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Addressing the historic underfunding
of brain tumour research

Just

1%

of the national spend
on cancer research
has been allocated to
this devastating
disease
Brain
tumours kill
more children
and adults under
the age of 40
than any other
cancer

Brain Tumour
Research Executive
Summary

Brain tumours kill more children and adults under the age of
40 than any other cancer... yet just 1% of the national spend
on cancer research has been allocated to this devastating
disease since 2002. This is unacceptable.
The House of Commons Petitions Committee’s first-ever
inquiry and 2016 report concluded that “successive
Governments have failed brain tumour patients and their
families for decades” and called for decisive action to tackle
the historic underfunding of brain tumour research.

The latest statistics show that the
situation is worsening for brain tumour
patients and their families:
•	Brain tumours continue to kill more
children and adults under the age of 40
than any other cancer, and brain tumour
deaths are rising, representing 2.6% of all
deaths from cancer1
•	The incidence of brain tumours is also
rising: the latest figures reveal that there
were 4,201 cases in England throughout
20142, compared with 3,546 cases
in 20023, an increase of 19%. Brain
tumours now represent 1.4% of all
cancers4
•	In 2014 there were 16.7 newly-diagnosed
brain tumours per 100,000 population in
England5, an increase of 28% over 20116
•	Adding benign and secondary brain
tumours, it is estimated that 16,000
people a year are diagnosed with a brain
tumour although clinicians believe
this may be an underestimate
•	Brain Tumour Research member charity,
brainstrust, estimates that 55,000 people
are living with a brain tumour7
•	Brain tumours kill more people under
the age of 75 than leukaemia and
more women under the age of 35 than
breast cancer8

•	Out of all recorded deaths from all
causes, brain tumours now account for
one in 143 people, increasing to one in
64 for under 75s9
•	Brain tumours are the chief cause
of cancer deaths in children and young
people. In 2015, the number of children
dying from cancer was 194, with brain
tumours taking 67 young lives (35%) and
leukaemia 46 (24%)10
•	Less than 20% of brain tumour patients
survive beyond five years of their
diagnosis, whereas 86% of breast
cancer and 51% of leukaemia patients
survive beyond five years11, with both
breast cancer and leukaemia receiving
nearly £500 million and £400 million
respectively of research investment since
2002, compared with £57million for
brain tumours12
•	The causes of brain tumours are
not understood - less than 1% are
preventable13. For leukaemia and
breast cancer 15%14 and 27%15 cases
respectively are preventable

in survival seen for breast cancer and
leukaemia patients.
Yet, brain tumour research continues
to be drastically underfunded:
•	Brain tumour research represents just
1.37% of national spend on cancer17
•	However, a closer look at the contributors
to national spend reveals that
Government spend on brain tumour
research represents just 0.52% of its
total spend on cancer vs 1.90% for
charity partners18
•	From 2002 – 2015 inclusive, the
average annual national research spend
on breast cancer was £33 million (8%)
and for leukaemia £28 million (7%). For
brain tumours the average spend was
just £4 million (1%)19
•	In 2015, £8,759 was spent on leukaemia
research for each death, compared with
£1,858 for brain tumours and £3,872 for
breast cancer20 21

•	Less than 10% of people in the UK
know that brain tumours kill more
children and adults under the age of 40
than any other cancer16

•	In 2015, 14% of national spend on brain
tumour research was contributed by
the Government with the 86% balance
provided by charity partners who rely
entirely on general public support22

Shocking statistics such as these can
only be improved by increasing the
national spend on research funding,
as demonstrated by the improvements

•	At the current rate of spend, it could
take 100 years for brain cancer to catch
up with developments in other diseases
and find a cure

Help us fund the fight. Together we will find a cure.
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The Way Forward
We call on the Government to:
Brain Tumour Research is the leading voice calling for greater support and
action for research into brain tumours in the UK. We are generously and
passionately supported across the UK by a growing number of brain tumour
charities and activists that have all chosen to unite under our national Brain
Tumour Research banner.

Increase Funding
•	Increase the investment for research into brain
tumours to bring it to the same level for cancers such
as breast and leukaemia in order to see the same
advances in treatments

Brain Tumour Research is focused on creating a much greater national
awareness of brain tumours through the media and parliamentarians.
We are committed to raising much-needed money to continuously and
sustainably fund seven dedicated Brain Tumour Research Centres
of Excellence.

•	Devote an absolute amount to brain tumour
research. The House of Commons’ Petitions
Committee recommended that the Government
should not leave cancer charities to tackle brain
tumours alone. Government has a vital role in both
funding research and setting priorities

Brain tumours are indiscriminate in the people they affect: young or old,
male or female, with no regard to race. The prognosis is dependent on the
type of tumour and its location in the brain; even a benign brain tumour
can be life-threatening and is likely to become cancerous over time.
For many brain tumour patients, advances in surgery can delay the
inevitable, but can also leave debilitating side effects impacting negatively
on quality of life. Radiation therapy and some drugs can also prolong life,
but as yet there is no cure. To date, we don’t fully understand the behaviour
of this devastating disease, let alone the cause.

• Establish a programme whereby the current
level of EU research funding is at least maintained.
• Establish new criteria against which research
bodies should prioritise cancer research funding,
referencing concepts such as years of life lost,
survival rates and historic underfunding
•	Prioritise reducing deaths in the under 75s.
The fight against brain tumours is part of the
solution to the challenge of improving health
outcomes as people grow older

A significant investment into laboratory research could start to change this.
Brain Tumour Research is campaigning to see the national spend on brain
tumour research increased to £30 - £35 million a year, in line with breast
cancer and leukaemia, in order to advance treatments and ultimately find
a cure for this devastating condition.
Three drivers of brain tumour research spend can influence this:
• Government partners of the National Cancer Research Institute (NCRI)
• Cancer Research UK and other charity partners of the NCRI
•	Brain tumour research charities supported by the general public
and organisations
In June 2016, the Government responded to the Petitions Committee Report:
• They agreed that action was needed
• They agreed that current funding for brain tumour research is not enough
•	They promised to create a group of experts (working group) to address
the problem

Brain Tumour Research will play a key role in the
Government’s Task and Finish working group
which convenes in October 2016. We aim to
ensure that action is taken to increase national
funding and bring us closer to a cure for all types
of brain tumour within the next decade.

Incentivise Treatment
•	Prioritise treatments for those cancers affecting
younger patients. Brain tumours continue to
significantly affect young people and their families
•	Introduce a sustainable solution for access to new
cancer drugs, given the chronic shortage of brain
tumour drugs
• Channel investment into research and the
repurposing of drugs to bring more effective
treatments to brain tumour patients at a faster rate
Facilitate Innovation
• Create a national register of all site-specific cancer
research to track all research work, grants and results
and prevent duplication
• Ensure that statistics pertaining to secondary brain
tumours are adequately recorded and that benign
and low grade brain tumours are identified with new
data collection protocols
•	Support young scientists, so that they can continue
to pursue their specialist neuro-oncology research
interests and enable the UK to build the critical mass
of neuro-oncology expertise making the UK a world
leader in this field
• Increase the number of tenure-track positions
focused on neuro-oncology research
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“My grandson Jack was diagnosed
with a brain tumour at the age of four.
It is terrible to watch a grandchild
go through such a diagnosis and
treatment and to see both your child
and her child suffering. I felt so
helpless.

As advances are made in finding
better treatments and cures for breast,
skin and other cancers, the numbers
of people diagnosed with a brain
tumour are increasing. Many survivors
of other cancers go on to develop a
secondary cancer in the brain.

In many ways Jack was extremely
lucky, his tumour was low-grade and
he has been able to grow up and live
a normal and healthy life. So many
others are not so fortunate. So little is
known about brain tumours and their
causes and increased funding for
research is long overdue.

How long can we allow this to
continue? As I know only too well,
any brain tumour diagnosis has a
devastating effect on the patient, their
family and friends. You feel helpless
but you are not alone. Since Jack’s
diagnosis I have been very privileged
to meet a whole community of people
whose lives have been affected by
brain tumours including parents who
have lost their babies and children,
children who have lost their parents,
men and women who have lost the
love of their life.

The statistics are stark: brain tumours
kill more children than leukaemia
or any other cancer, they kill more
women under the age of 35 than
breast or any other cancer, they kill
more men under the age of 75 than
prostate or any other cancer and they
kill more women than cervical cancer.

I have met men and women who are
making a difference; scientists such as
Professor Geoff Pilkington at the Brain
Tumour Research Centre of Excellence
at the University of Portsmouth, of
which I was Chancellor, relatives who
have dedicated their lives to raising
funds for research in memory of a loved
one in the hope of sparing others the
pain they have endured, and many
others who have achieved extraordinary
things as they strive to fund the fight
against this devastating disease.
I am extremely angry that research as
vital as this is largely reliant on the
generosity of volunteers and charities.
We must raise our voices and make a
difference.”

BrainTumour
TumourResearch
ResearchReport
Reporton
onNational
NationalResearch
ResearchFunding
Funding––October
1st July 2013
©©Brain
2016
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Every two hours, someone is diagnosed with a brain tumour
Incidence
•	The incidence of brain tumours
is rising. The latest figures reveal
that there were 4,201 cases in
England throughout 201423,
compared with 3,546 cases in
200224, an increase of 19%.
Brain tumours now represent 1.4%
of all cancers25

Percentage
increase
of brain tumours
diagnosed by
English region

•	In 2014 there were 16.7 newly
-diagnosed brain tumours per
100,000 population in England26,
an increase of 28% over 201127

Percentage
increase

31%
Percentage
increase

33%
Percentage
increase

Percentage
increase

20%

Percentage
increase

17%

•	Brain Tumour Research member
charity, brainstrust estimates
that 55,000 people are living
with a brain tumour28

35%
Percentage
increase

40%

Regional breakdown of those diagnosed with a brain tumour in 2014
and per 100,000 population 201429 vs 201130
Total
diagnosed
2014

Male
diagnosed
2014

Female
diagnosed
2014

2011:
Per 100,000
population

2014:
Per 100,000
population

Percentage
Increase

North East

241

126

115

13.6

19.0

40%

North West

604

353

251

13.9

18.2

31%

South East

726

414

312

12.3

17.2

40%

South West

463

271

192

14.5

16.9

17%

West Midlands

450

264

186

12.7

16.9

33%

East Midlands

372

203

169

14.0

16.8

20%

Yorkshire & The Humber

404

236

168

14.2

16.1

13%

East

453

250

203

12.3

15.5

26%

London

488

281

207

10.8

14.6

35%

4,201

2,398

1,803

13.0

16.7

28%

England
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Percentage
increase

13%

•	Adding benign and secondary
brain tumours, it is estimated
that 16,000 people are diagnosed
with a brain tumour although
clinicians believe this may be
an underestimate

New brain tumours
diagnosed by English region

40%

Percentage
increase
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Percentage
increase

26%

With 4,201 new cases in
England, someone receives a
brain tumour diagnosis every
two hours.31
Comparing the incidence per
100,000 population in England for
201432 with 201133 (as revealed in our
National Research Funding Report,
published in July 2013) the rate of
diagnosis per 100,000 has seen a
disturbing 28% increase in incidence
of brain tumours from 13 to 16.7.
Both the North East and South East
have seen an increase of 40% and
although London remains the lowest
incidence per 100,000 population, its
rate has increased by 35%.
The North East has the highest rate
of brain tumours diagnosed per
100,000 population in England, with
19.0 cases per 100,000 population
diagnosed in 2014 – 2.3 more cases
than the national average.
Depending on how statistics
authorities publish their information,
some figures refer to just malignant
(cancerous) brain tumours whilst
others include tumours in the Central
Nervous System (CNS). None include
benign/low-grade brain tumour
patients or any with a secondary
(metastatic) brain tumour. When
these are included it is estimated that
16,000 people are diagnosed with
a brain tumour although clinicians
believe this is an underestimate.

