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FOREWORD

RESEARCH
NEEDS

INVESTMENT

It doesn’t take a rocket
scientist to tell you that to
find a cure for brain tumours
needs significant investment.
Since records began in 2002 the
national investment in breast cancer
has been £782m, in leukaemia £556m
yet for brain tumours just £128m!
When my sister’s little girl was
diagnosed, in August 2000, with a brain
stem glioma (DIPG) and we discovered
with horror that there were no treatments
that could save her, we knew exactly
what needed to be done. What’s more
the scientists that we met told us how
difficult it was to get funding for brain
tumour research.
We knew we needed to raise significant
amounts of money to find a cure. We
also knew that no one charity could do
it alone and that the Government had to
get involved.

Research into brain tumours
has seen some great advances
over the last 20 years
but we still don’t fully
understand the causes, what
initiates them, what makes
them grow and how their
growth can be halted.

Researcher at Queen Mary
University of London
4
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Dr Karen Noble

Government funders such
as the Medical Research
Council (MRC) and the
National Institute for Health
and Care Research (NIHR)
won’t take risks when they make funding
decisions. Brain tumour researchers compete
with researchers in all other disease areas,
not just other cancers, and there is only a finite
amount of funding available.
Government funders expect concepts to have
been proven before they will fund the next
vital stages of research. That is where charities
come in – we fund the discovery research.
We also build the critical mass of researchers
with novel but not yet proven ideas. With time
to experiment they can evidence their findings
and go on to convince their Institutes, as well as
charities attached to their Institutes, to fund more.

Derek Thomas MP,
Chair of the APPGBT
Below:
Researcher at
the University
of Plymouth

With such evidence they can also apply to the
larger cancer charities such as Cancer Research
UK and Government funders: MRC and NIHR.

We are proud that for every
£1 we invest in our Centres of
Excellence resulting from your
fundraising, our researchers can
go on to attract a further £3 from
other charities, Institutes and
the Government.

Please keep fundraising,
sharing your stories and
campaigning with us. We
couldn’t do it without you.

Together
we will
find
a cure

On top of this, the profile we are raising on
social media and in the media by working
with you to share your stories means other
charities include brain tumours in their research
objectives. This is how we will increase the
national investment in brain tumour research to
£35 million a year.
This financial year, we have been able to spend
£3 million on research, as well as increase our
reserves, to be in a position to invite applications
to establish another Centre dedicated to brain
tumour research.

Sue Farrington Smith MBE
Chief Executive
www.braintumourresearch.org Summer 2022
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RESEARCH UPDATES

DISCOVERY COULD

DRAMATICALLY
IMPROVE

GBM TREATMENT
Researchers at the Brain Tumour
Research Centre of Excellence
at Imperial College, London,
have discovered a potential
new treatment which could
dramatically improve the
effectiveness of radiotherapy
for patients diagnosed with the
most common and deadliest
form of brain tumour.
Scientists found that a drug which
depletes the amino acid arginine made
glioblastoma (GBM) tumours much
more susceptible to radiotherapy.
Striving
to fund a
network of
dedicated
research centres
in the UK

Arginine is an amino acid used in the production of
complex molecules called proteins, which conduct a
vast range of functions within cells. Arginine is required
by a variety of cancer cells, especially ones that are
growing quickly, and therefore depriving tumours of this
amino acid has been explored as a potential anti-cancer
strategy in a variety of tumour types, including GBM.
Whilst 70% of GBM tumours are able to make arginine,
30% are not. In this study, the research team focused
on the tumours that can make arginine by exposing
them to a drug called ADI-PEG20. This drug degrades
arginine and the aim was to deprive tumours from access
to arginine.
When arginine is degraded by ADI-PEG20, a chemical
called nitric oxide is produced. This has the added
effect of activating immune cells that are located
throughout the brain and spinal cord. Many tumours
are able to suppress immune cells, thereby evading
removal by the immune system. However, the production
of nitric oxide, which is toxic to cells, appeared to activate
immune cells around the tumour. Importantly, using
ADI-PEG20 had its greatest effect on tumours when
used alongside ionising radiotherapy.

Together
we will
find
a cure
Image: GBM cells.
Credit: Blizard Institute Queen
Mary University of London
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Dr Nel Syed and
Dr Karen Noble

Our Director of Research, Policy
and Innovation, Dr Karen Noble
explains: “The possibility
that this drug could be used
alongside radiotherapy and
the potential effects it would
have on the tumour cells are
incredibly promising. However
there is a long way to go
before this drug is available
to patients. The allocation
of national spend into brain
tumours needs to be increased
so that vital research like this
can continue and help to
reduce the shocking brain
tumour survival statistics.”

Dr Nel Syed, who co-leads the team at Imperial, said: “Laboratory
results showed that, using the drug ADI-PEG20 in combination with
radiotherapy, led to a durable response with extended disease-free
survival with no significant toxicity. The next steps are to explore the safety
and effectiveness of using this in humans by setting up a new clinical trial.”

Catherine H

eald

Following her diagnosis with a GBM in June
2020, 37-year-old Catherine Heald went through
the standard treatment of surgery, followed by
radiotherapy and chemotherapy. She said: “This new
research into a drug that would degrade arginine
and deprive tumours of having the ability to grow
quickly is very interesting to hear.
ringing
ll
ne Heald
Catheri f-treatment be
-o
the end

“I was 35 when I was diagnosed,
and had only recently turned 36 when the
biopsy, following my surgery, confirmed it was
a grade 4 GBM. I’m grateful for my health and
fitness, and I am currently only monitored with
regular MRI scans, but sadly I know others are
not so fortunate.”

With your support, we can continue to
make pioneering breakthroughs like this
that will improve treatments and, ultimately,
find a cure for brain tumours. Help sustain our
vital work by setting up a regular donation
or donating what you can today:
www.braintumourresearch.org/
regular-donations

www.braintumourresearch.org Summer 2022
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RESEARCH UPDATES

HIV
DRUGS
COULD TREAT

LOW-GRADE
BRAIN TUMOURS
A breakthrough from the Brain Tumour Research Centre
of Excellence at the University of Plymouth could see
drugs developed to treat AIDS and HIV used to treat
low-grade brain tumours.
It is significant because, if further research is conclusive,
the anti-retroviral drugs could be prescribed for patients
diagnosed with meningioma and acoustic neuroma.
Researchers at Plymouth have shown previously
that loss of a tumour suppressor, named Merlin,
contributes to the development of meningioma,
acoustic neuroma and ependymoma tumours.
It also causes neurofibromatosis type 2 (NF2). Tumour
suppressor genes play important roles in normal cells
by controlling division or repairing errors in DNA.
However, when tumour suppressors do not work
properly or are absent, cells can grow out of
control, leading to cancer.
In this latest study Dr Sylwia Ammoun, Senior
Research Fellow, her collaborator, Dr Robert
Belshaw, and Professor Oliver Hanemann
who directs the Brain Tumour Research
Centre at Plymouth investigated the role
that specific sections of our DNA play in
tumour development. Named ‘endogenous
retrovirus HERV-K’, these sections of DNA are
relics of ancient infections that affected our
primate ancestors, which have become stable
elements of human DNA.
8
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Together
we will
find
a cure
Meningioma cell under
the microscope
(credit: University
of Plymouth)

