


The low survival rate of those diagnosed with a brain tumour compared to other 
cancers makes fear of dying a key consideration in understanding the reality of life 
with a brain tumour, crossing the boundaries of tumour type, grade and terminal 
or non-terminal prognosis.  The chronic and life-changing nature of symptoms and 
the lack of control that people feel over their condition may heighten awareness of 
bodily fragility and their mortality in a way that can be difficult to articulate.  Anxiety 
about physical and mental decline and the uncertainty of the timeframe of a terminal 
prognosis can place individuals and their loved ones under enormous strain.

I’m scared of dying

59%

59% are scared of dying

55%

55% of people haven’t 
been given a choice of 

end of life options

1 in 5 have been given 
a terminal prognosis

Did you know?

Brain tumours reduce life expectancy by around 20 years — the greatest reduction of 
any cancer.  In total, almost 5,000 people lose their lives to a brain tumour each year1.

1 Cancer Research UK. Brain, other CNS and intracranial tumours mortality statistics [Internet]. 2014 [cited 2015 May 21].
 Available from: http://www.cancerresearchuk.org/cancer-info/cancerstats/types/brain/mortality/
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Living ‘in a world of uncertainty’

1 in 5 people we spoke to have been given 
a terminal prognosis, however 59% said 
they were scared of dying.  It is hard to feel 
reassured about living with a disease that is 
so difficult to treat and whose effects can 
be so debilitating.  One female participant 
described how unhelpful well-intentioned 
positive remarks of family members can 
be: “When I tell people they usually say 
everything will be fine...in my head I’m 
thinking “how do you know everything is 
going to be fine?” Another likened it to having 
“a ticking time bomb living in my brain”.

Not talking about dying

Of those with a terminal prognosis, over two-
fifths said they were not comfortable talking 
to those around them about dying, despite 
the fact that for the most common type of 
malignant brain tumour the prognosis is less 
than two years.  For some this is a coping 
mechanism, allowing them to focus on living 
for today; another factor may be the desire 
to shield loved ones from what one female 
participant termed “the reality of the situation”.  
The data showed that men were less likely 
to feel comfortable talking about dying than 

women, suggesting that gender roles impact 
on how people deal with the prospect of death.  
One male participant with a terminal prognosis 
told us “I have to pretend to be strong and 
nonchalant, especially to friends and my 
family”; another said “It’s actually very hard to 
tell people how you really are when they ask.”

What happens at the end

The range and unpredictability of the effects 
of a brain tumour, compared to other cancers, 
make the progression towards death and the 
circumstances of dying a particularly acute 
source of anxiety.  Dread at the possibility 
of a protracted, severely disabling, or 
painful decline can have a damaging impact 
on quality of life.  One female participant 
described multiple scenarios she feared: 
“That I deteriorate suddenly.  Or that I 
linger on, but am cognitively damaged and 
confused, and don’t know my own family.” 
Indeed, the uncertainty surrounding the 
manner of dying also causes anxiety about 
what friends and family may be forced to 
endure.  One female participant told us “I fear 
for my kids seeing me differently and worry 
this will be very hard for them.” Another said 
she feared “A long painful, slow death that 
will put huge strain on my loved ones.”

“It’s strange to think 
that my cat will 
outlive Dad.”

Phillip, 43 year-old man with a high grade tumour, overhearing his son talking to his wife

“I try and live every day 
as if it were my last.”
45 year-old woman with a low grade tumour

“Dying is a major worry for 
me...  How will Kenny manage? 
How will the kids manage 
without their mum?”
33 year-old woman with a low grade tumour
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About us
Our vision

Our vision is for a world where brain tumours 
are defeated. 

The Brain Tumour Charity is at the forefront 
of the fight to defeat brain tumours, making 
a difference every day to the lives of people 
with a brain tumour and their families. We 
are committed to having the greatest possible 
impact on the lives of everyone affected by this 
disease, to defending the most amazing part of 
the human body, and together defeating brain 
tumours.
 
We fight brain tumours on all fronts through 
research, awareness and support, to save lives 
and improve quality of life.

• We fund pioneering research to find new 
treatments, improve understanding, 
increase survival rates and bring us closer 
to a cure

• We raise awareness of the symptoms and 
effects of brain tumours to reduce diagno-
sis times, increase treatment access and 
improve understanding of those living with 
the disease every day

• We provide information and support for 
anyone affected to help improve quality of 
life.