Brain Tumour Research calls for the
Government to ensure that statistics
pertaining to secondary brain tumours are
adequately recorded. Brain Tumour Research
additionally calls for benign and low-grade
brain tumours to be identified within these
new data collection protocols.

“I am 36 years old, married to an amazing lady and
we have two brilliant children aged six and three. I am
currently dealing with the day to day challenges of trying
to live with a grade four GBM.
I was happily training for my third marathon at the start
of this year when I began to develop headaches and
vision problems. After going to the GP I was being
treated for migraines and possible eye problems for
about one month before the headaches got too much
and I took myself to A&E.
I was subsequently diagnosed with the tumour which
has been operated on successfully. I now live a daily life
of waiting for this thing to come back, and not knowing
how this illness is going to kill me and what effect my
diminishing health is going to have on my children.
This area needs and deserves more funding.”
Steve Holbrook, October 2015

Improved data collection is needed
for researchers, clinicians and brain
tumour patients to better understand
the real day-to-day impact of brain
tumour diagnoses.
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Ten people a day die of a brain tumour
Mortality

Deaths caused by brain tumours 2002 – 2015 (England and Wales)

3,684

143,664

(-11.2%)

7.8%

26.7%

5.4%

Increase

2014

2013

2012

2011

2010

2009

2008

2007

2006

2005

2004

2003

2015

2015

4,142

2014

10,266

2013

2015

10000
2012

136,331

2011

2,908

2010

3,841

2009

11,557

10500

2008

2002

11000

2007

All Cancers

11500

2006

Brain

12000

2005

Leukaemia

Deaths caused by breast cancer 2002 – 2015 (England and Wales)

2004

Breast

2600

2002

Deaths
England & Wales

2875

Deaths England and Wales

Latest figures show that brain tumour deaths in England
and Wales rose from 2,908 in 200237 to 3,684 in 201538 an
increase of 27%, whilst overall cancer deaths increased by
just 5%. The overall increase can be accounted for by a rise
in population, but the increase in population is not mirrored
in the rise in cancer deaths thanks to improved treatments
and survival rates. Breast cancer has benefited from an
investment in research with an 11% reduction in deaths.
Leukaemia death increase is relatively low at 8%.

3150

2002

•	Out of all recorded deaths from all causes, brain tumours
now account for one in 143 people, increasing to one in
64 for under 75s.36

3425

2003

•	Brain tumours kill more people under the age of 75 than
leukaemia and more women under the age of 35 than
breast cancer.35

3700

Deaths England and Wales

•	Brain tumours continue to kill more children and adults
under the age of 40 than any other cancer, and brain
tumour deaths are rising, representing 2.6% of all deaths
from cancer.34

Deaths caused by leukaemia 2002 – 2015 (England and Wales)

66,320
(-3.66%)

Overall cancer deaths have steadily fallen in the last 20
years whereas brain tumour deaths continued to increase.
Out of all recorded deaths from all causes, brain tumours
now account for one in 143, increasing to one in 64 for
under 75s.39
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3500

2015

2,583
9.99%

2014

1,716
(-12.18%)

2013

5,231
(-18.41%)

2012

2015
Increase

2011

68,839

2010

2,325

2009

1,954

2008

6,411

2007

2002

2006

All

2005

Brain

2004

Leukaemia

2003

Breast

4000

2002

Deaths
under 75 England & Wales

4500

Deaths England and Wales

In the under 75s, there was a reduction of 3.7% in overall
deaths from cancer from 68,839 in 2002 to 66,320 in
2015. There was a significant reduction in, breast cancer
deaths, decreasing by 18%, and leukaemia deaths which
decreased by 12%. For those who died under the age of 75,
brain tumour deaths increased by10%.

Brain Tumour Research calls for the
Government’s cancer research fund to
prioritise reducing deaths in the under 75s.
The fight against brain tumours is part of
the solution to the challenge of improving
health outcomes as people grow older.
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“In January 2015, at 23 years of age, I was
diagnosed with a Grade 3 glioma anaplastic
astrocytoma and was told I had, on average,
three years to live. My whole world changed.
Although I have been offered treatment and
have undergone radio/chemotherapy and I am
on chemotherapy again for a further 12 months,
the future looks bleak. Unavoidably, this awful
disease will not only take my life, but will destroy
the lives of my mother, father, sister, brother,
partner, niece, nephews, aunties, friends...the
list goes on! And since being diagnosed, I have
unfortunately come across and met younger and
older people in the exact same situation; who too
worry what they will be leaving their families to
deal with when they are gone.
I chose to try and not dwell too much on this
horrific news and to turn it into some form of
positive; I want to make a difference to lives like
mine, and to those who are yet to be diagnosed.
I decided to start writing a blog called Inside
My Head (www.annaswabey.wordpress.com)
detailing my life with a terminal brain tumour
– I saw this as a way of helping myself, others
alike, and to raise awareness of this severely
underfunded cancer (of which I knew nothing
about until my diagnosis). Off the back of
its popularity, I began fundraising for Brain
Tumour Research Campaign – BTRC, a founding
member of Brain Tumour Research. Research
into brain tumours is my only hope of living. I will
not stop fighting for more funding into research
until my last breath!
Forgive me, for I am not a doctor, a scientist,
and I by no means profess to be an expert in the
field at all, but if brain tumours kill more people
under the age of 40 than any other cancer – why
does research into brain tumours receive a mere
1% of national cancer research funding?! ...
It does baffle me.
My diagnosis has changed my life forever.
The only change I wish for the future is that there

will be a new found hope; different treatments,
and ultimately, the best ‘C’ word I will have ever
heard – A CURE.”
Anna Swabey, October 201540

Anna Swabey died on September
16th 2016, at the age of 25, less
than a year after she left this web
thread comment on the Petitions
Committee website.
Her close friend Wendy Fulcher, co-founder of
BTRC and Chair of Brain Tumour Research, lost
her husband to a brain tumour in June 2001,
he was just 52.
“When my husband died from a brain tumour I
learnt how little was known about the cause of
brain tumours and how little funding was invested
in brain tumour research.
Fifteen years later this is still the case and
despite brain tumours being the biggest cause of
cancer death in young people and causing the
highest number of years of life lost, less than 1%
of national cancer research funding goes into
brain tumour research. This is unacceptable – the
charities try desperately to redress this shameful
imbalance but it needs a concerted national
funding effort to give brain tumour patients a
fair chance of better treatments. Scientists and
clinicians are fighting for the chance to find a
cure for this devastating disease but they need
the support of Government to receive a fair share
of funding to research the causes
and possible treatments for these
patients.”
Wendy Fulcher41
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Every week a family loses their child to a brain tumour
Young cancer deaths in 2015 (England and Wales)
• Brain tumours are the chief cause of cancer deaths in
children and young people. In 2002, the number of children
dying from cancer was 295, with brain tumours taking 83 of
these (28%) and leukaemia 102 (35%).42
• In 2015, the number of children under 15 dying of cancer
has thankfully been reduced by 34% to 194 as a result of
investment in research. Childhood brain tumour deaths have
reduced by 19% to 67 but now represent 35% of deaths,
whereas the number of children dying from leukaemia
has reduced by 55% to 46, representing less than 24% of
childhood cancer deaths.43
Deaths Under 15
England & Wales

Breast

Leukaemia

Brain

All Cancers

2002

0

102

83

295

2015

0

46

67

194

Decrease

0

(-55%)

(-19%)

(-34%)

“August 2000 – I can’t breathe, our nightmare
has begun, more than our worst fears has been
diagnosed, our beautiful girl has started a battle
that no child should fight and no parent should
face. Our hospital life begins ...
June 2001 – The lights go out. A loneliness
falls that will never leave us; our hearts broken,
jigsaws never to be complete; five dinners
become four. Life makes no sense. It should
have been Alison Marie Phelan’s eighth
birthday, instead we launched her
charity Ali’s Dream.”
Julie Phelan45
co-founder Ali’s Dream

Rebecca Harris MP,

“The first day our world stood still was
when we heard our beloved granddaughter,
Alison Phelan, had a brain tumour…
We went with Ali, her mother and her
father to Great Ormond Street to get a report
on her progress after her treatment. Whilst
Ali’s parents saw Ali’s senior consultant, this
lovely lady sat us down and then much to
our amazement went out of the room.
After some time she returned and falteringly
told us that Julie and Gary were being told
that Ali only had a few months to live. For
the second time – our world stood still again.
The lovely lady had had to leave the room
to compose herself before she told us the
terrible news.
We discovered Julie and Gary had a
similar experience with the devastated senior
consultant. When such things are reported,
quite naturally, the concern is for the patient
and the immediate family’s grief. We need to
also think of the medical staff, they suffer the
burden of conveying such news.
In the early hours of the 7th June 2001, the
phone rang – it was Julie to say Ali had died.
We rushed to Julie and Gary to be with them as
the day unfolded with its dreadful events. Alison
died three weeks before her eighth birthday.
Our world stood still yet again.”

Chair of the All Party Parliamentary Group on brain tumours

Colin Hinton46

We know the devastation caused by the death of a child
and the long-term effect on their families and friends. We
also know the effect on the clinicians and those who have to
deliver the devastating news.
It is time that the Government stepped in to accelerate progress.

Brain Tumour Research calls for
the Government and NHS leaders
to prioritise the development of
treatments for those cancers affecting
younger patients. Brain tumours
continue to significantly affect young
people and their families.

“Like any parent here, I would give my life
in an instant if it could save my nine-year-old’s,
and I am certain that my mother, who has enjoyed
a very full life for 82 years, would also do so if she
could save anyone’s child. We must consider our
priorities. Brain tumours may be considered rarer
cancers, but their disproportionate effect on the lives
of young children and young adults means that we
must give them a much higher priority.”44
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“Levi died in my arms just six weeks after
diagnosis, devastating the lives of his family,
beyond words or repair...
For us, nothing can be worse than losing a
child and the knowledge that brain tumours STILL
remain the biggest cancer killer of children in the UK
is simply not acceptable.
The brain tumour community needs to be heard
and heard now. How many more children must suffer
the devastating effects of a brain tumour or lose their
precious life due to lack of brain tumour research
funding and awareness? The Government needs to
listen, hear, understand and act NOW!”
Vicky Ringer47
co-founder Levi’s Star

“Our daughter Anna died from a brain tumour
when she was only three after a gruelling
15-month battle. Tragically, the majority of
children with brain tumours do not survive
and if they do their lives can be severely
compromised. It is a cruel disease and causes so
much suffering. Tragically, funding into brain tumour
research is very low compared to other cancers.
Please let it be the turn of brain tumours to get
more support.”
Carole Hughes48
co-founder Anna’s Hope

“Our lives were devastated in November
2011 when our 10-year-old son was
diagnosed with medulloblastoma brain
tumour after initially being diagnosed by
our local hospital with a migraine. Having
been admitted to hospital our son suffered severe
sickness and violent headaches for a week prior to
his diagnosis... Sadly the treatment was so toxic it
destroyed his lungs and sadly after a courageous
10-month battle our son sadly lost his fight for life…
Our son will always be a missing part from our lives.
We need to stop other families suffering as we have,
in our son’s memory we urge you to increase brain
tumour research funding!
We need to find a cure!”
Lisa Green
co-founder The Danny Green Fund