Dr Sylwia Ammoun (pictured second from right,
front row) and the Plymouth research team

Professor Hanemann said: “High levels of proteins
produced by HERV-K DNA have previously been
linked to the development of different tumours.
In this study, the team showed that high levels of
HERV-K proteins were present in meningioma and
schwannoma cells obtained from patients and
are produced due to loss of Merlin. The team was
also able to identify molecular events that may
enable HERV-K proteins to stimulate the growth
of these tumours. Furthermore, several drugs were
identified that target these proteins, reducing
the growth of schwannoma and grade I
meningioma cells in the laboratory.
Professor
Oliver
Hanemann

Dr Sylwia
Ammoun

“Significantly, these
drugs – the retroviral protease
inhibitors ritonavir, atazanavir, and lopinavir
– have already been approved for use in the
treatment of HIV/AIDS in the USA and are also
available in the UK. These results revealed HERV-K
proteins to be critical regulators of growth in
tumours that are deficient in Merlin.”
Dr Karen Noble, Director of Research, Policy
and Innovation at Brain Tumour Research, said:
“These findings are extremely significant as drug
repurposing is a valuable way to accelerate the
testing of new approaches into clinical trials which,
if successful, could reach patients sooner.

“This is particularly critical for patients with
brain tumours as many of them do not have the
luxury of time.”

You can get up close to the research in action
by taking our interactive 360° virtual tour of our
Research Centre at the University of Plymouth:
www.braintumourresearch.org/research/
university-of-plymouth-virtual-lab-tour

To receive all the latest research and
campaigning updates from Brain Tumour
Research, subscribe to our weekly e-news:
www.braintumourresearch.org/
subscribe
www.braintumourresearch.org Summer 2022
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RESEARCH UPDATES

MEDULLOBLASTOMA

FINDING BRINGS

HOPE

A significant finding from the Brain Tumour Research
Centre of Excellence at Queen Mary University of
London could help children diagnosed with a specific
type of medulloblastoma.
Professor Silvia Marino

Research has shown that those with a specific subtype
of the disease could benefit from a new combination
of treatment. If further studies are positive, it could see
children with this tumour subtype treated with a new
combination of drugs which it is hoped would prove
less harmful and lead to a better quality of life.
Professor Silvia Marino, who leads the research
team, said: “There are four groups of
medulloblastoma, each of them composed
of different subtypes but, at the moment, all
patients are treated with the same plan of
surgical resection followed by chemotherapy
and radiotherapy. Our research has shown
that there could be important benefits for one
of the group four subtypes, by treatment with
a combination of pre-existing drugs.”
Having more targeted therapies according to subtype
is needed to improve outcome and quality of life; many
patients who survive can live with life-long deficits
caused by treatment. High levels of a protein
10
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called BMI1 are found in group four medulloblastoma
patients and when this is combined with low levels
of another protein called CHD7 the prognosis is poor
as the tumour regrows. The new research shows that in
these cases the tumour is vulnerable to a combination
treatment of BMI1 (PTC-209) and MAPK/ERK
(PD32590) inhibitors resulting in significantly extended
survival at pre-clinical level. Initial results in the
laboratory indicate that the non-cancer cells in the
brain are not affected by treatment.
Dr Karen Noble, Director of Research, Policy and
Innovation at Brain Tumour Research, said: “The
results of this study are very promising. A kinder,
and more effective treatment for patients with
medulloblastoma is much-needed. Personalised
medicine, tailoring treatments to the individual’s
tumour, is the way forward, and this research
shows that this could be possible for one
subgroup of this disease.”

Rayhan with
his parents,
Nadia and
Sarfraz

Rayhan Majid

Amongst those welcoming the news is the family
of Rayhan Majid who was just four when he died in 2018 within
months of a medulloblastoma diagnosis. The family has recently set
up a Fundraising Group called Remembering Rayhan supporting
Brain Tumour Research (read more on pages 28-29).
His mum Nadia said: “Rayhan endured four surgical procedures,
one of which left him unable to speak or walk, and six weeks of
radiotherapy. He was on his first round of chemotherapy when
he died. We were helpless as we watched our boy change from
being full of laughter and energy to being unable to communicate
or move. The treatment was almost as cruel as the disease
itself and this cannot be right so any improvement for patients
diagnosed in the future is long overdue.”

Rayhan in hospital

Read our latest research updates online:
www.braintumourresearch.org/
research-news
www.braintumourresearch.org Summer 2022
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SPONSOR A DAY

SUPPORTERS
WELCOMED BACK TO
RESEARCH CENTRE
Brain Tumour Research welcomed supporters back
to its Centre of Excellence at Queen Mary University
of London to witness the cutting-edge research in
action and relaunch the new-look Wall of Hope
in what was the first event of its kind since the
beginning of the COVID-19 pandemic.

Together
we will
find
a cure

Inset image: Members
of the research team
12
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Main image:
Philip Scard

Guests heard from Brain Tumour Research Chief Executive
Sue Farrington Smith MBE, and Professor Silvia Marino who
leads the research team. There were also poignant updates
from those affected by this devastating disease, including
patient Eddie Adams and his mother Julie Ruggiero, and
Eileen Smith who lost her son Michael.
A number of supporters also placed tributes on our Wall of Hope,
with each special tile representing the £2,740 it costs to sponsor a
day of research at one of our Centres.
Inset images left:
– Julie Ruggiero and
Eddie Adams
– Eileen and Terry Smith
– Liam and Joe Bergin

Brain
tumours are
indiscriminate;
they can affect
anyone at
any age

Among them were glioblastoma (GBM)
patient and father-of-three Liam Bergin and
his son Joe. In a touching tribute, Liam placed
nine tiles, a number of which were dedicated
to young people who have lost their lives to
brain tumours.
He said: “Visiting the research centre at
Queen Mary and talking to scientists
working to find better outcomes for brain
tumour patients and ultimately a cure was a
very interesting and rewarding experience,
even if their findings will probably be too
late for me. I am proud to be doing my
bit to help make a difference for future
families affected by this horrible disease.”

Inset images below:
– Tile placed in memory
of Melanie Chinnick
– TV’s Danny Clarke
– Juliette Wreford, Sandra
Payne and Ben Kelly

Philip Scard (main image left) placed
eight tiles in recognition of fundraising
nearly £22,000, and shared the
enormous impact of his diagnosis:
“A brain tumour is a life-changing
disability which is devastating
enough without the additional social
and financial burdens that patients
like myself have to bear. I’ve had
to move home to somewhere that
is safer for my seizures. I can no
longer drive which reduces my
independence and I can’t commute
because of the seizure risk – it’s very
isolating. Above all, because of the
treatment and fatigue I am unable to
work. The limitations, pressure and
uncertainty continue to pile up.”
It was also an occasion to honour
loved ones no longer with us. Melanie
Chinnick, who died from a GBM aged
39, was amongst those remembered
when her mother, Sandra Payne, sister,
Juliette Wreford and cousin Ben Kelly
placed a tile in her memory.
Juliette said: “Mel remained positive
and determined to fight the disease,
but sadly in the end there were no
further treatment options and we lost
her. This won’t change without more
investment into research to help find
better outcomes for brain tumour
patients and ultimately a cure.”