Our goals

We are committed to having the greatest 
possible impact for everyone in the UK 
affected by a brain tumour. It is with this in 
mind that we have set ambitious goals to 

bring about real and lasting change, so that a 
diagnosis no longer means a death sentence.

• Double survival within 10 years in the UK 
Our goal is to halve the average years of 
life lost to a brain tumour from 20.1 to 10 
years by 2025

• Halve the harm that brain tumours have 
on quality of life in the UK  
Our goal is to halve the harm caused by 
brain tumours by 2020, from a baseline 
measure which we will agree with clinicians 
and patient groups by the end of 2015.

Questions?

If you have been affected by a brain tumour or 
are worried by any of the findings in this report, 
please get in touch with our team.  We offer an 
inclusive Information and Support Service for 
everyone affected by a brain tumour - patients, 
family, friends and colleagues.

0808 800 0004 
(Free from landlines and most mobiles) 

support@thebraintumourcharity.org 

We rely 100% on voluntary donations to fund 
our vital work.   If you would like to make a 
donation, or want to find out about other ways 
to support us including fundraising, getting 
your company involved, leaving a gift in your 
Will or giving in memory, please visit us at 
thebraintumourcharity.org, email 
fundraising@thebraintumourcharity.org 
or call us on 01252 749043.
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Together creating a better future
Whilst survival has doubled across all cancers, 
survival rates for brain tumours in adults have 
improved little in over 40 years: 60% of people 
diagnosed with a malignant brain tumour will 
not survive one year and just 19% of adults 
will survive for five years or more.      That 
means that more than 5,000 people lose their 
lives every year .   In addition, brain tumours 
reduce life expectancy by an average of 20 
years, the highest of any cancer.    Despite 
these facts, less than 2% of the £500million 
invested in cancer research in the UK every 
year is spent on brain tumours.   We must 
improve survival rates through the funding 
of high quality research and the efficient 
translation of the results into new treatments.

Brain tumours are different from other cancers 
– they affect the part of the body that makes 
you the person you are.  They can directly 
affect your character, feelings and ability to 
use all other parts of your body.  This is why 
people with a brain tumour and their families 
do not simply focus on survival but on their 
quality of life.   Of those currently living with 
a brain tumour in the UK most will be coping 
with a reduced quality of life – in fact over 62% 
of children who survive a brain tumour are 
left with a life-altering, long-term disability.
  
The daily impact that brain tumours have, 
as well as the trauma of diagnosis, must 

be understood more widely.   We must 
reduce the harm caused not only to the 
lives of those living with this disease, but 
on their carers, families and friends.
 
In addition to these two key issues, we have 
also identified areas of particular concern 
where improvement would contribute 
to better survival and quality of life:

• Late and inaccurate diagnosis  
UK diagnosis times must be reduced 
further across all age ranges, and di-
agnosis must become more accurate, 
to maximise treatment options and 
therefore improve the chances of re-
covery with a better quality of life.

• Inconsistent NHS experience  
The overall consistency and quality of 
the NHS experience for brain tumour 
patients must be improved in the UK.

• Lack of support  
We must extend our information and 
support services to everyone who 
needs help with navigating the system 
and enhancing their quality of life.

We will address these issues through our 
five year strategy Defeating Brain Tumours, 
summarised overleaf.   Read the strategy in 
full at thebraintumourcharity.org/strategy

1 Cancer Research UK.  Brain, other CNS and intracranial tumours survival statistics [Internet].  2015 [cited 2015 May 19].  
Available from: bit.ly/CRUK_brain
2 Cancer Research UK.  Brain, other CNS and intracranial tumours mortality statistics [Internet].  2014 [cited 2015 May 19].  
Available from: bit.ly/cancer_reserch_UK_itms
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of children who survive a brain 
tumour will be left with a life-
altering, long-term disability

62%
of people with a brain tumour 
find that it affects their 
emotional or mental health 

91%
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Registered office: 

Hartshead House 

61-65 Victoria Road 

Farnborough 

Hampshire GU14 7PA

01252 749990 
enquiries@thebraintumourcharity.org
thebraintumourcharity.org
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