“My six-year-old son was diagnosed
with an inoperable and incurable brain
tumour (DIPG) in October 2008 and
he died just 10 months later in August
2009. Our lives have been turned
upside down and being told that ‘there is
nothing that can be done, this is a death sentence,
enjoy the time you have left’ still haunts me to this
day and will do forever. Our two younger sons
couldn’t understand why their brother had to leave
and couldn’t play with them anymore. Their first
Christmas without him, they asked for him to come
back and nothing else.
As a parent, watching your child go through
radiotherapy, chemotherapy, confusion, depression,
anxiety, weight loss, weight gain, becoming very
insular, anger, inability to eat, walk, talk, sleep,
swallow, communicate and finally his inability to
breathe is not something that I wish upon anyone.
You feel so helpless and feel like you have let your
child down.
Despite all our efforts, we were unable to save
him and it all boils down to funding. It is a known
fact that funding = research = cure. We were
willing to do anything and sell everything we owned
to help save him but this disease took him away
from us far too soon. There were no options, there
were no alternatives and we have had to pay a
heavy price.
Make brain tumours a priority.”
Figen Rawlinson50

“I lost my lovely child age seven. I was
told by a top consultant that they had
not moved forward in 40 years with this
particular brain tumour as there is just
not enough funding into research. I miss
him every day and was disgusted to learn
brain tumours receive such little funding so I actively
fundraise for Brain Tumour Research with my family
and friends. I will always wonder if there was
more funding, maybe my little boy would still
be alive today.”
Karen Carter51

49

All comments left on Petitions Committee web thread - October 2015
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Less than 20% of brain tumour patients survive beyond five years
Survival
•	Less than 20% of brain tumour patients survive beyond
five years of their diagnosis, whereas 86% of breast
cancer and 51% of leukaemia patients survive beyond
five years52
•	The causes of brain tumours are not understood and less
than 1% are preventable53. For leukaemia and breast
cancer 15%54 and 27%55 cases respectively are
preventable.
One year
survival
2005

One year
survival
2015

Five year
survival
2005

Five year
survival
2015

Breast

94.4%

96.4%

81.1%

86.3%

Leukaemia

60.2%

68.7%

39.7%

50.5%

Brain

34.6%

46.5%

13.9%

19.7%

Cancer

One year survival56
The latest 2015 data shows that brain tumour prognosis
continues to be devastating with less than half of patients
surviving one year on from diagnosis. One year survival has
improved over the last ten years but at 46.5% is still below
the survival rate of ten years ago50 for leukaemia which was
60.2% (now 68.7%) and breast which was 94.4% ten years
ago and continues to improve - now 96.4%.
Five year survival57
Less than 20% of brain tumour patients survive beyond five
years from diagnosis. This is still significantly behind the
five year survival rate for both leukaemia and breast cancer
patients from ten years ago. Today 86% of breast cancer
patients survive beyond five years and now over 50% of
leukaemia patients are expected to live beyond five years
from their diagnosis.
Ten year survival58
According to 40-year trend data by the London School of
Hygiene & Tropical Medicine: for those diagnosed 2010-11,
it is predicted that 79% of breast cancer patients will go on
to survive beyond 10 years, for leukaemia it is 46%, yet for
brain cancer it is less than 14%.
Brain tumours cannot currently be prevented because their
causes are not yet understood. Less than 20% of brain
tumour patients survive beyond five years compared with
50% for all other cancers and treatments for brain tumours
lag seriously behind other cancers. At the current rate of
spend it could take 100 years for brain cancer to catch up
with developments in other diseases.
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“My daughter was diagnosed with an
aggressive glioblastoma in June 2010. Despite
the best medical treatment available she died just
five months later at the age of 39 years. She left two
children aged three and five years old. It was such
a shock to learn that after apparently successful
surgery to remove the tumour, that the biopsy of it
revealed her life expectancy would be very short,
which sadly proved to be correct. Great advances
have been made in the detection and treatment of
most cancers over recent years, yet brain cancer
treatment and research seems to be stuck in the
past. There needs to be more funding from central
Government, because despite all the goodwill from
charity raising and organisations like Brain Tumour
Research and its members, we need to entice
talented researchers into this field. Only then will
we start to beat this terrible disease that kills more
under 40s then any other cancer. I would urge you
to support this.”
Ray Hilton60

“My husband died in June 2015 from an inoperable
glioblastoma multiforme stage 4. He was 53 years
old. We had been married just 16 months. We have
four children between us. On diagnosis, which took
six months, we were told that he had a prognosis of
12-18 months. The treatment by the hospitals was
the best they could give (we were treated with the
utmost professionalism, dignity and care) but the
options were so limited - radiotherapy and chemo
that has been available for years; alternative chemo
that has limited proven results with brain tumours.
We went through these treatments - to no avail.
Funding is desperately needed to support the
amazing research that Brain Tumour Research
are undertaking, to give other young people a
better chance at beating this terrible disease. It is
outrageous that less than 1% of the national
cancer research funding goes to support
this vital area.”
Wendy McMahon61
All comments left on Petitions Committee web thread - October 2015
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“I lost my husband to a brain tumour at the
age of 30. We had only been married for six
months when he was diagnosed and he survived
for 10 months from diagnosis. There were only a
number of treatment options available and none
of them worked for him so in the end treatment
was stopped and he passed away weeks later.
This is not acceptable. More money needs to be
put into brain tumour research to prevent this
from happening. Many children and adults die
from a brain tumour and with more funding and
treatments this could be prevented.”
Rachael Cotton

“I was diagnosed about 11 months ago, at the
age of 22, with a glioblastoma grade IV which
currently has an essentially hopeless prognosis.
Minimal progress has been made in this area
in recent decades, particularly in comparison to
other types of cancer. Given the lack of progress
or treatments available to people afflicted by
brain tumours, and the general severity and
impact on standard of living this has
on people, there is plenty of cause
to increase funding into this area.”
Oli Hilsdon65

62

“My husband was diagnosed with a brain
tumour in 2009, and we were told that
it was one of the most aggressive forms.
He survived for 18 months but we knew
all along that there was virtually no hope
of him recovering. I was disgusted to learn
that brain tumour research only receives 1% of
cancer research funding and have held several
fundraising events since Colin’s death for Brain
Tumour Research. Please go ahead with this
project and get a fairer share of funds for trying
to stop more children and adults under 40 dying
from this than any other form of cancer.”

“I was a full time GP working both
in the day and at evenings and weekends for my
own practice or the out-of-hours sector. My wife
was a senior midwife at the hospital. We both
stopped working on the day that I was diagnosed
as having a terminal brain cancer, the loss of two
health professionals. I was 48 years old at the
time. If research is not done for cures for brain
tumours, then there is no hope for
future sufferers.”
Dr Vetri Velamail66

Barbara Shaw63

“My son was diagnosed with a brain tumour at
the age of 28 in 2008. As a direct result of brain
surgery, he has balance, coordination and fatigue
problems and the side effects of radiotherapy,
which is a barbaric treatment, have exacerbated
all of these problems. But damned if you do
and damned if you don’t, he now lives with my
husband and me and this has had a profound
effect on all of us. We desperately need new
treatments for this hideous disease and
without research we have no hope of
this. A brain tumour diagnosis is a death
sentence.”
Linda Rickford64
Trustee Astro Brain Tumour Fund
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Devolved Nations
Scotland

Incidence – Since 2002, brain tumour cases have increased
by 18%, from 375 cases in 2002 to 443 in 201467. Brain
tumours now represent 1.4% of all cancers in Scotland68.
Mortality – Between 2002 and 2014, brain tumour deaths
rose from 335 to 38869 to represent 2.5% of all cancer deaths
in Scotland70. Brain tumours kill more people than leukaemia
in Scotland and brain tumour deaths have increased by 16%.
This compares poorly to breast cancer deaths which have
reduced by 12% over the same timeframe.

2014
Mortality

Brain

Breast

Leukaemia

All
Cancers

Deaths

388

976

364

15,746

% of all
cancers

2.5%

6.2%

2.3%

-

+15.8% (-12.1%)

+10.3%

+5.0%

Increase
in deaths
since 2002

Survival – In 2011 43% of all Scotland’s cancer patients
survived beyond five years71, with 73% breast cancer
patients72 and 49% leukaemia patients73 surviving beyond
five years. Yet for brain tumour patients, five year survival
was just 13.5%65, showing little movement over 10 years
ago in 2001when it was 13.1%74

Wales

Incidence – 2014 saw 288 new cases of brain cancer in
Wales, an increase of 8% over 200275 and representing
1.5% of all cancers in Wales76.
Mortality – In 2014 220 people in Wales died from a
brain tumour, 17% higher than in 200277 and representing
2.5% of cancer deaths78. This compares with a 7% increase
in overall cancer deaths in Wales79, a 6% increase in
leukaemia deaths80 and a 16% reduction in breast cancer
deaths81 during that time

2014
Mortality

Brain

Breast

Leukaemia

All
Cancers

Deaths

220

577

251

8,933

% of all
cancers

2.5%

6.5%

2.8%

-

+17.3% (-15.9%)

+5.6%

+7.1%

Increase
in deaths
since 2002

Survival – In 2009 54% of all Welsh cancer patients
survived beyond five years, with 87% breast cancer patients
and 50% leukaemia patients surviving beyond five years. Yet
for brain tumour patients, five year survival was just 16%82

Northern Ireland

Incidence – There were 152 new cases of brain tumours
diagnosed in 2014 in Northern Ireland83, representing 1.2%
of all cancers84
Mortality – In 2014 111 brain and CNS patients died
compared to 92 in 2002, an increase of 17%85. Leukaemia
mortality is similar with 118 patients dying, an increase of
18% on 200286. Northern Ireland was the only UK nation
to see an increase in breast cancer deaths over the same
period with 320 dying, 13% higher87.

2014
Mortality

Brain

Breast

Leukaemia

All
Cancers

Deaths

111

320

118

4,273

% of all
cancers

2.6%

7.5%

2.8%

-

Increase
in deaths
since 2002

+17.1%

+13.1%

+17.8%

+14.2%

Survival – The latest five year survival stats, up to 2009,
shows that 22% of brain tumour patients survived more than
five years88; the highest rate of any UK nation but still low
when compared to leukaemia 48%89 and breast cancer 83%90
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“I am a breast cancer surgeon, so I have worked in
a field that has seen a transformation since the ’70s.
When I was a student, half our patients would survive, whereas now,
about 85% of our patients survive. We have been the recipients of the
benefit of research, but what we are talking about today is an area
that seems just to have been forgotten.
Brain tumour patients have not had the chances that we would
like to see for other cancers. We have heard about many charitable
groups, and I pay tribute to my constituent Amy, whose father died
at 65 of glioblastoma. She set up the Small But Mighty fund, which
is simply getting friends together to run, cook, bake or do whatever
to raise money for brain tumour research. The country is covered
with people who have turned tragedy into something positive, but
the Government are giving less money than Cancer Research UK to
tackle brain tumours —£7.7 million against £9 million—which is not
how it should be. Charities should be topping up and giving us wider
or more innovative corners to consider, but the foundation
stone needs to be Government research.
We have seen a change in mortality rates for cancers across
the country, with a drop of 11%—I work in a specialty that has seen
that drop. When we invest in better research, we will also have to
commit to using the drugs or treatments that are developed. How
often do we talk in this Chamber about the difficulty of accessing
drugs for rare diseases? I call on the Minister to fund research and
to remember that, when the research comes to fruition, we need to
commit to using it. Other cancers have benefited, it is about time
that brain tumours do, too.”
91

Dr Philippa Whitford MP
Shadow SNP Westminster Group Leader (Health)
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The Funding Challenge
The Government and larger cancer charities have let brain
tumour patients and their families down for too long. We are
delighted that Cancer Research UK has recently included brain
tumours as a strategic priority, and that the charity Children with
Cancer UK, have now broadened their remit from a focus on
leukaemia to all childhood cancers, including brain tumours.
“Brain tumours are now responsible for more childhood
deaths in the UK than any other cancer. Research into brain
tumours – in all age groups – has not received the funding
necessary to drive the same progress as has been achieved
in other cancers. Children with Cancer UK has now made
brain tumours a priority, committing £3 million over three
years through our Brain Tumour Initiative. We hope that
the collaborative research projects we are funding through
this initiative will accelerate the development of new and
improved treatments for young patients.”
Neil Meemaduma,
Research Grants Manager, Children with Cancer UK

Currently, there is not enough money spent on
brain tumour research. It is clear that the burden of brain
tumours on patients and their families is at an all-time high, with
brain tumour incidence and mortality rates rising. Conversely,
the prognosis for those diagnosed with forms of cancer which
have benefited from higher levels of research funding has
improved dramatically in recent years.