Could you sponsor a day of research?
To sustain long-term peer-reviewed research at our
Centres of Excellence, we are striving to help each of our
Research Centres to raise £1 million a year.
That’s £2,740 per day, per Centre.
Every penny adds up and when you raise enough to sponsor
the equivalent of a day of research, you can visit a Centre
to place your own special tile on the Wall of Hope and
meet the scientists and hear about their work.
Please keep striving to sponsor a day of research to
help us get closer to a cure:
www.braintumourresearch.org/sponsor-a-day

www.braintumourresearch.org Summer 2022
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WALK OF HOPE

STEP TOGETHER
TOWARDS A CURE
Our ever-popular national
Walk of Hope is back on
Saturday 24th September
and Brain Tumour Research
needs you to step forward
to help find a cure for
brain tumours.

“The actual day was really good; I really
enjoyed the walk with my mum and sister.
We did find it emotional at points as our walk
route was along a path we have taken as a family
many times and where both my dad and mum
grew up. Also, at our half-way point my sister’s
husband and kids, plus my mum’s mum, sister and
brother-in-law came along to see us, which made
it even more special. And at the end we were met
by my mum’s best friend.

Our national Walk of Hope is a wonderful way
to bring your family, friends, colleagues and
community together whilst raising vital funds to
bring hope to brain tumour patients and their
loved ones.

“I would urge others to get involved this year
and walk any route and distance you feel fit
enough to do. Brain tumours affect a lot more
people than you realise and research doesn’t get
enough government funding. By raising as much
as you can, you help keep open the doors for the
researchers to do more amazing work to help
people like my dad.”

And it’s so easy to get involved. Simply sign up
at www.walk-of-hope.org, choose your route –
it can be any distance you like – and encourage
everyone you know to join you to help maximise
the funds you raise.
Hundreds of supporters took part in dozens of
walks across the UK last year, raising thousands
of pounds to support our vital work.
Among them were the Mackie family who
walked in memory of their beloved husband and
father, Andrew, who died from a brain tumour in
2003, aged 44.
In a touching tribute, Andrew’s wife Moira and
daughters, Sarah and Laura, walked an eight-mile
route along the old railway line from Dinnet, the
village in Aberdeenshire where Andrew was from,
to Cambus o’May which is where Moira grew up.
Sarah said: “It meant a lot to me and my family to
take part in the Walk of Hope to help spread the
word about Brain Tumour Research and the work
the charity is doing to find a cure.

14
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Wherever you are, take part in our national
Walk of Hope and help us create a sea of pink
across the UK. The money you raise will help fund
the fight against the biggest cancer killer of
children and adults under the age of 40.

REGISTER ONLINE
TODAY AT

www.walk-of-hope.org
If you prefer to join an organised
Walk, keep an eye on our social
media and e-news for updates.

SIGN UP AT
www.braintumourresearch.org /subscribe
to receive our email alerts

Andrew
looking dapper

(L to R) M
oir
and Laura a, Sarah
Mackie

Saturda
y

24 th
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loving fath
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FIGHTING FORCE HEROES

FACEBOOK CHALLENGES

RAISE £2 MILLION
When Brain Tumour Research
Together
launched four new Facebook
we will
challenges for the first-time last
find
year, we were blown away by
a cure
the enthusiasm and dedication of
thousands of supporters across the
UK (and beyond!) who got involved.

Lavina Mehta
MBE

The 10,000 Steps a Day in February, Jog 26 Miles in May,
Cycle 274 Miles in August and 100 Star Jumps a Day in
November challenges have collectively raised more
than £2 million so far – an incredible total which could fund a
Brain Tumour Research Centre of Excellence for two years.
The return of 10,000 Steps a Day in February
was an exciting moment after the challenge
raised nearly £1 million in 2021. This year, it
was fronted by personal trainer and wellness
coach Lavina Mehta MBE, who shared workouts
and tips to help participants reach their daily step
count. Her support was inspired by the loss of her
beloved father-in-law Mahendra Mehta.
Amongst the supporters who stepped forward for
the challenge was glioblastoma (GBM) patient
Kelly-Marie Casey. Her fundraising had a fancydress twist as she strolled the streets of London
dressed as ‘Derick the Duck’.
Having chosen Brain Tumour Research as its
Charity of the Year, consultancy firm Gobeyond
Partners kicked off its fundraising with the 10,000
steps challenge. Its support is inspired by management
consultant Dafydd Hobbs’ wife, Charlotte, who died
from a brain tumour on 26th March, aged 42.
Big Brother finalist Andy West took to walking with his
partner Nicholas during lockdown. Andy signed up
for the challenge to “do something special” inspired
by patients who have touched his life through his work
as a BBC newsreader and a close friend who had a
brain tumour scare.
16

Summer 2022 www.braintumourresearch.org

Left:
Kelly-Marie
Casey as
Derick the
Duck
Right:
Andy West

Left: Charlotte
and Dafydd Hobbs
Charlotte Hobbs
taking part in our
100 Star Jumps a Day
in November challenge

Lots of incredible
supporters have
also been taking part
in our Jog 26.2 Miles in May
challenge, doing the challenge
at their own pace to complete
a marathon in a month.

(L to R)
Vanessa John Kelly, Na
th
Kelly, G
race, M an,
arissa

Inspired by her 12-year-old daughter Grace’s
“distressing” diagnosis with a GBM, Vanessa
Kelly signed up for the challenge. Vanessa said
she was jogging because “we desperately
need more treatments available”.
John Payne joined the challenge and said he
was “determined to raise as much money
as I can” after his brother Matt died in
November 2021, aged 38, 15 months after being
diagnosed with an aggressive brain tumour.
Just weeks after undergoing surgery to remove
a meningioma, Philip Boal decided he was going
to walk a mile every day in May. He said:
“I feel really passionately about this because
there is such a lack of awareness of this
devastating disease.”

Philip

n

tephe

rtner S

nd pa
Boal a

Thank you to everyone who got involved in our first
digital challenges of 2022. Follow us on Facebook to be
amongst the first to hear about our upcoming challenges,
including Cycle 274 Miles in August – launching soon:
www.facebook.com/BrainTumourResearch
www.braintumourresearch.org Summer 2022
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WEAR A HAT DAY

HATS OFF
TO INCREDIBLE
FUNDRAISERS
Stephen Fry
tweeted his
support

RA
WEAD
HAT AY

Sajid Javid
MP’s tweet

Thousands of supporters
came together on Friday
25th March to celebrate Wear A Hat
Day, raising thousands of pounds to
help find a cure for brain tumours.

There was a flurry of social media activity and we were delighted that
Wear A Hat Day was trending on Twitter for another year. Amongst the
celebrities raising awareness was Stephen Fry, who shared a hatty selfie
and encouraged his followers to get involved, and Sarah Beeny who
shared a photo with her family.
Politicians and MPs also engaged with our cause
and Secretary of State for Health and Social Care
Sajid Javid tweeted a video in which he called Wear
A Hat Day “a brilliant initiative to raise funds and
awareness about research into brain tumours”.

