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Executive summary 
 
Being diagnosed with a brain tumour is a life-changing event, and it’s one that affects families and 
friends as well as the person living with the disease. 
 
Dealing with the impact of diagnosis, and the subsequent management of the cancer, is a difficult 
process and one that can adversely affect the health and wellbeing of the person with the tumour and 
those caring for them. Making sure that everyone has the best possible quality of life before and after 
diagnosis must therefore be the primary aim of healthcare professionals. 
 
The Brain Tumour Charity works to make sure that the voices of people living with brain tumours are 
heard, and that the issues and problems they face are addressed. That’s why we have commissioned this 
wide-ranging survey of people living with the disease and their carers to find out what their experiences 
of diagnosis and care have been. Their responses sometimes make for difficult reading and, using their 
replies as an evidence base, we have developed four ‘calls for action’ with several recommendations for 
improvement. 
 
Some of our key findings include: 
 
 38% of people living with a brain tumour visited their GP more than FIVE times before being 

diagnosed. An early diagnosis can have a huge impact on the effectiveness of treatment. 
 
 Communications between healthcare professionals and people living with a brain tumour and their 

carers must be improved, including developing a more sensitive approach when making diagnoses, 
making sure questions are not left unanswered and signposting support services. 

 
 More than 60% of those living with the disease reported being given no information about care 

plans, counselling or financial advice. There need to be improvements in the availability of these 
services and the supply of information which people use to make informed decisions about their 
treatment and care, to make sure people’s quality of life can improve. 

 
 Carers and those they care for have different perceptions of how the symptoms of a brain tumour, 

and the side-effects of treatment, can affect their quality of life. This has clear implications for how 
healthcare professionals should discuss treatment and care with all parties, placing greater weight 
on how the tumour can affect quality of life beyond clinical outcomes. 

 
 More than 80% of carers said that caring for someone with a brain tumour had a negative effect on 

their emotional wellbeing and more than half said that their duties had affected their jobs, hobbies 
and relationships with friends and the person they care for. Support for carers is often overlooked 
and healthcare professional should address this by taking a holistic view of support, making sure 
that carers are included in care plans. 

 
The Brain Tumour Charity will use the findings of this report to take the next steps toward improving 
the quality of life for those who have the disease and — importantly — for their carers. We believe that 
our policies and campaigns on behalf of people living with a brain tumour must be evidence-based and 
be in accordance with the desired outcomes of the people that we represent. 
 
That is why we are proud to present their views in ‘Finding a Better Way? Improving the Quality of Life for 
People Affected by Brain Tumours’ and why we will use the recommendations for improvement detailed in 
the following four ‘calls for action’ sections to drive our campaign to improve the quality of life 
experienced before, during and after diagnosis. 
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1. Getting a diagnosis. All services must improve their performance in diagnosing brain tumours to ensure 
that people feel confident in their diagnosis and are able to access the best-possible treatment quickly.  
 
Commissioners and providers need to take action on: 
 Training – making sure professionals recognise and respond to the signs and symptoms of brain 

tumours and deliver diagnoses sensitively. 
 Collecting data – recognising people who are visiting services multiple times and identifying 

those services which are consistently failing to diagnose people with brain tumours. 
 Providing appropriate support – following a diagnosis people’s questions must be answered, 

and feedback from people living with brain tumours must be sought and acted on. 
 Offering information – giving people living with brain tumours the verbal and written 

information they need to understand their condition and the choices they can make, including 
long enough appointment times and opportunities to have questions answered in between 
appointments. 

 
2. Accessing treatment and services. Services must build on areas of progress to ensure that everyone 

affected by brain tumours receives high-quality services and treatments that meet their needs, wherever 
they live and regardless of the kind of tumour they have, including written care plans. 

 
Commissioners and providers need to take action on: 
 Supporting people to make informed choices – including written information about all 

treatment options and signposting to sources of expert help, like The Brain Tumour Charity. 
 Measuring performance – collecting data to benchmark the performance of services and driving 

improvements where necessary. 
 Assessing need appropriately – taking a holistic view of people’s needs and making written care 

plans available to the person living with a brain tumour and their carers. 
 Commissioning care near people’s homes – designing appropriate pathways so that people can 

access the support they need as close as possible to where they live so that they do not have to 
choose treatments on the basis of where they are delivered. 