Less than 10% of UK adults know that brain
tumours kill more children and adults under
the age of 40 than any other cancer.* The
general public and organisations need
to play their part in tackling the historic
underfunding of brain tumour research, by
supporting brain tumour research charities.
The UK Government uses the National Cancer Research
Institute (NCRI) as the source of national cancer research spend
data. National spend represents the total spend of the NCRI
partners which is made up of both Government and larger
cancer charity organisations.
The NCRI’s figures reveal just how underfunded brain tumour
research is when compared with other forms of cancer and that
more needs to be done to reverse the historic underfunding of
brain tumour research.
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At the request of Brain Tumour Research, the NCRI sought
permission from some of their partners to provide individual
spend information for 2015. They also provided the split
between Government partners and charity partners.
The table opposite demonstrates that, in 2015, 38% of national
spend on cancer was contributed by the Government with the
62% balance provided by charity partners who rely entirely on
general public support.
The data also highlights that brain tumour research
represents just 1.37% of national spend on cancer.
Closer analysis of the contributors of national research spend
reveals that Government spend on brain tumour
research represents just 0.52% of its total spend on
cancer vs 1.90% for charity partners. Only 14% of the
national spend on brain tumours comes from Government:
a fact that should weigh heavily on the minds of anyone who
doesn’t give to charities, because they believe government can
be left to fund a cure.

Brain Tumour Research calls for
the Government to devote an
absolute amount to brain tumour
research. The House of Commons’
Petitions Committee recommended
that the Government should not
leave cancer charities to tackle brain
tumours alone. Government has a
vital role both in funding research
and setting priorities.
Brain Tumour Research is committed to challenge the
government and larger cancer charities to invest more in brain
tumour research. Currently there is no brain tumour research
specific NCRI charity partner. A condition of NCRI partnership
is that partners need to spend over £1 million per annum on
cancer research. Having reached the threshold, Brain Tumour
Research has applied to become a member of the NCRI and
work with other NCRI partners to achieve our aim of increasing
national investment in brain tumour research.
*Populus interviewed a random sample of 2,099 UK adults
aged 18+ between 1 and 3 April 2016. Surveys were
conducted across the country and the results have been
weighted to the profile of all adults. Populus is a founder
member of the British Polling Council and abides by
its rules. Further information at www.populus.co.uk
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“I thank Brain Tumour Research for its support,
not just of the petition but of us as Members of
Parliament. It has helped us to understand better some of
the issues relating to brain tumours. The charity and its network
of passionate supporters have been leading advocates in this
area, and the work it has done in founding and supporting
centres of excellence for the study of brain tumours has been
quite remarkable.
As we have heard, in the last 40 years Britain has pioneered
some of the most remarkable research into cancer. Our
scientific research capability is the envy of the world and
is the engine that drives the fifth-largest economy in the
world. Investigation of prostate cancer has seen significant
improvement, with many drugs coming from Cancer Research
UK, while the progress on breast cancer treatments, such as the
UK-produced tamoxifen, has also seen fantastic improvements
in survival rates. Those are just two examples of what wellfunded research can do, and we can clearly see the benefits
of that in survival rates. Over the last 40 years, British cancer
survival rates have doubled, meaning that 50% of people
diagnosed with cancer now survive for at least 10 years. That
improvement can be traced to each pound spent on research.
The money funds the years of lab work and the clinical trials
that are essential for producing new treatments.
However, despite the undoubted success, some patients,
tragically, have been left behind—in particular, many of the
16,000 patients who are diagnosed with a brain tumour every
year. The five-year survival rate for brain tumour patients is
NCRI Partners - 201593

Total Annualised
Research Spend

under 20%. It is not widely known that brain tumours are the
largest cancer killer of children and adults under the age of 40.
Honorable Members have referred to that umpteen times in
the course of the debate, but a lot of work still has to be done
with the general public to raise awareness of just how serious
this issue is. Those statistics are even more shocking when
compared with the improvements in survival rates for other
cancers.
We know that research to better understand cancers and find
new treatments is the way to improve survival.
That makes it even more shocking that brain tumours, which
account for 3% of all cancer deaths in the UK, have received
just 1% of national cancer research funding. The Petitions
Committee report, which we have been debating, found that
brain tumour patients and their families have been consistently
let down by a lack of research. That compounds the pain and
suffering that these vicious diseases already cause.
The Government have a responsibility to lead research and
ensure that every patient, regardless of disease, age or
background, has the chance to beat their cancer and live a full
life. The Government can be an extraordinary instrument for
good and should be at the forefront of shaping the future of
science and medicine. The current level of research into brain
tumours is a stain on what in general is one of the UK’s greatest
strengths. It is essential that the Government make research into
brain tumours much more of a priority than it is.” 92
Andrew Gwynne MP - Shadow Minister for Health, 2011-2016

%
contribution

Brain Tumour Total

%
actual

% of cancer
spend

Government Partners
Medical Research Council

90,273,703

18.12%

266,613

3.90%

0.30%

Department of Health

70,581,177

14.17%

617,279

9.02%

0.87%

Chief Scientist Office – Scotland
Other Government partners
All Government

2,687,125

0.54%

53,500

0.78%

1.99%

163,542,006

32.83%

937,392

13.70%

0.57%

24,808,701

4.98%

37,172

0.54%

0.15%

188,350,707

37.81%

974,564

14.24%

0.52%

224,129,818

45.00%

5,028,858

73.48%

2.24%

Charity Partners
Cancer Research UK
Children with Cancer UK
Wellcome Trust
Worldwide Cancer Research
Tenovus Cancer Care
Remaining charity partners
All NCRI charities
Assn of British Pharma Industry
Total Partners

3,041,818

0.61%

526,571

7.69%

17.31%

27,651,782

5.55%

93,205

1.36%

0.34%

9,190,915

1.85%

164,678

2.41%

1.79%

595,196

0.12%

28,691

0.42%

4.82%

264,609,528

53.13%

5,842,003

85.36%

2.21%

45,135,452

9.06%

27,672

0.40%

0.06%

309,744,980

62.19%

5,869,675

85.76%

1.90%

0

0.00%

0

0.00%

n/a

£498,095,687

100.00%

£6,844,239

100.00%

1.37%
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NCRI Trends
“Here is the challenge: our system
works on the basis of bids and of
accelerated funding. Once funding starts
to drive clinical and academic results,
that generates more funding, which drives
more research. The danger in that model is
that, unless that initial critical mass can be
achieved, things can get squeezed out.” 94
George Freeman MP,
Minister for Life Sciences, 2014-2016
The NCRI started collecting spend data in 2002. From 2002 –
2015 inclusive, the average annual research spend on
breast cancer was £33 million and for leukaemia £28
million. For brain tumours the average spend is just
£4 million. Breast cancer continues to receive 8% and leukaemia
7% whilst brain tumours continue to receive just 1% of the
national spend.95 This is unacceptable.

Other Sites

All

£k

£k

£k

2002

18,434

18,177

740

257,494

2015

39,753

36,281

6,844

498,096

Average 14 years

33,844

28,260

4,039

429,563

% of NCRI Spend

%

%

%

2002

7.16

7.06

0.29

2015

7.98

7.28

1.37

Average 14 years

7.88

6.58

0.94

Leukaemia

Breast

Brain

225

150

2015

2014

2013

2012

2011

2010

2009

2008

2007

2002

75

2006

Brain

£k

NCRI Spend

NCRI – site specific cancer research spend

2005

Leukaemia

Given that brain tumours kill more children and adults under
the age of 40 than any other cancer one might expect brain
tumour research to receive more research funding.

2004

Breast

For the whole of 2002 to 2015 inclusive, total
NCRI spending was approximately £6 billion.
Of this only £57 million funded brain tumour
research (0.94%). Breast cancer and leukaemia
received nearly £500 million and £400 million
respectively96. In 2015, the £6.8 million devoted
to brain tumour research was still only 1%
of the total.97

2003

Statistic

The increased survival for both breast cancer and leukaemia
is testament to the amount of money that has been spent on
research into these diseases over recent decades. Much of
this research funding originates from high-profile charities
within the NCRI partnership, including Breast Cancer Now,
Bloodwise and Children with Cancer UK.

NCRI amounts spent on breast cancer, leukemia and brain tumours

£50,000,000
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Brain

£40,000,000

£30,000,000

£20,000,000

£10,000,000

0
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2011

2012

2013

2014

2015

Brain tumours kill more children and adults within the under
25s and under 35s age groups than any other cancer98.
The incidence of brain tumours is rising. Brain tumours kill
more people under the age of 75 than leukaemia and more
women under the age of 35 than breast cancer99. 70% of
brain cancer deaths occur in those under 75100.
Under 15

Under 25

67

Brain
Breast

Under 35

104

Under 45

Under 75

202

398

2,583
5,231

0

1

69

486

46

86

142

204

1,716

194

442

1,114

3,184

66,320

Brain %

34.5%

23.5%

18.1%

12.5%

3.9%

Deaths (all causes)

3,750

5,932

10,028

18,597

165,609

1.8%

1.75%

2.0%

2.14%

1.6%

Leukaemia
All cancer deaths

Brain %

Considering the death rate of brain tumours, funding for
brain tumour research is particularly low. Leukaemia, for
example, killed 4,142 people in England and Wales in
2015101, the latest year for which data is available – a figure
comparable to the 3,684 deaths from brain tumours102.
When you examine the death toll more closely and look at
deaths under the age of 75, leukaemia, for example, killed
1,716 people103, considerably less than the 2,583 deaths
from brain tumours104.
Yet, leukaemia research received £36.3 million in NCRI site
specific funding in 2015, compared with the £6.8 million for
brain tumours105. This means £8,759 was spent on
leukaemia research for each death, compared to
£1,858 for brain tumours106 107. The same calculation for
the under 75s shows that £21,143 was spent on leukaemia
research for each death under 75, compared with £2,650 for
brain tumours and £7,600 for breast cancer108 109.

Brain Tumour Research calls for
funders to consider additional
criteria against which research
bodies should prioritise cancer
research funding, including
concepts such as years of life
lost, survival rates, historic
underfunding and, in particular,
take note of the lack of progress
over time in any of these metrics.