Milliner Bee Smith hosted a Mad
Hatter’s Tea Party with tea, cake and,
of course, hats, and encouraged all
55 other members of the British Hat
Guild to get involved too.

Supporters organised events at home, work, school
and in their community, and we’re delighted to share
just a handful of these:

Kazzy Minton put her hat on at
home to honour her daughter
Abigail Burrows, who died in
1996, aged just 12 months.

Ali Houghton organised a three-day fundraiser with
her colleagues at AF Blakemore & Son including a
bake sale, tuck shop, raffle, tombola and a sponsored
leg wax.
Children and staff at The Meadows Montessori
Independent School (main picture right) enjoyed an
afternoon of hat activities including a photo booth,
pass the parcel and ‘design your dream hat’.
Wear A Hat Day reached ‘neigh’
heights when riding school instructor
Joanna Dobson put hats on
her horses to raise funds in
memory of her mum, Sylvia.

Joanna Dobson
18
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Sarah Beeny
and family

Kazzy M

inton

Pupils at Bottesford Primary School wore hats at an
event organised by Sydney Hopkins in memory of
her dad Dave. Sydney’s mum Nicki and local MP
Holly Mumby-Croft also organised for the North
Lincolnshire Council’s Church Square House to light
up pink and yellow to raise awareness of Wear A
Hat Day.
Thank you to everyone who got involved!
Colleagues at
AF Blakemore & Sons

Pupils from Bottesford Primary
School, Sydney Hopkins
(front centre)

Pupils at The Meadows
Montessori Independent School

Sam
S
with uriakum
a
his fa
mily r

DON’T
HANG UP
YOUR HATS!
If you missed out on Wear A Hat Day, couldn’t get
involved for some reason or had so much fun you
want to do it all again; why not get creative, support
your favourite florist or have fun picking flowers
from your garden during British Flower Week.
Our favourite floral fundraiser, Wear A Hat Day
with Flowers, is back on Friday 17th June.
Take part, don your flower-covered hats or wear
your flowery shirts with your stylish summer hats,
and enjoy fancy summer fundraising fun whilst
raising funds to help find a cure.
It’s time to start planting the seeds of your blooming
brilliant fundraising events. Register today at:
www.braintumourresearch.org/
fundraise/wear-a-hat-day-with-flowers
to get your FREE fundraising pack!

Sam Suriakumar and his
family took part in Wear A Hat Day
with Flowers after Sam was diagnosed with a
glioma, having collapsed with a seizure on the Tube.
Sam’s experience inspired the Transport for London
staff who helped him to get involved too.

He said: “To learn that the people
who saved my life were supporting
Brain Tumour Research and taking part
in Wear A Hat Day with Flowers was
incredible and I was really moved by that.
As a family we really enjoyed
taking part too – it was great fun!”

www.braintumourresearch.org Summer 2022 19

FUNDRAISING CHALLENGES

HOW WILL YOU

2022

JUNE

Secure your place in Nightrider London on Saturday 11th June and pedal past
the big city’s iconic landmarks through historic streets under the moonlit night sky.
Register for Wear A Hat Day with Flowers on Friday 17th June
and let your hattastic fundraising blossom! See more on page 19.
Sign up to conquer the iconic Yorkshire Three Peaks Challenge on Saturday 18th June.
Looking for an adrenaline rush? Join our Fighting Force team at the
Trafford Centre Barton Tower Abseil on Saturday 25th June.

JULY
Enjoy the scenic sights of the Isle of Wight as you put your pedal power to the test
for the fifth annual Brain Tumour Research Randonnée on Sunday 3rd July.

AUGUST
Go the distance and Cycle 274 Miles in August. Tailor this
summer cycling challenge to suit you and get pedalling to find a cure.
Kiltwalk returns to the City of Discovery on Sunday 21st August.
Don your tartan, pick your distance and join our Kiltwalk Dundee team.

SEPTEMBER
Our charity Christmas cards are on sale in September. Please help us sell them
at local events, fayres and amongst your friends, family and colleagues.
Take on some freefall fundraising and join skydive teams jumping in Salisbury,
Durham, Swansea, Suffolk or Lancaster on Saturday 10th September.
If you secured a place in the Great North Run on Sunday 11th September,
run for Brain Tumour Research and raise vital funds to help find a cure.
If pedalling is your preference, why not take on the 54-mile route of the
London to Brighton Cycle Ride on Sunday 11th September?
Head to Scotland’s capital and take part in
Kiltwalk Edinburgh on Sunday 18th September.
Step towards a cure and take part in our National Walk of Hope
on Saturday 24th September. Read more on pages 14-15.
20
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There are lots of ways to support Brain Tumour Research throughout 2022 and beyond

GET INVOLVED?
OCTOBER

Lucky enough to secure a place in the TCS London Marathon on Sunday 2nd October?
Choose to run for Brain Tumour Research and support vital research.
No place? No problem! Join our Virtual TCS London Marathon on
Sunday 2nd October and complete the 26.2-mile distance wherever you are.
Run through four of London’s eight famous parks with the
Royal Parks Half Marathon on Sunday 9th October.
Grab your running shoes and race the Dublin Marathon on Sunday 30th October.

NOVEMBER

DECEMBER

Join our last Facebook Challenge of the year.
Follow Brain Tumour Research to be
amongst the first to hear more!

Ho ho hold onto your hats - Wear A Christmas
Hat Day is on Friday 16th December. Enjoy festive
fundraising with your sparkling winter hatty events.

2023

JANUARY
Make it your New Year’s Resolution to help find a cure and get involved in any way
that you can to support Brain Tumour Research. Find ideas for getting involved at:
www.braintumourresearch.org/fundraise/make-a-difference-in-2023

FEBRUARY
Step forward to help find a cure and join thousands of supporters
across the UK taking part in 10,000 Steps a Day in February.

MARCH
Join our Brain Tumour Awareness Month programme
of activities to raise awareness and find a cure for brain tumours.
Take part in our unmissable Wear A Hat Day on Friday 31st March and have
hattastic fun wherever you are – at home, at school, at work or in the community.

APRIL

APRIL

Join our TCS London Marathon team on
Sunday 23rd April and race through the streets
of London on this iconic 26.2-mile route.

The London Landmarks
Half Marathon is back on Sunday 2nd April.
Get your place and race for research.

MAY

See more at
www.braintumourresearch.org/
calendar-of-events or to receive this calendar as
a PDF, contact fundraising@braintumourresearch.org

Join our Jog 26.2 Miles in May challenge.
Take part at your own pace wherever you are
and complete a marathon in a month.

www.braintumourresearch.org Summer 2022
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GIFTS OF HOPE

JUDITH’S

Judith an
d
David To
dd

LEGACY

A beloved wife and mother’s
legacy is funding vital research
to find a cure for the disease that
took her life.
Judith Todd, a retired maths teacher, was
diagnosed with a glioblastoma (GBM) in
2016 and underwent three operations, as
well as chemotherapy and radiotherapy.

