided to close at the end
of October 2020 and generously passed its
remaining funds of more than £19,000 to Brain
Tumour Research to support research to find a
cure for this devastating disease, allowing them
to carry on Sam’s legacy so that one day
no family will have to lose a child
to a brain tumour.
Read Sam’s story
on our website.

Together
we will
find
a cure

ghan

’Calla

Sam O
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CORPORATE PARTNERSHIPS

HELP US

WANTED –
LIFE-SAVING
PARTNERSHIPS
TO GIVE HOPE

Sarah Black
nominated Brain
Tumour Research
for Stenprop’s
Charity of the Year

to continue
to fund
life-saving
research

Working with organisations large and small is so
important if we are to find treatment options that
safely extend the lives of brain tumour patients.
Insurance company,
Zurich, support the charity
in memory of Amanda Pay,
a much-loved colleague
who passed away from a
glioblastoma multiforme
(GBM) brain tumour in
April 2018.
Amanda’s colleagues have
taken part in our annual
Wear A Hat Day since 2018
and were set to do so again
in March 2020 when their
preparations had to be
postponed because of
COVID-19. A virtual Wear
A Hat Day event took place
in September and raised
more than £3,000, with
employees fundraising
efforts matched by their charity arm,
Zurich Community Trust, topping
up the fundraising total over the
years to more than £24,000!

IN MEMORY OF
AMANDA PAY

Could your organisation get involved and get us closer to a cure?
To find out how you and your organisation can help transform
the lives of those diagnosed with a brain tumour email:
partners@braintumourresearch.org
28
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Also supporting our work
is listed property company,
Stenprop Management
Limited, which has chosen
Brain Tumour Research as
its charity of the year after
nominations from a number
of colleagues with connections
to the disease. Stenprop
kickstarted its fundraising with
a “Clocktober” challenge,
which saw colleagues running,
cycling or swimming 75 miles
throughout October to mark
the acquisition of its 75th
estate. The challenge raised
more than £5,000 and we
look forward to continuing to
work with Stenprop to help
maximise fundraising efforts.
Simon Ross, Head of Asset
Management at Stenprop,
said: “We are proud to be
collaborating with Brain
Tumour Research. It’s
bespoke approach to our
relationship has inspired
our staff, giving them
personal and professional
development opportunities
unique to the charity sector.”

Simon Ross
at Stenprop

Every tile on the

Wall of Hope
represents £2,740,
equivalent to
the cost of

A DAY’S
RESEARCH

The team at the Unive

rsity of Plymouth

National law firm Bolt Burdon Kemp, specialists in claims
for serious injury and providers of help to victims of medical
negligence and abuse, kindly chose to Sponsor a Day of Research
at our Centre of Excellence at the University of Plymouth during
this year’s International Brain Tumour Awareness Week. Its £2,740
sponsorship was marked with a tile on the Wall of Hope.

Join these
corporate
partners
Fundraise
for us!

Visit our website to find out more and
see our current corporate partners:
www.braintumourresearch.org/
corporate-fundraising
www.braintumourresearch.org Spring 2021 29

REGULAR GIVING

GIFTS OF HOPE

SUSTAINING
BRAIN TUMOUR
RESEARCH
THROUGH
REGULAR
GIVING

Stephen was a trainee RAF pilot
when he was diagnosed with an
astrocytoma in April 2008. Despite
undergoing surgery, radiotherapy and
chemotherapy, he passed away
in August 2014, aged 26.
Speaking about why he chose to set up a regular gift
to Brain Tumour Research, Peter said: “I knew that
COVID-19 had hit fundraising badly and that focused
my attention on supporting the charity on a regular
basis. My regular gift and that of others helps the
organisation to plan ahead which is so vital.
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HELP US
to continue
to fund
life-saving
research

Brain tumour activist Peter Realf is among
those who make a regular donation to help
our work. Peter’s contribution is in memory of
his son, Stephen. The family were instrumental
in setting up a petition, backed by Brain Tumour
Research, which gained more than 120,000
signatures to become the subject of
a Westminster Hall debate and
the subsequent Government
promise of a £40 million
investment over five years.

Stephen
Realf

(L to R)
Stephen’s sister
Maria Lester,
Stephen, mum
Liz and dad Peter

YOUR LEGACY CAN
TRANSFORM LIVES

“For many people, research is the only lifeline; it
gives them hope. You have to be positive and hope
that things will change and improve. Stephen always
kept that hope. My hope is that other people won’t
have to go through the devastating loss of a loved
one, because with research we can make the
progress that is so desperately needed.”
If you would like to set up a monthly Direct Debit, please visit our website:
www.braintumourresearch.org/donate-now
call us on 01908 867200 or fill in the donation form included in this mailing.
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Together
we will
find
a cure

We are always overwhelmed at how many families
get in touch to ask how they can support us after losing
someone special and so grateful to people that pass on
something wonderful to future generations by leaving
a gift in their Will, helping to transform the lives of
those affected by brain tumours.
Many charities rely heavily on Gifts in Wills.
Charities like Cancer Research UK and
British Heart Foundation report legacy income
of some £184 million and £81 million
respectively, representing 28% and 54%
of their total income.