Research applications should be assessed against criteria which
would include concepts such as years of life lost, survival rates,
historic underfunding and, in particular, take note of the lack of
progress over time in any of these metrics. This would free more
difficult to treat cancers, such as brain tumours, from a vicious
circle whereby the historic lack of research evidence makes it
harder to prove the funding case for new research.
2015 Statistics
NCRI site specific spend
Deaths under 75
National spend on research per death under 75
All cancer deaths
National spend on research per death
Percentage of deaths under 75

Brain

Breast

Leukaemia

All

£6,844,239

£39,753,209

£36,281,187

£242,039,733

2,583

5,231

1,716

66,320

£2,650

£7,600

£21,143

£3,650

3,684

10,266

4,142

144,330

£1,858

£3,872

£8,759

£1,684

70%

51%

41%

46%
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The Funding Landscape
It is important to develop a
comprehensive picture, going beyond
funding into research from the partners
of the NCRI. The table on page 37
sets out what is currently known about
brain tumour funding. However, it is
conspicuous by its gaps. Even numbers
submitted to the NCRI, which the
Government uses in reference to its
national spend on cancer, do not always
relate to figures given by other sources.
Indeed it is often a case of apples being
compared with pears!
The data we have used in this report for spend on
cancer research is taken from the annual release of the
NCRI. Every year they collect data from their partner
organisations, the UK’s major investors in research, to give
an accurate representation of how much money has been
spent in the previous 12 months and what this money has
been spent on. We have used this data to be consistent
with the figures we have used in our previous reports and
with the data cited by the Government.
Using this data, we have found that the Medical Research
Council’s annualised spend of £266,613 in 2015 on
research into brain tumours provides a different figure to
that cited in an answer to a recent parliamentary question.
The answer110 on levels of funding for brain tumours
given to West Streeting MP’s parliamentary question, the
Government gave the response that £2.64 million had
been invested in brain tumour research by the MRC, 10
times as much! This discrepancy is explained by the fact
that the NCRI figures are collected at different times of the
year from internal figures, they also use different codes
for spending, and above all NCRI spend does not include
spending on infrastructure.
We know from the institutions we work with that they
apply to, and receive, funding from trusts and foundations
and other brain tumour specific charities – as well as
patients and families giving directly. These figures are not
officially recorded. Many of the bodies funding cancer
research have proved unable to say how much goes
towards brain tumours.
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There are 73 charities registered with the Charity
Commission for England and Wales with brain tumours
within their charitable objectives. This compares with 109
for breast cancer and 110 for leukaemia.
Sector
Brain Tumour

No

Income

Largest two
income

% of Total

73

£15m

£9m

60.0%

Breast

109

£50m

£37m

74.0%

Leukaemia

110

£55m

£38m

69.1%

For the year ending 2015, breast and leukaemia charities
raised over £50 million compared with brain tumour
charities £15 million. Not all of these charities spend on
charitable activities will go directly to research, as many
also fund support and information services.
The largest breast and leukaemia charities are represented
in the NCRI partnership and as such the spend on these
cancers will be recorded in national spend. Until recently no
brain tumour charity has met the criteria of spending more
than £1 million per annum on cancer research, so brain
tumour charities have not been represented with the NCRI.
Within the brain tumour sector, the two largest charities,
The Brain Tumour Charity111 and Brain Tumour Research112,
jointly raised £9 million according to their respective
2014/2015 published accounts and contributed £2.2
million towards research. The charities are not partners
of the NCRI so this investment has not been recorded in
national spend.
Charity
2014/2015

Income

Research Spend

Research Spend

£k

£k

%

The Brain Tumour Charity

7,158

997

13.9%

Brain Tumour Research

2,240

1,127

50.3%

Brain Tumour Research is committed to increasing
investment to support the careers of brain tumour experts
in the UK.
Researchers, institutions and the Government are unable
to present in one place exactly what research is being
funded throughout the UK and what results are being
achieved. The NCRI gives an indication of some of the
money spent on research, yet the data collected is from
just the partner institutions, giving an incomplete picture.
What’s more, UK collaborations attract European funding
which is not recorded within the NCRI data and, as the
UK’s relationship with the European Union evolves, this
investment needs to continue.
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Brain tumours
kill more children
and adults under
the age of 40 than
any other cancer

A significant portion of the medical
research within the UK, including
research into brain tumours, is
currently supported by EU funding
programmes such as Horizon 2020.
While the Government has currently
pledged to underwrite any shortfall in
this funding until the end of the current
Parliament, the potential long-term
implications could have a significant
impact on the UK research capacity. We
are asking the Government to establish
a programme whereby the current level
of EU research funding is at least maintained. A detailed
portfolio of all research into brain tumours would allow for
the identification of the level of support currently obtained
from the EU programmes.

A national register, capturing all research income
received and spent, would mean that
researchers, universities, research
institutions, the Government and the
public should be able to easily see what
Brain tumours
diseases and specific cancer sites
are receiving funding and how
kill more people
successful this funding is. Data captured
under the age
in this way will open up the debate
about need and value for money,
of 75 than
empowering rarer cancers initiatives, and
leukaemia
preventing duplication of effort.
The Government, charities, and the public would
be able to understand how much UK organisations are
spending in support of UK research and collaborations, as well
as the amount of investment being attracted from European
and other countries.
At the Westminster Hall debate in April 2016, George
Freeman MP stated that he will be asking the National
Institute of Health Research (NIHR) to look at publishing
a national register113 that considers how public funds
are spent across research for different disease areas and
different organs by therapeutic area, not least because
it is a powerful way of helping to draw in co-investment
from industry and charities. This will go some way towards
understanding national funding but excludes charitable and
overseas investment.

Brain tumours
kill more
women under
the age of 35
than breast
cancer

Brain Tumour Research calls for
the Government to establish a
programme whereby the current
level of EU research funding is at
least maintained.

Brain Tumour Research calls for
the Government to create a
national register of all sitespecific cancer research to track all
research work, grants and results
and prevent duplication.
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The importance of site-specific research for brain tumours
The brain’s unique biology means
that non-site specific research studies are
not always relevant to brain tumours
Of the £498 million overall research
spending by NCRI partners in 2015,
less than 50% went on site-specific
research. £110 million (22%) was
allocated to ‘all-sites’ research while
£143 million (29%) went towards
‘fundamental research’114.
•	
All-sites research – this covers a variety of areas –
often this is focusing on patients and schemes that look
at end-of-life care, education and communications.
Other areas could include the development for
infrastructure for clinical trials (e.g. clinical trials units)
•	
Fundamental research – this is basic biological
science, often looking at cancers at a cellular level.
Understanding how individual cancers cells are
developed provides researchers with a foundation for
more detailed studies into specific cancers, which in turn
can lead to the development of new treatments.

The knowledge gained from these types of research
is limited for brain tumours. This is due to a variety of
reasons, most of which are a result of the brain’s
unique biology:
1.	Cellular heterogeneity in the brain. The
enormous variation of cells in the brain means that
it is unlike any other organ – which means brain
science is exceptionally complex, requiring a unique
approach in research.
2.	Delicacy of the brain. As the body’s most
complex organ, the brain is such that even a benign
tumour has the potential to kill the surrounding nerve
cells. The skull cannot expand to accommodate
a tumour, so even lower grade tumours can have
significant adverse effects on people.
3.	There is a large variety of brain tumours.
There are over 120 types of brain tumour, making
research so much more difficult. Some tumours may be
more likely to respond to standard treatments, whereas
other types of brain tumour can react very differently.
4.	Scope of research. Fundamental and all
sites research can encompass a broad range of
work – clinical trials, epidemiology, qualitative/
questionnaire-based research, services audits and
lab-based research. Many of these have limited
applicability to brain tumours.
Investment must therefore be made into laboratory-based
research focused on brain tumours which will complement
the existing non-site specific research, in order to maximise
the benefit from this research and how it could inform our
understanding of brain tumours.

Brain Tumour Research calls for
the Government to devote an
absolute amount to brain tumour
research. The House of Commons’
Petitions Committee recommended
that the Government should not
leave cancer charities to tackle
brain tumours alone. Government
has a vital role both in funding
research and setting priorities.
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Overcoming barriers
The current medical research arena within the UK

from around the world to

is vibrant with significant investment from both the

come to work in the UK.

public and the charitable sectors. The Association of

A key component of

Medical Research Charities, which is a coalition of

research into brain tumours is our

research funding charities, estimates that this sector

understanding of how the tumours develop at

invests over £1.3 billion

the level of a single cell. The development and

115

per year within the UK.

This is complemented by the £1 billion

116

from the

co-ordination of tissue banks containing samples

National Institute for Health Research and £0.85

obtained from tumour surgery is vital to achieve

billion

this. Brain Tumour Research jointly funds a tissue

117

from the Medical Research Council.

But despite all of this potentially available funding,

bank initiative in partnership with the University of

relatively little is being invested into brain tumour

Southampton in collaboration with our member

research. In order to increase this investment, we

charities brainstrust and Charlie’s Challenge. To

need to develop the appropriate focused research

date, 26 UK Neuropathology Centres are part of

capacity within the UK. We already have a number

this virtual centre and every sample collected is

of world-class researchers and those at our Brain

characterised in detail. Samples are all held locally

Tumour Research Centres of Excellence have been

at the point of collection and the national database

successful in obtaining additional funding for their

held at Southampton allows any researcher to

research. They are also playing a key role in the

identify both the format and location of samples that

development of the next generation of researchers.

they can request to aid their specific research.

However, without an expanded research capacity,

This is a vital resource for researchers who are

such as funds for the establishment of more senior

working to increase our knowledge of brain tumours

research positions focused on brain tumour research,

but it is drastically underfunded and requires a

we will not be in a position to build upon our

commitment by the Government to ensure that

investment to date or accelerate the research needed

sufficient funding is made available to maintain and

to find a cure.

develop the bank. We have already seen that such

A focused investment can have a major impact on

investment can make a significant difference in the

research capacity in particular areas. As an example,

successful operation of brain banks for dementia,

the Government’s recent focus on dementia

Parkinson’s disease and multiple sclerosis.

research has allowed for the development of specific

We have seen that the UK is a world leader in

research centres which have increased the amount

biomedical research and that focused investments,

of funding from existing sources that is now focused

such as those seen for dementia, can make a huge

on dementia research. A similar approach could

difference. Now is the time to expand our capacity

increase the overall research capacity in the brain

to ensure that brain tumour research is provided with

tumour research space and the percentage of cancer

an equal opportunity to bring us closer to developing

research spend in this area. This would provide

a cure for this devastating disease.

researchers with further opportunity to apply to the
key funding bodies for research support and increase

Dr Kieran Breen

the overall amount invested. It would also promote

Director of Research, Brain Tumour Research

an environment that could attract the brightest talent
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Skills Drain
Following seven years of
scientific study, Rebecca Mathers
received her PhD in Cellular and
Molecular Neuro-oncology in 2016,
from the University of Portsmouth.
After working with Professor Geoff Pilkington at Brain Tumour
Research’s Centre of Excellence at Portsmouth, Rebecca has had her
career put on hold as she waits for further funding.

“I had always wanted a career in science, since I was tiny.
My mother had lymphoma when I was a child and thankfully recovered, but another relation,
with a brain tumour, sadly passed away. I remember thinking: ‘Why on earth was there no treatment
for him? What makes this disease different?’
I considered a career in medical science, but doctors can only use the tools available in their toolbox
and, too often, they have to tell patients there’s nothing they can do. I became more interested in
where those tools come from. That’s where I feel I can really make a difference.
Experimental therapeutics in brain disease was a big part of my Pharmacology undergraduate
degree at the University of Portsmouth and I had most enjoyed the combination of neuroscience and
cancer studies. I wanted to stay in neuro-oncology but it’s rare to find a position to carry out a PhD in
that field – I could count the PhD opportunities available in that field at the time on one hand. I actually
almost went into ovarian cancer research.
Only one of my friends managed to get a PhD in neuroscience (at the University of Nottingham),
while most of the others went into clinical research. Fortunately, I didn’t have to give up on the idea
of a PhD in neuro-oncology as I came across the Brain Tumour Research Centre of Excellence at the
University of Portsmouth, under Professor Geoff Pilkington. It was a great experience, you learn so
much from a bigger group and Geoff is really approachable. But the funding situation was a shock. You
expect some difficulties when you go into neuro-oncology but I hadn’t known that I would find it virtually
impossible to retain a position in the field, much less a career.
Since completing my PhD, I have spent six months looking for a position. It’s incredibly disheartening
to work so hard for six or seven years and then be back living with your parents.
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The experience of a young brain tumour researcher
If the positions were there, I would apply for them but I have practical and financial considerations.
I have to broaden my search to other disciplines. In terms of available funding, applying for
research positions in breast cancer would be the sensible career choice. There are also growing
opportunities in prostrate, pancreatic cancer and leukaemia. I know, from my own family
experiences, that the lack of funding for brain tumour research does not reflect the needs of the
patients. Meeting patients and their families at the Brain Tumour Research Centre of Excellence at
the University of Portsmouth was very motivating to me as a researcher. Being connected to the
brain tumour community in that way also made me aware of issues around quality of life
post-treatment, especially for the youngest patients.
We need to retain the workforce, particularly as, while brain
tumour research skills are transferable to other cancers, the same
is not true vice versa. Researchers in this field are tackling
certain challenges unique to brain tumour research, such as the
blood-brain barrier, and have specialist skills. If we lose those
researchers to other disciplines, then we lose those skills.
It cost £90,000 to fund my PhD in paediatric medulloblastoma

Rebecca has
had her career
put on hold as
she waits for
further funding

and that’s pretty standard. It’s so important to be able to offer young
researchers opportunities at every level of their progression – from PhD to
junior post-docs to senior post-docs – in order to maintain the flow and develop the workforce.
It really saddens me not to be able to further research my project and, potentially, to have to walk
away from brain tumour research all together. After working with Geoff in Portsmouth I can see that
research in this field is really starting to take shape. I do have hope that we can find a cure… but
only if we can maintain a funding stream.”