Judith before
her diagnosis
fter
Judith a g
returnin
home

After suffering a stroke during her last surgery, the
mother-of-three spent much of her initial recovery
in medical facilities alone due to COVID-19 restrictions.
She was reunited with her childhood sweetheart and
husband of 39 years, David, for seven months before
she passed away on 22nd December 2020.

Judith and
David, with
children
Andrew,
Hannah and
Rebecca

Following his tragic loss, David donated £18,000
from the remainder of Judith’s pension to
Brain Tumour Research.
We thank
David for his
support
He said: “People deal with grief in
different ways but we’re determined to
Brain Tumour Research is grateful to all those
live life as best we can because it’s what
who
donate in memory of a loved one lost to
she would have wanted.”
“I’m retired, I’ve got a good pension
and don’t need the money, so I thought
giving it to Brain Tumour Research would
be a better use of it.
“I was attracted to the research element
of the charity because of Judith’s
scientific background and I think
knowing it’s not one of the bigger cancer
charities appealed because I know how
underfunded brain tumour research is.”

22
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this devastating disease. All contributions make
a real difference and form part of their legacy,
supporting our work to find better treatments
and ultimately a cure, and bringing hope to
patients and their loved ones in the future.

Further information on donating in memory of a
loved one can be found on page 38 or by visiting:
www.braintumourresearch.org/
donation/donate-in-memory

AMAZING ACHIEVERS

Johanna
Macphee

Together
we will
find
a cure

DAUGHTER’S
DECADE OF

FUNDRAISING
After losing her beloved mum to
a brain tumour, Jo Macphee has
raised more than £15,000 to help
find a cure for the disease.

Valerie Morgan passed away on 4th July 2011.
For the last 10 years, Jo has paid tribute to
her mum, raising thousands of pounds in her
memory for Brain Tumour Research.
d
icture s
na (p
e
Johan elling cak
s
right)

Amongst Jo’s fundraising challenges have been a 100-mile spin cycle,
multiple 5km runs, an abseil off the Forth Rail Bridge and more. She has
also organised Wear A Hat Day events, raffles, a birthday fundraiser
and a ‘Vintage Val’ car rally.
Our thanks
go to Jo for
her dedicated
support of
our cause

Valerie
Morgan

Johanna
and Valerie

If you’d like to raise vital funds for
Brain Tumour Research, visit:

www.braintumourresearch.org/
get-fundraising to get started

Jo said: “My mum was just 64 when she
passed away after three tumours were
found in her brain. It has been really
devastating for us as a family and I
wanted to do something to prevent this
happening to other families.
My fundraising journey began then.
“I am now dedicated to raising muchneeded funds in aid of Brain Tumour
Research and to raise awareness as
brain tumours are one of the most
underfunded areas when it comes
to cancer research. Around 16,000
people are diagnosed every year, yet
historically only 1% of national cancer
research funding goes to it.
“This journey has really helped
me channel my grief into something
positive and has kept the memory
of my mum alive.”
www.braintumourresearch.org Summer 2022 23

SUPPORTER STORIES

The news of popstar Tom Parker’s
death from a brain tumour, aged
33, drew expressions of grief from
fans and the world of music and
entertainment. But the tragic news
was all too familiar for those in the
brain tumour community.
After announcing he had been diagnosed with a
glioblastoma (GBM) in October 2020, Tom became
a passionate advocate for more research into the
disease. In the Spring 2022 edition of Believe, we reported
how he expressed his frustration at the lack of options for
patients at a meeting of the All-Party Parliamentary Group
on Brain Tumours (APPGBT).
Derek Thomas MP, Chair of the APPGBT, described
his “great honour” meeting and working with Tom.
He said: “Tom turned his battle into a campaign
to highlight the lack of effective treatment and
support for brain tumour sufferers and all those of
us engaged with this area will respond with greater
urgency and effort to improve the situation.
“Tom inspired me to step up my work to help cut
through the barriers that stand in the way of real
progress in the treatment of brain tumours.”
Tom’s loss was felt deeply by many, especially those
patients and families with whom he had connected
directly. Among them is the family of Amani Liaquat,
who struck up a friendship with Tom whilst she too
was campaigning for Brain Tumour Research.
Amani was diagnosed with a GBM in April
2020 and bravely worked with the charity to share
her story. She bonded with Tom over their shared
experience, interviewing him on her Chat2Amani
podcast, and was amongst the Brain Tumour
Research supporters who attended The Wanted’s
reunion concert at the Royal Albert Hall last
September, alongside representatives
from the Charity.

Amani was just 23 when she died on
21st February, a matter of weeks
before Tom succumbed to the disease.
In an article published in The Mirror, Amani’s father
Khuram told how Tom gave hope to his daughter.
He said: “Their journey, the stories of seizures
and so on were almost identical so they clicked
straight away. To have him keep in touch, to have
almost this lifeline from Tom, gave Amani some
hope and excitement.”
Our Head of Stakeholder Relations, Hugh Adams,
said: “Following their devastating diagnoses,
Amani and Tom made their voices heard as they
campaigned for our cause. They brought increased
visibility to the unacceptable fact that brain
tumours kill more children and adults under the age
of 40 than any other cancer, yet historically just 1%
of the national spend on cancer research has been
allocated to this devastating disease, inspiring
many people to support our cause.”
Amani before
her diagnosis

Read stories of hope and of those in our hearts:
www.braintumourresearch.org/stories
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Tom Parker with
Amani, Meah,
Yasmin and
Khuram Liaquat

TOM’S
SUPPORT WAS
A “LIFELINE”
TO AMANI
Amani Liaquat
and Tom Parker

Tom attending
a virtual APPGBT meeting

Fo reve r
in o u r
H E A RT S
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SUPPORTER STORIES

RAISING
AWARENESS
TO HELP
OTHERS
HELP US
to continue
to fund
life-saving
research

Brain
tumours are
indiscriminate;
they can affect
anyone at
any age

Ricky with
friends

Ricky Carroll in hospital
26
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A man whose brain tumour
diagnosis left him struggling with
his mental health has worked with
Brain Tumour Research to share his
story in the hope that he can help
others in the same situation.
Ricky Carroll was living in Portugal when he was
diagnosed with a brain tumour in December 2018,
aged 33. He underwent surgery which successfully
removed most of the grade 2 tumour and says he
“feels lucky” compared to others after physically
healing well, being left with only a small scar.

Ricky’s scar

But following his diagnosis and treatment, Ricky struggled with
his mental health and describes how he felt “consumed” by the
psychological side effects he was experiencing.

Ricky said: “Surgery felt like a
breeze compared to the impact my
diagnosis had on my mental health.”

He said: “No one warned me about the potential psychological
impact of brain surgery. It hit me like a sledgehammer and my
personality changed for the worse. I didn’t expect it at all.”
After months of feeling like a “different person” and a failed
suicide attempt, Ricky sought professional help. With support from
a therapist and friends, in time he began to look forward and feel
more like himself again.
Keen to raise awareness of the mental health implications of a
brain tumour diagnosis, Ricky contacted Brain Tumour Research
and offered to share his story.