Last year we received
£47 thousand in legacy income,

less than 2%

of our total income
If you have already remembered us
in your Will – thank you. Please let us know
to help us with our planning:
legacy@braintumourresearch.org

Elizab
e
Martin th and
Green
field

Elizabeth Greenfield
chose to honour the memory of her son,
Martin, by leaving Brain Tumour Research a gift
in her Will. Martin was just 11 when he passed
away from a brain tumour.
Elizabeth said: “I was really keen to leave
a gift to Brain Tumour Research, to ensure
it can continue its vital work into finding a
cure for brain tumours. Through my own
devastating experience, I became aware
of how tragically underfunded this
branch of medicine is.”
To find out more about leaving a gift
in your Will, please visit our website:
www.braintumourresearch.org/
donation/leave-a-legacy
www.braintumourresearch.org Spring 2021
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MUCH LOVED

REMEMBERd
A LOVED ONE

Niall and
Sarah Kinghorn

After losing someone, many people look for ways to
honour their loved one and to create a lasting legacy.

An online tribute page allows you to create a special
memorial where you can share memories, post photos
and videos, light a candle and even add music.
Donations can also be made and special dates such
as anniversaries and birthdays can be marked.
As many aspects of our lives continue to be
impacted by the coronavirus pandemic, including
funerals and memorial services, a tribute page
offers family and friends the opportunity to come
together in a shared online space to remember a
loved one.
Niall Kinghorn set up a MuchLoved tribute fund in
memory of his beloved wife, Sarah, who passed
away from a glioblastoma multiforme (GBM)
brain tumour in July 2020.
Sarah, Niall an
d their three
children,
Kacey, Cody
and Kyle (L to
R)

inghorn
Sarah K

Niall said: “We couldn’t have many people
at Sarah’s funeral due to lockdown. Only a
dozen or so close family were able to attend,
and so we couldn’t do a physical collection as
people often do at the service.
“We didn’t want flowers; we wanted the
money to go somewhere useful to help find
a cure for this disease. Losing a loved one is
hard. Knowing you’re going to try and help
others in the future helps. It was a way to feel
like we were doing something when we felt
so lost.
“The response was unbelievable. So many
people donated; friends we haven’t seen for
years, friends of friends, and people who
didn’t even know Sarah. The donations just
kept coming in.
“Sarah was a wonderful person. She was
somebody that everyone liked. The page is
a lasting testament to her memory and how
many people’s lives she touched.”

For more information on setting up a MuchLoved tribute
fund in memory of a loved one, please visit our website:
www.braintumourresearch.org/donation/
donate-in-memory/tribute-fund
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...or contact Michael Thelwall,
our Head of Giving, via:
michael.thelwall@
braintumourresearch.org

At the time of writing, Sarah’s MuchLoved page
has received more than £10,900 in donations for
Brain Tumour Research. These funds will help us
as we work to achieve our vision of finding a cure
for the disease which took Sarah’s life.
www.braintumourresearch.org Spring 2021 33

BRAIN TUMOUR AWARENESS MONTH

MARCH IS
BRAIN TUMOUR
AWARENESS MONTH
MARCH 2021

A MINUTE’S
[ SILENCE \

Every year at the beginning of March,
to mark Brain Tumour Awareness
Month, we take the opportunity to
pause, reflect and show our respect for
those lost to brain tumours.

A short poem is read followed by a minute’s
silence at each of our dedicated Research
Centres of Excellence, as well as our Head
Office, at 11am, although 2021 may see us
doing this over Zoom.
Afterwards, at our Centres, we lay a
commemorative wreath at the base of
each Wall of Hope.
We would like this to be a national
observance, so please consider participating
in a minute’s silence wherever you are at
11am on Monday 1st March, remembering
your loved ones and all of those lost to this
devastating disease, with this short poem:

We thought of you with love today,
but that is nothing new.
We thought about you yesterday,
and days before that too.
You are forever in our hearts.

forever

in our
hearts
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.
Richard Jeremy Atkins

Stuart Cunningham

Anne Milton

Pauline Barrow

Susan (Sue) Davies

Anthony Morris

Andrew Bath

Cathy Deal

Elizabeth Margaret Morrison

Prem Sagar Bedi

Tracey Gamble

Lyn Newham

Mark Bevan

Rosemary Gaughan

Kathryn Owe

Jack Johnson Billington

Jane Elizabeth Green

Harry Penk

Peter Blundred

Edward Gregory

Nick Pitt

Stuart Vernon Bolton

Robert Paul Grove

David Pitts

Anthony Bowes

Martyn Hadfield-Howse

Evangelia Potamitis

Andrew Bridgman

Tom Halewood

Kenneth Robinson

Perry Brown

Kevin Hawkins

Debbie Anne Rowell

Christopher James Brown

Phil Hawkins

Diane Rowland

Sarah Burgess

Paul Hayes

John Patrick Scrowston

Lee Campion

Glenys (Pippy) Haywood

Walter Smith

Darren Capper

Paul Hesketh

Edna Snowman

Justin Champion

David (Sandy) Hooper

Lloyd Stoner

Elaine Clarke

Nikola James

Samuel Todd

Barbara Clarke-Venters

Christopher John

Andrew Traill

David Clegg

Michael King

Dorothy Webster

Wendy Jean Collarbone

Sarah Kinghorn

Hannah Wilkinson

Sue Corner

David Lester

Lily Wythe

Sandra Victoria Cross

Valerie Jean Mills

Maurice Young

Loved ones here include those lost to a brain tumour
for whom we received funeral donations between July and October 2020
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Together we will find a cure
Our Centre of Excellence Partners
DIVISION OF NEUROPATHOLOGY
AND DEPARTMENT OF
NEURODEGENERATIVE DISEASE

Our Member Charities

Our Fundraising Groups
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The Lorn’s Legacy

Our Fundraising Partners

www.braintumourresearch.org

#FundingTheFight

Tel: 01908 867200 | info@braintumourresearch.org
Brain Tumour Research, Suite 37, Shenley Pavilions,
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