Brain Tumour Research calls for the Government to support young
scientists, so that they can continue to pursue their specialist
neuro-oncology research interests and enable the UK to build the
critical mass of neuro-oncology expertise making the UK
a world leader in this field.
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Where will the next generation of brain tumour researchers come from?
Ruman Rahman Assistant Professor of Molecular
Neuro-oncology, University of Nottingham
“I have researched the biology of aggressive brain tumours
over the past nine years, searching for clues that may lead
to new therapy targets. Although funding for this devastating
disease is beginning to increase, much more is needed so that
we can recruit the very best young scientists and enable them to
commit to brain tumour research throughout their career.”118
The historic underfunding of brain tumour research not only
causes short-term problems, such as being unable to fund
individual research studies, but also creates a long-term
vicious circle of limited funding streams which, in turn, lead
to the reduction in numbers of dedicated tenured scientific
researchers, meaning there are fewer people available to
submit funding proposals. Brain Tumour Research supporter
Maria Lester, who initiated a petition that supported
Brain Tumour Research’s manifesto said: “It’s a catch-22
situation… if the funding is not there you then do not attract
the researchers into that field because there is not the
funding for them to do the work with…”119
At Brain Tumour Research we are working to address some
of these problems by funding continuous and sustainable
research into brain tumours at our dedicated UK Centres
of Excellence. These centres provide researchers with the
environment and opportunity to explore a number of avenues
of research, each with a particular focus. The results from
these studies will provide a platform upon which they can
apply for research funding from other sources and therefore
increase the overall research investment in the field. Promising
researchers can be trained to fully develop their research
potential and pursue a career in neuro-oncology research.
A complementary approach to our Centres of Excellence
model will include the development of new tenured positions
in existing or new cancer research centres which can be
focused on brain tumour research. This should include
tenure-track positions in addition to senior personal
fellowships which would provide opportunities for scientists
to establish their own research groups and increase the
investment into brain tumour research by their application
for project grants and studentships.

Brain Tumour Research calls
for an increase in tenure-track
and senior fellowship positions
focused on neuro-oncology
research.
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Geoff Pilkington Professor of Cellular and Molecular
Neuro-oncology and Director of the Brain Tumour Research
Centre of Excellence, University of Portsmouth

“I began my brain tumour research career in 1971;
eight years later my mother phoned me describing
symptoms which were soon confirmed by neuroimaging as the result of a malignant glioma. Despite
current state of the art therapy (at that time) she died
some 16 months later. Over the ensuing 35 years my
career has developed and I have held professorships
in neuro-oncology at two universities. I have also
held the Presidency of the British Neuro-oncology
Society and am currently an Executive Board Member
and Treasurer of the European Association of Neurooncology. Over the years spanning the period
between the 1980s and circa 2005 the funding for
brain tumour research projects diminished notably.
Fortunately, due to the amazing dedication of a
number of brain tumour charities, most notably Brain
Tumour Research, the funding imbalance is slowly
being redressed.
A new model of funding, however, is essential
which requires considerable cultural change.
In essence, the limited funding available for young
talented scientists undertaking PhDs has been wholly
insufficient and postdoctoral opportunities within the
discipline have been, to say the least, sparse. The
need for sustainable funding to secure the future of
coming generations of brain tumour researchers is
therefore apparent and of paramount importance.
This may be a slow, gradual process as we have
really very few senior, experienced laboratory-based
brain tumour researchers within the UK so initially
recruitment from overseas is justified but we need
to train and provide the infrastructure and career
ladders to develop our own ‘home-bred’ experts of
the future.
Rather than providing ‘quick-fix’ one to threeyear project grants for individual researchers,
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identifying critical masses of brain tumour
researchers and using these to set up dedicated
brain tumour research centres which are supported
by sustainable core funding will help to secure not
only a secure career structure for such researchers,
but also lead to more rapid translation of research
findings to clinical medicine.
I am fortunate, indeed, to head the first dedicated
brain tumour research centre supported by Brain
Tumour Research and can report that, from a group
of four people, we are now 24 strong and the
team is supplemented by seven additional project
students and research internship students from a
number of nations within Europe. This represents
the largest laboratory-based research team within
the UK. Other centres have now been formed but
further monies are required to maintain this very
positive progress.
Using this model we could further develop
productive centres throughout the UK which would
significantly enhance the quantity and quality of

brain tumour research, as well as aid in rapidly
translating laboratory findings into new and
improved treatment modalities for the very high
number of different brain tumour types which affect
all age groups, thus representing perhaps the most
significant form of malignancy in socio-economic
terms. For example, brain tumours constitute the
major solid tumour of childhood and taken across
all age groups carry the largest burden of life years
lost (12 for breast cancer, but 21 for brain tumours).
In the twilight years of my career, I make a
passionate plea to Government to increase funding
streams for research into this devastating group of
tumours, which will enable my young colleagues
and future generations of researchers to answer the
all-important questions which will underpin major
improvements in survival times, reduced toxicity,
improved quality of life and ultimately cures for this
unique, life-changing and frequently devastating
group of malignancies.”120
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Access to treatments
Drug use for site specific cancers

Breast cancer and leukaemia both have around 40 cancer
drugs available for clinicians to consider for patients. However,
brain tumour patients have only 10 licenced cancer drugs
available, with Temozolomide (TMZ) and Avastin being the
primary drugs and only for certain types of brain tumour such
as childhood low-grade gliomas.
Out of these 10 brain tumour drugs, the remaining eight drugs
identified are rarely used for treating brain tumours as they can
have severe side effects. Avastin has been predicted by The
National Institute for Health and Care Excellence (NICE) as only
being suitable for up to 75 children with brain tumours a year.

Brain Tumour Research calls
for NHS England, NICE and
devolved NHS authorities to
create sustainable solutions
for access to new cancer drugs,
given the chronic shortage of
brain tumour drugs.
Brain Tumour Research calls
on the Government to channel
investment into research and
the repurposing of drugs to
bring more effective treatments
to brain tumour patients at a
faster rate.
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Brain

Number of cancer drugs
Number of cancer drugs within
the Cancer Drugs Fund

Leukaemia

Drugs that are routinely used by clinicians in the first lines of
defence against cancers (called baseline commissioning) were
included. More expensive drugs which are considered some of the
last lines of defence for specific cancer types and funded through
programmes such as the Cancer Drugs Fund, according to strict
criteria (called specialised commissioning) were also included.

Number of drugs indicated for
specific cancer sites

Breast

Our review of the most commonly licenced cancer drugs in the
UK 121 shows the true impact of chronic-underfunding into brain
tumour research over the past decades. Giving a drug or treatment
a licence means it is safe for patients and effective against specific
diseases in certain conditions.
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The costs of developing new brain tumour specific drugs
or the re-purposing of existing medicines is largely borne
by the pharmaceutical industry. This makes them a key
stakeholder; drugs companies, quite reasonably, need to see
a commercial return on research into new drugs.
The UK Government should facilitate greater interaction
between the various health research stakeholders (i.e.
pharmaceutical companies, Government, universities,
medical regulators, charities etc) in order to identify and
remove research bottlenecks from the drug development
process. This could be achieved via a public-private funding
partnership, similar to the European Union’s Innovate
Medicines Initiative.

Developing new brain tumour drugs
Following trials to assess their safety and efficacy, drugs
are usually approved for use in the clinic by the regulatory
authorities for the treatment of a specific disease.
This is referred to as the drug’s ‘license’ – the condition
for which it can be prescribed by a doctor.
However, an increasing number of studies have shown
that drugs which have been approved for one condition
may be effective in the treatment of others. For example, some
initial research by scientists at our Centre of Excellence within
the University of Portsmouth have demonstrated that
a reformulation of aspirin into a pure liquid form may
enter into the brain and could be effective for the
treatment of glioblastomas.
This is known as drug repurposing. The advantage of
this approach is that the drugs are likely to have already passed
the initial safety stage of drug development so that they can
immediately go into clinical trials to assess their effectiveness.
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Drug repurposing is particularly vital for brain
tumours, for which there are so few specialist drugs.
The latest version of the Cancer Drugs Fund122 only
includes a single drug, Avastin, for brain tumour
patients. Other types of cancer have a variety of drug
options, for example bowel cancer has three drugs
available within the Cancer Drugs Fund, breast has
four and leukaemia has seven.
However, many of the drugs which could be
considered suitable for repurposing may also have
been on the market for a long time and are readily
available in a generic form. Therefore, there are few
incentives for a drug company to fund expensive
clinical trials to prove that the drugs are effective for
the treatment of brain tumours.
Although some of the larger cancer charities, such
as Cancer Research UK, have the means to take
generic drugs and test them for applicability to
other cancers, this occurs on a very limited scale.
Therefore, a mechanism by which the initial clinical
trials can be funded to bring the drugs closer
to patients is desperately needed. Brain Tumour
Research is currently part of the Government’s
Department of Health Working Group that is looking
to develop such a mechanism and we hope that the
Government will implement the Working Group’s
recommendations when published.

after two cardiac arrests. When he fell ill
in 2014, everyone assumed it was his
heart again.
A cardiologist could find nothing wrong
and we were backwards and forwards to
appointments with no real progress or
answers. Three months later he was taken ill
once more, this time with a suspected stroke.
We were referred to hospital to be told that
dad had a brain tumour, a grade
4 glioblastoma multiforme (GBM).
He underwent surgery and treatment.
His condition was stable for a while but,
sadly, this summer we discovered his tumour
was growing. This desperate situation is
made worse by the fact that we have had to
struggle and fight all the way to get him seen
and to try to put a treatment plan together. It
is as if there is no urgency, we have to make
repeated phone calls and requests to get
anything done.