“The psychological
impact of having a brain
tumour is not talked
about enough and it’s
something that I am
keen to encourage more
people to talk about.
I decided to share my
story to raise awareness
and encourage others to
speak out because I know
how it feels to think there
is no way out.
“I wanted to share my
story to help people
realise it does get better.
Taking one day at a time
is a cliché, but it really
does work.”

He wrote a guest blog for the Charity’s website,
in which he candidly described his own struggles
and the positive steps he took towards recovery,
including changing jobs, travelling and
pursuing new passions.

To read Ricky’s blog, visit:
www.braintumourresearch.org/media/our-blog

If you’d like to share your story,
contact our dedicated PR team on:
media@braintumourresearch.org
to see how we can work with you

www.braintumourresearch.org Summer 2022
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FUNDRAISING GROUPS

WELCOMING OUR NEW
FUNDRAISING GROUPS
Our amazing Fundraising Groups
champion the fight to find a cure
for brain tumours while enjoying
the support of our Community
Development, Marketing and PR &
Communications teams to maximise
their fundraising and profile within
their communities.
We have welcomed these four new Groups
to our family since our Spring 2022 issue:
Albie with his parents
Hayley and Lauren

Rashpal

ALBIE AND BEYOND
This Fundraising Group has been set up
to keep the memory of two-year-old
Albie Bayliss-Watts alive and to ensure
he leaves a lasting legacy.

Albie
Bayliss-Watts
in hospital

Albie was diagnosed with a rare, aggressive
brain tumour after having an out-of-the-blue seizure and
later vomiting in the mornings. Despite emergency surgery
and intensive chemotherapy, Albie died less than a year
after diagnosis, on 28th November 2021, leaving his
parents, Hayley and Lauren, heartbroken.
Lauren said: “Albie touched so many people’s hearts
and filled our world with nothing but pure joy. Hayley
and I are now dedicated to supporting research into
brain tumours in the hope that no other family will
have to suffer like ours.”
28
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Lotay

ASCENSION
Set up in memory of loving wife and
mother-of-four Rashpal Lotay, her son
Tj chose the name Ascension because
most of his fundraising events centre
around hiking and climbing mountains
and because he doesn’t feel his mother
has passed away, more that she has
ascended and is watching over him.
Rashpal was diagnosed with a brain
tumour in 2009 and fought the tumour for
10 years, undergoing surgery, radiotherapy
and chemotherapy.
r family

Rashpal with he

Lisa with her miracle baby Ruby
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OFFICIALLY LISA CONNELL
Now 43, Lisa is living with a brain tumour
and has set up this Group to improve
outcomes for brain tumour patients and
ultimately to help find a cure.

P

Lisa was diagnosed with a meningioma,
aged 26, after falling pregnant and losing
the baby. She underwent Gamma Knife
Surgery and later surgery and radiotherapy.
Lisa now lives with regular painful facial
spasms, but amazingly has a miracle
daughter, now aged six, after being told
she couldn’t have children as meningiomas
can grow dramatically in pregnant women
due to hormonal change.

Lisa and Ruby on
Wear A Hat Day

Ruby
and
Lisa her birth
after

REMEMBERING RAYHAN
The family of Rayhan who died aged
four, just four months after diagnosis
with a medulloblastoma brain tumour,
has set up this Group. Despite several
surgical procedures and radiotherapy,
Rayhan’s tumour continued to grow and
he passed away just after beginning
chemotherapy treatment.
His parents, Nadia and Sarfraz, dearly
hope that Rayhan’s legacy will make a
difference and bring about better outcomes
for brain tumour patients in the future.
Nadia said: “Rayhan was on his first
round of chemotherapy when he died.
We were helpless and heartbroken
as we watched our beautiful boy
change from being once full of laughter
and energy to becoming paralysed
and unable to communicate or move.”

Main picture:
Rayhan Majid
Inset above: Rayhan
with his parents
Sarfraz and Nadia

For more information
and to join our family
of Fundraising Groups, visit:
www.braintumourresearch.org/
become-a-fundraising-group

www.braintumourresearch.org Summer 2022
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FUNDRAISING GROUPS

NEWS
FROM OUR

Main picture:
Albie wearing his
favourite hat
Inset below:
Brave the Shave
for Albie
Inset right:
Wear A Hat Day
at the Royal Oak

FUNDRAISING
GROUPS

We always love to hear from our Fundraising
Groups and supporters about what they’ve
been up to and how they’re funding
the fight to find a cure.

ALBIE AND BEYOND
Two-year-old Albie died in November 2021, less than a
year after his diagnosis with an aggressive brain tumour.
This dreadful loss has inspired massive support for one
of our newest Fundraising Groups. His mum Hayley,
pub manager of The Royal Oak in Didcot, encouraged
colleagues at 14 other Oxfordshire
pubs to also get involved
with Wear A Hat Day, when
around £2,500 was raised.
In February, led by Hayley’s
dad Mick, 10 people braved
having their heads shaved,
raising £5,275.

Around

£7,700
raised

Katie o
n
A Hat D Wear
ay

Main picture:
Katie with her
medal for 10,000
Steps a Day

BRAINSTORM
Katie Smith, who set up this Fundraising
Group after being diagnosed with an
oligoastrocytoma, showed her support for
Wear A Hat Day (which coincided with
the fourth anniversary of her second brain
surgery) by sharing a number of photos of
herself on social media wearing a range of
headgear as well as pitching up at her local
Morrisons to run a Brain Tumour Research stall.
Katie also took on the challenge of walking
10,000 Steps a Day in February which helped
to bring Brainstorm’s fundraising total to date to
more than £30,000.
30

Summer 2022 www.braintumourresearch.org

Over

£30,000
raised

THE LORN’S LEGACY
Some 200 people took part, along with a number of energetic
The Lorn’s Legacy
dogs, in The Lorn’s Legacy’s seventh annual park run with
participants asked to wear green to honour Lorna Atkinson
who lost her life to a glioblastoma (GBM)
just 18 months after diagnosis.
Because of the pandemic, the
previous two had to be held
Over
virtually. Lorna’s daughters, Lisa
£16,000 and Louise, organised a raffle
raised
and homemade cakes in return
for a donation at the park’s
café afterwards, helping to
bring funds raised to date by
the Fundraising Group to
Main picture: Lisa’s partner,
Michael at The Park Run with Daisy
more than £16,000.
Inset: Louise and Lisa in the park café and cakes
All picture credits: Stuart Whitman Photography