Vicky Mason123

“When my dad Christopher Todd
was diagnosed with a brain tumour,
I just couldn’t understand why so
little was known about them.
I was flabbergasted to learn that brain
tumours kill more children and adults under
the age of 40 than any other cancer yet
receive so little funding. How can it be
right that just 1% of the national spend on
cancer research has been allocated to this
devastating disease?
Dad was always a hard worker. He was
a miner and labourer before being forced
to take early retirement 13 years ago

My dad is 65 with limited mobility so
perhaps doctors think it’s not worth doing
anything. Of course they don’t see my dad
the way we do, a loving husband and muchloved grandad, a man who deserves a
long and happy retirement and to be in his
beloved garden growing vegetables.
One thing I am certain of is that not nearly
enough is known about brain tumours and
there are not enough effective treatments. I
cannot accept that my dad is a “lost cause.”
There is no way I could sit back and just
watch this happen so I set about raising
funds for the charity Brain Tumour Research.”
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Now is the time for change
A United Campaign Voice
Brain Tumour Research is a leading voice calling for
greater support and action for research into brain
tumours in the UK. We are generously and passionately
supported across the UK by a growing number of brain
tumour charities and activists that have all chosen to
unite under our national Brain Tumour Research banner.
From listening to our activists, many of them brain
tumour patients themselves, and by talking to our
researchers and scientists, we know that the Government
and larger cancer charities should invest more into brain
tumour research.
Working alongside Parliamentarians, we continue to
raise awareness amongst the general public of the
historic underfunding of brain tumour research and we
seek to influence strategy at the highest level.
Invest in a Cure
Ahead of the 2015 General Election, we published our
first manifesto, Invest In A Cure, calling on Governments
throughout the UK to work with Brain Tumour Research
and our partner organisations.
With treatments for brain tumour patients lagging
seriously behind other cancers, we called on politicians
to shine a spotlight on research funding for brain
tumours. We also wanted the health service to
incentivise treatments, prioritising brain tumour patients.
As for Governments, we continue to call for them to
facilitate innovation and ring-fence funds for brain
tumour research.
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Stephen’s Story

Stephen Realf, who tragically
passed away in August 2014,
was the inspiration for a
successful e-petition calling for
more brain tumour research
funding. Launched by his
parents, Liz and Peter and his
sister Maria Lester, just after the
anniversary of Stephen’s death,
the e-petition quickly attracted
thousands of signatures and
became the first to prompt an
inquiry by the new House of
Commons Petitions Committee.
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Over 10,000 signatures –
prompted Government response

2015

Launch of House of Commons
Petitions Committee

Octob
er

15

20 er
Octob

30

1,104 comments
received on web forum

Launch of Inquiry – Evidence given
by petitioner and family, as well as
representatives from Brain Tumour
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Children with Cancer and
Cancer Research UK
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Stephen died after fighting his
astrocytoma brain tumour for
six years, aged just 26 years
old. He was diagnosed aged
19, whilst training to become a
Royal Air Force pilot.
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Maria describes her brother Stephen:
“Stephen packed more into the six
years after his diagnosis than most
people do in 86. But he couldn’t
keep fighting forever. By the time
his 26th birthday came around
he was in a wheelchair. He went
into a rapid decline, losing his
ability to speak, eat or even get
out of bed. I don’t like to dwell on
those final few weeks, as that’s not
the Stephen I remember. To me, he will
be forever dashing, forever dignified,
forever beaming that beautiful
big smile.”

Over 30,000
signatures reached
100,000
signatures reached
Close of e-petition –
120,129 signatures
Petitions Committee
report launched
Westminster Hall Debate
attended by over 70 MPs
GOVERNMENT RESPONSE
– acknowledges action is needed
and will create a working group
to address the problem

The Parliamentary e-Petition
The Realf’s e-petition supported our manifesto and called
on the UK Government to raise investment in brain tumour
research to £30-£35 million per year by 2020.
Calling our activists and supporters into action was
crucial to the success of the e-petition. We developed
both offline and online activities for our activists to
engage with, building momentum of the campaign
and parliamentary awareness.
At one point the number of signatories to the petition
was increasing by 1,000 every 45 minutes. By the time
the e-petition closed in February 2016, 120,129 people
throughout the UK had signed online124.
Committee Inquiry and Debate
The successful e-petition was taken up by the House of
Commons’ Petitions Committee, in its first-ever inquiry.
The inquiry’s evidence sessions heard from cancer
charities, clinicians, researchers, patients and families.
The inquiry also hosted a web forum, which allowed
for considered contributions from those affected by
brain tumours.
The Petitions Committee report, published in
March 2016125, included many deeply moving stories
from brain tumour patients and concluded that successive
governments have failed brain tumour patients and their
families for decades and called for decisive action to tackle
the historic underfunding of brain tumour research.
On 18th April 2016, over 70 MPs gathered in
Westminster Hall to debate the Petitions Committee
report. The then Minister for Life Sciences, George
Freeman MP, represented the Government on the
day of the debate.

Government Commitments
In June 2016, the Government responded to the
Petitions Committee report126.
• They agreed that action was needed
• They agreed that current funding for brain tumour
research is not enough
• They promised to create a group of experts
		 (working group) to address the problem
The Petitions Committee warmly welcomed this positive
response from the Government. However, they noted
that the Government had not yet accepted some of
their important recommendations. The response spoke
about Government action on cancer in general without
recognising the complexities of brain tumours which do not
always benefit from general cancer research.
The Petitions Committee also highlighted several areas
where the Government seemed to have ignored expert
evidence such as the challenges faced by young research
scientists who want to pursue a career in brain tumour
research and the importance of explicitly taking account of
the number of life years lost to a disease when determining
research priorities.
For further information regarding the e-petition, inquiry,
report, Westminster Hall debate, Government response
and Petitions Committee response go to:
www.petition.parliament.uk/petitions/105560

Brain Tumour Research calls
for the Government to increase
the investment for research
into brain tumours. Brain
tumour research needs to be
at the same level as cancers
such as breast and leukaemia
in order to see the same
advances in treatments.
Working with Parliamentarians
and the Department of
Health’s ‘Task & Finish’
Working Group, we aim to
make this happen.
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Petitions Committee Next Steps
The Government has responded to the Petitions Committee report
on our e-petition. Their report called for decisive action to tackle
the historic underfunding of brain tumour research.
The Government has said:
- They agree that action is needed
- They agree that current funding for brain tumour
research is not enough
- They have promised to create a group of experts
(working group) to address the problem
You can read the Government’s response on the Parliament
website: www.parliament.uk/brain-tumour-research-response
The Petitions Committee will continue to update petitioners
on what is happening.

Committee Chair, Helen Jones MP has said:

There are also several areas where the
Government seems to have ignored the
expert evidence heard by the Committee.
These include: the evidence we heard
about the difference between NICE
guidelines for GPs and the more detailed
guidance offered by the HeadSmart
campaign; the challenges faced by young
research scientists who want to pursue a
career in brain tumour research; and the
importance of explicitly taking account of
the number of life years lost to a disease
when determining research priorities.

“The Petitions Committee warmly
welcomes this positive response from the
Government. We hoped that our report,
which includes many of the deeply moving
stories we heard from members of the
public, would give them a louder voice.
It seems that they have finally been heard.

The Committee will now want to work
with the Government to make sure that
our detailed recommendations are put into
practice. Brain tumour patients and their
families will be expecting real action, not
just warm words, to come out of
this process.

The Committee will be keeping a close
eye on the progress of the Working
Group. The Government’s commitment
to take long-overdue action on brain
tumour research funding, which has been
neglected by successive Governments for
decades, is of course very welcome.

I would like to pay tribute, on behalf of the
Committee, to the Realf family. With the
support of Brain Tumour Research, they
have campaigned tirelessly to bring this
issue to Parliament. They have already
done a huge amount to raise awareness
among MPs—as have the many other
members of the public who took part in the
Committee’s inquiry and encouraged their
MPs to speak in the debate on the petition.
It is now up to the Government to ensure
that their efforts have not been in vain.”127

However, it seems that the Government
has not yet accepted some of our important
recommendations. The response often
speaks about Government action on cancer
in general, without recognising one of the
central messages of our report: that the
complexities of brain tumours mean that
they do not always benefit from general
cancer research.
32
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STAGGERING
FACTS
Maria Lester also commented:

“I am pleased that the Government
formally accepts that a greater level of
brain tumour research is urgently needed.
As the Petitions Committee’s excellent
report points out, brain tumour patients
have been failed for decades, and I hope
that this response is an important step
towards positive change. I would like to
personally thank the Committee and the
charity Brain Tumour Research for helping
to raise awareness of this issue on a
national level.
Brain tumours are the biggest cancer
killer of children and the under 40s, and
it is vital that the Government takes into
account the number of life years lost
when prioritising research spend.
I look forward to seeing what the Working
Group suggests – and I hope that the
Government’s encouraging words will
translate into meaningful action.
It may be too late for my brother
Stephen, but it is never too late to
make a difference.”

Just 0.5% of
Government
spend on
cancer research
goes on brain
tumours

Brain tumours
represent 2.6%
of all deaths
from cancer

Less than
20% of brain
tumour patients
survive beyond
five years
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Professor Tracy Warr reflects on the Government’s response
“As a member of the brain tumour
research community, I would like to thank
Maria Lester and her parents, Peter and
Liz Realf, Brain Tumour Research, the
Petitions Committee, led so admirably
by Helen Jones, and everyone who
contributed to the brain tumour research
funding inquiry for their tremendous
effort in raising awareness of the many
obstacles faced in the effective diagnosis
and treatment of brain tumour patients.
A recurrent theme in the web comment thread and in
evidence presented to the Petitions Committee was the
shock felt by brain tumour patients and their families at
the lack of funding for brain tumour research in the UK
and this has been reiterated in the many conversations
myself and my colleagues have had with members of the
public and MPs over the last few months since the e-petition
was launched and indeed since I started
research in this area in 1993.
I am pleased that the Government has accepted that
there is an urgent need to increase the level of brain
tumour research in order to improve treatments and
outcomes for patients. However, it is unclear how this will
be implemented. I note that the Government response
repeatedly states that the quality and volume of brain
tumour research needs to increase. This will ultimately result
in an overall growth of the level of investment into brain
tumour research. It is unfortunate that the Government has
not addressed the fundamental issue that in order to bring
about the advances that have been achieved in other types
of tumours, significantly more funding needs to be directed
to brain tumour-specific research programmes.
In its response, it appears that the Government is
unaware of the unique set of challenges which brain
tumours pose compared to other tumour types.
This is particularly disappointing given that the Petitions
Committee described these challenges comprehensively
and eloquently in its report.

These include:
• Brain tumour biological complexity
• Inter and intra-tumour heterogeneity which means
that multiple different therapies may be needed to
treat a single tumour type or even an individual
tumour in a single patient
• Lack of representative pre-clinical models
• Difficulties of delivering drugs through the 		
protective blood-brain barrier
Because of these unique characteristics, there is
limited benefit to brain tumour patients from
the type of generic cancer biology and
translational research conducted through
organisations such as the Department
of Health, the Medical Research
Council and Cancer Research UK,
and through the National Institute
for Health Research’s investment
in research infrastructure which
is detailed in the Government
response.
The Government response to
the call for action to remove
barriers to brain tumour research
catalogues the mechanisms and
processes that are already in
place to support cancer research in
general or wider medical research for example studentships, fellowships
and project grant funding from the MRC
or other NIHR partner organisations.
Of the six NIHR Biomedical Research Centres
which are conducting cancer research, at least
two state that they are concentrating on seven or eight
site-specific cancers including blood, bone, breast, lung
oesophageal, ovarian, pancreatic and prostate. Brain
tumours do not appear to be a priority in these centres
which are designated as not being site-specific.
Without a Government directive to prioritise research into
brain tumours, the existing programmes do not tackle the
specific concerns raised by the Petitions Committee report.
Other proposals detailed in the Government response are
also generic. For example, the offer of loans to cover living
costs during PhD studies is an initiative that will benefit all
those who wish to pursue a doctoral degree, including arts
and humanities disciplines and in fact, does not address the
extremely high costs of conducting laboratory research.
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The Government response refers to the Brain Tumour
Clinical Studies Group and its sub-groups and describes
the extremely valuable role this group plays in developing
and co-ordinating clinical studies and trials. However, this
requires the appropriate infrastructure, including clinical
researchers, as well as a strong pipeline of drugs in place.
There needs to be new therapies available to test in clinical
trials, whether they be novel compounds, new surgical
approaches or new combinations of treatments e.g. drug
and radiation combinations.
From the UK clinical trials gateway website,
there are approximately 20 brain tumour
specific trials currently recruiting in the
UK through the NIHR and these cover
both adult and paediatric patients.
These include investigation of
imaging techniques to improve
diagnosis, radiotherapy to treat
brain metastases and three trials
to target meningioma as part
of the rare cancers initiative.
These are all to be welcomed.
However, only a handful of
clinical trials are testing therapies
in malignant glioma in adults
and less than half of these are
novel agents.
In order to take new therapies
into clinical trials, there needs to be
funding for laboratory studies to identify
therapeutic targets and to develop
effective compounds to these
brain tumour-specific targets.
The other priorities identified by the Brain Tumour
Clinical Studies group include:
• Tumour banking
• Development of better models for drug
development and testing
• Linking clinical and biological data to establish a
stratified medicine programme as we move towards
personalised treatments
There needs to be investment in research for these goals to
be achieved. Such investments should include provision of
funds for research nurse specialists to facilitate obtaining
informed consent from patients for their brain tumour tissue
to be stored for use in research, or funding of the research
projects themselves.