MIA’S
PEGASUS FUND
This Fundraising Group
was inspired by a six-yearold who passed away just
10 days after diagnosis
with a brain tumour. Laceys
of Bournemouth, the firm of solicitors where Mia’s aunt
Laura works, signed up to take part in Brainathlon
– a week-long walk, run and climb relay challenge
for Brain Research UK, Brain Tumour Research and
Epilepsy Research UK. A team of 16 colleagues
walked 10 miles, ran 15 miles and climbed
1.2 miles, over six days finishing with a picnic
with their families and hope the final fundraising
tally will be at least £3,000 including a pledged
£1,000 donation from the partners. It means
that to date, Mia’s Pegasus Fund has
raised around £25,000.
Around
lon
Laceys’ Brainath

team

£25,000

ZARA’S APPEAL FOR A CURE
Zara, who set up the Fundraising Group after her
diagnosis with a GBM aged 30 in January last
year, held her first fundraising party night event
in April hoping to raise around £2,000.
Over
With a raffle and an auction, a sweet cart,
a DJ to play some hot sounds and a hot pot £7,000
raised
supper to be enjoyed by the more
than 100 guests, the
grand total came to
a whopping £7,170.
Great job Zara!

raised

To find out more about or to support
one of our Fundraising Groups, visit:
www.braintumourresearch.org/
become-a-fundraising-group
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CAMPAIGNING

GATHERING
EVIDENCE
ON THE
PATHWAY
TO A CURE

Led by Brain Tumour Research,
the All-Party Parliamentary Group
on Brain Tumours (APPGBT) is
holding its Pathway to a Cure
– breaking down the barriers
inquiry with a number of evidencegathering sessions, providing the
backdrop for a report which will
be delivered in 2023.

Members of Brain Tumour Research founded the
APPGBT in 2005 and the charity continues to provide
the secretariat. Launched in July 2021, the inquiry
seeks to address the persistent funding issues and
barriers to brain tumour research, and to deliver key
recommendations to unlock these.
In March, our Chief Executive Sue Farrington Smith
MBE updated parliamentarians at a meeting of the
APPGBT on the evidence gathered so far.
Following a literature review, the inquiry panel has
examined the Government response to calls for
greater research funding over the past five years.
Updates and evidence from the Tessa Jowell Brain
Cancer Mission (TJBCM) and the National Cancer
Research Institute (NCRI) brain cancer group reflected
on the current funding landscape, with suggestions of
what needs to be done to accelerate research.

Sue Farrington Smith MBE
with the Brain Tumour
Research Petition Report
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Calls for written evidence have gathered responses
from researchers and clinicians on the barriers they
have encountered and suggestions for solutions.
This was followed by three oral evidence sessions
during which the panel heard from four lab-based
and four clinically-focused researchers, as well as
paediatric researchers.
Feedback from these sessions highlighted inadequate
funding for pre-clinical research, how funding
models are not fit for purpose, a lack of constructive
feedback to researchers following applications, and
a lack of understanding about the unique challenges
researchers face. There was overwhelming agreement
that there are significant barriers to building a longterm career in brain tumour research.

Further evidence sessions will involve
industry, the charity sector and Government
funders. Stay up to date with the
latest inquiry news on our website:
www.braintumourresearch.org
/media/news

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

Just

1%

of the national spend
on cancer research
has been allocated to
this devastating
disease

,
as MP
Thom
Derek he APPGBT
of t
Chair

Hugh Ada
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Parliamentary Questions (PQs) are
a vital piece of the political toolkit for
Brain Tumour Research, our campaigners
and supporters. At the March meeting
of the APPGBT, our Head of Stakeholder
Relations Hugh Adams outlined how they
are also a key way for the inquiry to gather
information regarding Government funding.
He said: “At Brain Tumour Research
we have an active and growing campaigning
taskforce, who are encouraged by the
opportunity to ask questions of their MP.
Since September 2020, 58 brain tumour
related questions have been asked, 12 of
these in February/March this year.
“PQs will play an important role in producing
a complete picture that will underpin this inquiry.

HELP US
campaign
for a

CURE

Together
we will
find
a cure

The APPGBT took place virtually

“We are asking those forensic questions that
will give us the facts and more specific evidence
to provide a detailed analysis of the current
state of play. We continue to suggest questions
for our campaigners to ask their MPs and for
members of the inquiry panel to put forward.”

Campaign with Brain Tumour Research
and make your voice heard:
www.braintumourresearch.org/
campaign-with-us
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CAMPAIGNING

CAMPAIGNERS

ARE POWERFUL
Our dedicated campaigners are
passionate about improving options
and outcomes for brain tumour
patients. Brain Tumour Research is
grateful to those supporters who
engage with politicians to keep brain
tumours on the agenda.

Amongst them is Stuart Grant,
who was diagnosed with a grade 2
oligodendroglioma in 2019. His ‘brutal’
treatment consisted of a craniotomy,
followed by radiotherapy and chemotherapy.

Stuart said: “The fact that brain
tumours have only received 1%
of the national spend on cancer
research since records began
in 2002 is appalling, especially
seeing as they’re the biggest
cancer killer of children and
adults under the age of 40.
It’s counterintuitive and makes
no sense at all, which is why
I want to help. Brain Tumour
Research does great work and
I feel it’s a great charity to be
involved with.”

If you’d like to
connect with Stuart,
you can follow him
@stuartgrantuk
on Instagram
34
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Challenging
UK Governments
and larger cancer
charities
to invest more in
brain tumour
research
Stuart Grant with
George Freeman MP
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Just

1%

of the national spend
on cancer research
has been allocated to
this devastating
disease

Stuart invited his MP,
George Freeman, to
join him in completing some of his 10,000 Steps a
Day in February Challenge. As well as being MP for
Mid-Norfolk, Mr Freeman is Under Secretary of State
and Minister for Science, Research and Innovation.
This meeting was reported in the Eastern Daily Press,
where Mr Freeman spoke of his aim to put the UK at
the forefront of the fight against brain tumours.

The minister said: “We have to understand the
underlying mechanism of the brain and that
deep research is the key really to developing
new treatments. All of us who have had
anything to do with medical science know that
in the end it’s all about patients.
“Below the neck, we have sort of worked out
how the body works, but above the neck – the
brain – we still don’t understand how it works.
Until we really understand we’re not going to
be able to develop proper cures.”

Our mission is
to increase the
UK investment in
brain tumour
research

Hugh Adams, Head of Stakeholder Relations at
Brain Tumour Research, said: “The Minister for
Science, Research and Innovation publicly
expressing these sentiments is of great value to
our community. We are indebted to George
Freeman for establishing the Task and Finish
Working Group on Brain Tumours in a previous
ministerial position.
“As Parliamentary Under Secretary of State
for the Department of Science, Research and
Innovation, George Freeman oversees the
budget which is managed by the Department for
Business, Energy and Industrial Strategy (BEIS)
through a non-departmental public body of the
Government called UK Research and Innovation
(UKRI), which includes the Medical Research
Council (MRC). Like Brain Tumour Research,
the MRC funds the early-stage science, which
underpins all clinical innovation.
“As a direct result of Stuart engaging with his
MP, we secured a meeting with Mr Freeman to
discuss the research funding topic and breaking
down the barriers to progress. Stuart has
demonstrated the power of campaigning and
we are grateful for his support.”