Historically, the national funding mechanisms that are
in place to support the funding of cancer research have
had limited success for the study of brain tumours and
consequently, the progress in the development of treatments
for brain tumour patients has not been commensurate with
that achieved for other cancer types, such as breast and
blood. The brain tumour research community has relied
predominantly on funding from brain tumour charities,
particularly over the last 20 years.
Supported by Brain Tumour Research and other brain
tumour charities we have made progress. The relatively
small size of the brain tumour research community has
meant that research groups from different institutions
frequently collaborate and share their individual expertise
to tackle problems. However, to move forward, to translate
laboratory and clinical research into better therapies to
benefit brain tumour patients, we need to accelerate the
rate of progress. We need to expand brain tumour
research in the UK.
We need to create a multi-centre, multi-disciplinary,
sustainable research environment that is able to attract
and retain the brightest and most committed scientific
and clinical neuro-oncology researchers. Brain Tumour
Research’s Centre strategy has recognised this.
Whilst newly qualified PhD students may spend some
time in other countries, we want to develop programmes
to encourage them to return and develop new brain tumour
research groups within the UK. We should also be able
to attract researchers from other specialisms into
brain tumour research.

The chronic underfunding for brain tumour
research has to be addressed and the
responsibility for this cannot lie solely with the
voluntary sector. The e-petition and subsequent
inquiry by the petitions committee has provided
an excellent platform from which to move
forward and the Government needs to take the
lead in prioritising site-specific brain tumour
research, taking into consideration the number
of life years lost. We hope that the working party
convened by the Minister for Life Sciences will
resolve all these outstanding issues and propose
tangible actions to increase funding for
brain tumour research.”128
Tracy Warr,
Professor of Neuro-oncology, University of Wolverhampton
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Appendix A:
National Cancer Research Institute (NCRI) research spending by cancer site

129

2002
£

% of 2002
spending

2015
£

% of 2015
spending

Average
£

% of average yearly
spend 2002 to
2015 inclusive

2002 to 2015
inclusive £

Breast Cancer

18,433,721

7.16%

39,753,209

7.98%

33,843,536

7.88%

473,809,498

Leukaemia

18,176,992

7.06%

36,281,187

7.28%

28,259,808

6.58%

395,637,313

Colon and Rectal Cancer

12,215,108

4.74%

26,732,843

5.37%

20,793,589

4.84%

291,110,252

Prostate Cancer

8,757,951

3.40%

22,148,352

4.45%

15,213,927

3.54%

212,994,977

Lung Cancer

3,529,713

1.37%

22,537,239

4.52%

10,142,328

2.36%

141,992,593

Ovarian Cancer

6,113,814

2.37%

8,093,083

1.62%

9,186,270

2.14%

128,607,782

Non-Hodgkin’s Lymphoma

5,450,195

2.12%

10,202,558

2.05%

7,565,291

1.76%

105,914,080

Melanoma

2,879,838

1.12%

7,457,634

1.50%

4,867,200

1.13%

68,140,799

Oesophageal Cancer

1,194,572

0.46%

8,517,500

1.71%

4,435,551

1.03%

62,097,711

739,835

0.29%

6,844,239

1.37%

4,039,917

0.94%

56,558,837

Myeloma

1,514,580

0.59%

7,351,867

1.48%

3,939,893

0.92%

55,158,502

Cervical Cancer

3,752,303

1.46%

2,602,769

0.52%

3,935,472

0.92%

55,096,606

Skin Cancer

3,470,429

1.35%

3,987,669

0.80%

3,920,556

0.91%

54,887,785

Pancreatic Cancer

1,209,533

0.47%

8,003,980

1.61%

3,674,322

0.86%

51,440,507

Kidney Cancer

1,239,325

0.48%

3,837,080

0.77%

2,597,575

0.60%

36,366,056

Bladder Cancer

1,436,199

0.56%

2,257,021

0.45%

2,512,212

0.58%

35,170,972

Hodgkin’s Disease

2,202,543

0.86%

2,982,874

0.60%

2,418,976

0.56%

33,865,658

Liver Cancer

1,772,858

0.69%

3,550,196

0.71%

2,379,905

0.55%

33,318,666

597,151

0.23%

2,465,148

0.49%

1,991,922

0.46%

27,886,906

Pharyngeal Cancer

1,001,830

0.39%

2,358,868

0.47%

1,828,074

0.43%

25,593,030

Stomach Cancer

1,522,207

0.59%

1,389,776

0.28%

1,648,808

0.38%

23,083,311

Endometrial Cancer

587,157

0.23%

1,204,347

0.24%

1,607,193

0.37%

22,500,706

Oral Cavity and Lip Cancer

652,850

0.25%

1,961,893

0.39%

1,479,476

0.34%

20,712,670

Testicular Cancer

883,090

0.34%

773,142

0.16%

1,264,606

0.29%

17,704,487

Laryngeal Cancer

378,626

0.15%

2,141,901

0.43%

1,231,994

0.29%

17,247,909

Kaposi’s Sarcoma

993,734

0.39%

519,520

0.10%

1,074,282

0.25%

15,039,943

Neuroblastoma

217,496

0.08%

1,839,347

0.37%

990,045

0.23%

13,860,632

Wilm’s Tumour

241,532

0.09%

-

0.00%

965,301

0.22%

13,514,219

Nervous system

336,894

0.13%

736,702

0.15%

840,768

0.20%

11,770,750

Bone Cancer

140,107

0.05%

651,825

0.13%

527,586

0.12%

7,386,209

Thyroid Cancer

384,406

0.15%

507,496

0.10%

401,234

0.09%

5,617,274

Anal Cancer

104,536

0.04%

179,824

0.04%

388,836

0.09%

5,443,707

Vulva Cancer

259,291

0.10%

272,799

0.05%

368,048

0.09%

5,152,677

Salivary Gland Cancer

31,352

0.01%

402,141

0.08%

206,323

0.05%

2,888,527

Small Intestine Cancer

-

0.00%

372,589

0.07%

193,511

0.05%

2,709,147

Penile Cancer

-

0.00%

145,297

0.03%

174,990

0.04%

2,449,858

Pituitary Tumour

356,128

0.14%

322,576

0.06%

161,164

0.04%

2,256,299

Vaginal Cancer

49,572

0.02%

90,956

0.02%

155,081

0.04%

2,171,140

123,849

0.05%

123,671

0.02%

116,394

0.03%

1,629,517

64,607

0.03%

102,025

0.02%

100,297

0.02%

1,404,160

Nasal Cavity and Paranasal Sinus Cancer

236,245

0.09%

93,341

0.02%

84,539

0.02%

1,183,541

Retinoblastoma

206,216

0.08%

-

0.00%

63,113

0.01%

883,584

5,440

0.00%

60,120

0.01%

57,459

0.01%

804,423

204,960

0.08%

-

0.00%

49,278

0.01%

689,889

Primary of Unknown Origin

-

0.00%

63,820

0.01%

40,339

0.01%

564,740

Gallbladder Cancer

-

0.00%

24,455

0.00%

33,641

0.01%

470,969

Primary CNS Lymphoma

-

0.00%

30,562

0.01%

24,716

0.01%

346,030

Thymoma, Malignant

-

0.00%

57,095

0.01%

16,018

0.00%

224,249

25,821

0.01%

7,196

0.00%

10,265

0.00%

143,706

103,694,608

40.27%

242,039,733

48.59%

181,821,629

42.33%

2,545,502,803

42,905,383

16.66%

110,559,458

22.20%

86,617,682

20.16%

1,212,647,550

110,894,553

43.07%

145,496,496

29.21%

161,124,026

37.51%

2,255,736,359

100.00% £429,563,337

100.00%

£6,013,886,712

Brain Tumour

Sarcoma

Eye Cancer
Adrenocortical Cancer

Parathyroid Cancer
Vascular System

Heart Cancer
Total Site specific
All Sites
Fundamental Research
Total
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£257,494,544

100.00% £498,095,687
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Appendix B:
National Cancer Research Institute (NCRI) partner spending on research
This table shows information on brain tumour research funding and other cancer research funding – with question marks where there are
gaps. The figures are compiled from the NCRI’s own data, information requests to Government departments, Brain Tumour Research
figures and annual accounts submitted to the Charity Commission, so the subtotals don’t add up.
NCRI
Government Funding

Charities

Research into brain tumours
(2015/latest year available)
Biotechnology and Biological Sciences Research Council

?

?

Chief Scientist Office (Scotland)

£53,500130

£2,687,125131

Department of Health

£617,279132

£70,581,177133

Economic and Social Research Council

?

?

Medical Research Council

£266,613134

£90,273,703135

Northern Ireland Health & Social Care - R&D Office

£0136

£933,577137

Health and Care Research Wales

?

?

Subtotal:

£974,564

£188,350,707

Breast Cancer Now

£0138

£11,859,494139

Cancer Research UK

£5,028,858140

£224,129,818141

Children With Cancer UK

£526,571

Bloodwise

£0

£3,041,818143
£33,166,000145

£0146

£0147

Marie Curie Cancer Care

£0

£0149

Prostate Cancer UK

150

£0

£5,735,000151

£0152

£1,134,762153

Roy Castle Lung Cancer Foundation

148

Tenovus

£28,691

154

Wellcome Trust

£93,205

156

£27,651,782157

£0158

£12,049,182159

Yorkshire Cancer Research
Worldwide Cancer Research

NCRI Total:

142
144

Macmillan Cancer Support

Pharmaceutical

Research into cancer
(2015/latest year available)

£164,678

£595,196155

160

£9,190,915161

Subtotal:

£5,869,675

£309,744,980

Association of the British Pharmaceutical Industry

£0162

£0163

£6,844,239

164

£498,095,687165

Data from the NCRI
The UK Government uses the NCRI as the source of national cancer research spend data. National spend represents the
total spend of the NCRI partners which is made up of both Government and larger cancer charity organisations.
The NCRI Cancer Research Database records the peer-reviewed cancer research funded by NCRI partner organisations in
the Government and charity sectors. Every year, partners submit information for each cancer-relevant grant or other award
that is in progress on 1st April of that year. A ‘snapshot’ of work in progress on the census date of 1st April is created, and it
should be noted that this is not the same as actual expenditure over any given 12-month period.
The database records direct spend on cancer research and spend on resources and infrastructure that directly support or
enable specific areas of cancer research. Exclusions include the purchase of land or buildings for the purposes of research,
the building or refurbishment of laboratories, the costs of attending or holding scientific meetings, conferences or training
courses, and projects focused on policy or advocacy, which do not have a research component. Such exclusions and the
different reporting periods (calendar year or financial year versus snapshot) mean that NCRI portfolio figures may differ from
organisations’ own published figures for various reasons, including eligibility and differing time frames.
The database also excludes the underpinning costs provided to universities by the four funding councils of the UK or in
hospitals by the NHS. In general, charities do not provide any overhead costs in association with their grants and other
awards and this should continue.
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