Stuart with his
wife Emma and
daughter Delilah

You can help us raise awareness
and influence cancer policy at the
highest levels by campaigning with us
to increase national investment for
brain tumour research:
www.braintumourresearch.org/
campaign-with-us
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MEMBER CHARITY UPDATES

LATEST NEWS

FROM OUR
MEMBER
CHARITIES

MR MOTIVATOR
WORKOUT CHALLENGE
TV personality Derrick Evans MBE, aka
Mr Motivator, supported Brain Tumour
Research and six of its Member Charities
with a 10-day workout challenge at the
end of Brain Tumour Awareness Month.
Supporters of all seven charities, which
included Brain Tumour Research Campaign,
Brainwaves NI, Finnbar’s Force, James Clifford
Campling Trust, Shay’s Smiles and
The William Low Trust, took part in
fun-filled workouts while raising
funds for their chosen
charity. Thousands
was raised
collectively.
Celebrity fitness instructor
Derrick Evans MBE
aka Mr Motivator
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To find out about collaborating with
Brain Tumour Research and becoming a Member
Charity please contact our Chief Executive
Sue Farrington Smith MBE via
sue@braintumourresearch.org

BRAINWAVES NI
The Charity has a long
relationship with the Patrick G
Johnston Centre for Cancer Research at Queen’s
University in Belfast where it provides funding
for a Research Fellow. Brainwaves NI has
announced that it is to set up a PhD Studentship
from September 2022 as part of a three-year
commitment to brain cancer research. It is hoped
the student will continue in this line of research
and build much-needed capacity in this
field in the future.

JAMES CLIFFORD
CAMPLING TRUST
Scott Charnock, a close friend
of James since school days and
a trustee of the Charity, has taken
on a 33-mile ultramarathon up and down
Pen y Fan, the highest peak in South Wales, raising
£410. Scott supported James throughout his illness
with a glioblastoma (GBM). Diane Campling said:
“We are so appreciative of all Scott does
and all the effort he puts
into fundraising.”
Scott Charnock

QUEEN MARY
UNIVERSITY OF LONDON
We were delighted to welcome
representatives of three of our
Member Charities, including In
Sue’s Name which has to date donated
an incredible £350,000 to fund research
at Queen Mary University of London,
to our first lab tour there since the
pandemic began. It was particularly
significant as this was the first
opportunity for the families who set
up Shay’s Smiles and The William Low
Trust to visit since they began sponsoring
PhD researchers at the Centre. Both
Charities were inspired by the loss of
teenage sons to brain tumours.
Niki O’Dea Patel and her husband
Deenu Patel of Shay’s Smiles and
Helen Forbes-Low and her husband
and daughter Craig and Harriet Low from
The William Low Trust enjoyed touring
the lab and speaking to the team of
researchers about their work to find a
cure. The family of William Low had
come straight from Harriet’s graduation
ceremony at University College London
(UCL). Helen said: “It was wonderful that
William was such an integral part of
this special occasion, the day Harriet
graduated with her Masters.
William and Harriet were so close –
the last word William uttered
was his sister’s name.”

Niki & Deenu Patel
at Queen Mary for
Shay’s Smiles

Craig, Helen
and Harriet Low
at Queen Mary
in memory of
William

INBETWEENEARS
It is with great sadness that we share the news that Jay
Lynchehaun, the inspiration behind Inbetweenears passed away
on 7th March, aged 35, a decade after his diagnosis with a
brain tumour. His wife Becky described him as
‘the love of my life’ and ‘simply the best
daddy in the world’ to his young children
Teddy and Orla. We send our deepest
condolences to Becky, his parents Sharon
and Kevin and all his family.
www.braintumourresearch.org Summer 2022
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FOREVER IN OUR HEARTS

BRING MEANING
AT A DIFFICULT TIME
Donating in memory of a loved one is a meaningful way to
commemorate and celebrate their life. Many families find
comfort knowing that their loved one’s legacy is supporting
our fight to find a cure for this devastating disease.
We are always very touched when people contact us asking how they
can help support Brain Tumour Research after losing someone special.
Setting up a tribute page
Top: David
and his family
Below: David ‘Did’
Hopkins, remembered
on the opposite page

A Forever in our Hearts tribute page
is a special online memorial where
family, friends and colleagues can leave
heartfelt messages, share memories,
and add photos, videos and music for
their loved one. Significant dates such
as birthdays and anniversaries can also
be marked.
These pages are a touching way to
honour your loved one and many of
our supporters find solace knowing that
donations made on a tribute page are
making a real difference.

Arranging funeral donations
When a loved one is lost, there are
many decisions to be made, including
how best to respect their wishes. Many
people have already decided to ask for
donations at their funeral, but sometimes
the family will decide this themselves.
If you wish to collect funeral donations,
we can provide collection boxes and
Gift Aid donation envelopes to help with
your arrangements.

Other ways to donate
For further information and more ways to donate in memory
of your loved one, please visit
www.braintumourresearch.org/donation/donate-in-memory

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.
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forever

in our
hearts
Rosalind
Anna Addy

Phil Alderton

David Cook

Owen Copland

Alison Mary Angior

John Ernest
Frederick Deed

Mark Baines

Michael Dunn

Katie Banks

Steven Durrant

Mick Barnett

Elizabeth
Ruth Dymond

S Bashford

Eileen Daphne
Holbrook
Philip Holder

David ‘Did’
Robert Hopkins
Jason Hulbert
Craig Alan Johnston
Matthew Kearns

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.

Robert Moors
Lou Mullins
Brian Newlyn
Agnes Noble
Frederick
(Fred) Oram
David Owen Parry

Roger Owen
Dalton Thrupp
Angela Tilley
Luke Townend
Ethan James
Treharne
J P Trevett
Geoffrey Turner

Betty Emis

Michael Langley

Martin
(Mack) Payne

Ken Farebrother

Alan William Last

Ian Charles Pearson

Susan Vyse

Aunt Finny

Anthony Latimer

Lawrence Peter

Sonia Weston

David Beresford

Everett Fleisig
John Peter Freebury

Peter
Simon Lawrence

Danielle Phillips

Audrey Blythe

Lucinda
(Cindy) Whife

Stephen Boreham

Andrew Gain

Paul Bower

Colin Goldberg

Anthony
Thomas Broad

Michael Graney

Ivy Beaton
Stephen
(Steve) Bennett

Paul Lenehan
Mike Lenoir
Amani Liaquat
Frank Lord

Vanessa Burke

Thomas William
(Billy) Green

Marian Burton

Karl Griffiths

Paul McGilligan

Julie Mandy Button

Valentine
Paul Harper

Molly McRedmond

Vanessa Carr
Malcolm Chase
Alan Coleman

Anthony Healey
Molly Healy

James McDowell

Jane Anne Melhuish
Ian Monnery
Brian Malcom
Moore

Jeffrey Pickering
Jennifer Pugh
Frank Ratter
Ruth Richards
Claire Shears
Ewan Smith
Irene Smith

Penny Twentyman

Benedict
Whitehouse
Valerie Whitelock
Kevin Wigzell
June Williams
Doreen Williamson

Simon Spanton

Debbie
Wiltshire-Kerr

Susan Stanley

Gladys May Wise

Sarah Sutton
Yaris Teodor
Loved ones here
include those lost to a
brain tumour for whom
we received funeral
donations between
December 2021 and
March 2022.
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Together we will find a cure
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