 
3. Improving people’s quality of life. All people affected by brain tumours must have access to the best 

possible treatment(s) and be able to access these treatments regardless of where they live. A national 
system of decision making that involves people affected by brain tumours and their representatives should 
be developed to help further these aims. 

 
Commissioners and providers need to take action on: 
 Improving consideration of quality of life – taking into account the wider impact of a brain 

tumour beyond clinical outcomes. 
 Identifying what matters to people living with brain tumours – supporting people to identify the 

things that matter most to them and on which their tumour has the greatest effect. 
 Making choice available – providing opportunities for people living with brain tumours to 

choose the treatment that will have the greatest impact on the things that matter most to them 
about their quality of life, including treatments that delay the onset of symptoms. 

 Creating a responsive national system – taking a broader view of issues like quality of life when 
decisions are made about what treatments will be available nationally and individually. 

 
4. Receiving wider support services. There must be increased support for people affected by brain tumours 

and carers to provide them with the services they need, that go beyond clinical interventions, with 
particular focus on their emotional, physical and financial support needs. 

 
Commissioners and providers must take action on: 
 Providing clinical nurse specialists (CNSs) – ensuring that everyone living with a brain tumour 

has access to a CNS. 
 Taking a holistic view of people’s needs – thinking beyond clinical outcomes to emotional, 

physical and financial support needs. 
 Providing additional support – providing additional support where this is necessary so that 

people can deal with the wider impact of their tumour on them and their family. 
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 Signposting to experts – offering people the details of sources of additional support and help, 
such as The Brain Tumour Charity. 

 
This report is based on an online survey of 306 respondents, carried out between August and September 
2013 by MHP Health on behalf of The Brain Tumour Charity.   
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Foreword from Sarah Lindsell, Chief Executive of The Brain Tumour Charity 
 
The stories of two individuals affected by brain tumours, Samantha Dickson and Joseph Foote, were the 
inspiration behind The Brain Tumour Charity, and we continue to be inspired to make a difference every 
day by them and the thousands of other people whose lives are devastated by brain tumours. 
 
The people diagnosed with a brain tumour, their carers, families and friends, are at the centre of 
everything we do. This is why we wanted find out more about what was important to people about their 
treatment and care.   
 
This is the first time such a large scale survey has ever been undertaken about the impact of brain 
tumours on people’s quality of life. For the first time, we have heard from people in their own words 
about the impact of their tumours on their lives – the day-to-day and the long-term reality for them and 
for their families.  
 
In this report you can see for yourself the wide-ranging effects of brain tumours and how the people 
affected make different decisions about what matters to them. For some people, the journey through 
diagnosis and treatment has a positive outcome, for others treatment is not successful. In all cases, the 
effect of the brain tumour is significant and long-lasting. By asking people about their experiences at 
different stages through diagnosis and treatment we have been able to build up a clear picture of what 
the NHS’s priorities should be. We have also been able to hear about the experience of carers – the 
husbands, wives, partners, mothers, fathers, sons, daughters, sisters and brothers who live every day 
with the brain tumour that affects their loved one - and the NHS and other support services need to 
respond to their needs too. 
 
It is only by understanding people’s individual experiences of brain tumours and their care and 
treatment that we can start to identify the changes that will make the greatest difference to them.   
It will be crucial for the NHS to take this report on board and respond to the needs of people with brain 
tumours – not simply delivering the same models of service over and over again if they are not making  
a difference to people. 
 
The Brain Tumour Charity is the UK’s pre-eminent charity dedicated to brain tumours, and we are 
committed to fighting brain tumours on all fronts. This includes increasing awareness of the impact that 
brain tumours can have. We are immensely grateful to the hundreds of people who took the time to 
contribute to this study. It is because of you that we continue the fight each day and we appreciate you 
sharing your stories with us.  
 
We will use this report to influence the NHS, Parliament and Government so that together we will 
improve the lives of everyone affected by brain tumours. 
 
Sarah Lindsell 
Chief Executive 
The Brain Tumour Charity 
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Foreword from Gideon Burrows, who is receiving treatment for a brain tumour  

This report clearly and conclusively sets out the case for what many of us in the brain tumour 
community have known for a very long time: that diagnosis, information and consideration of our 
varying medical, personal and quality of life needs is patchy at best. 

Brain tumour helplines and cancer internet forums have for years shown a trend: brain tumour patients 
aren't getting the information about their conditions that they want. Sometimes, they're not even been 
taken seriously by their doctors. We feel our questions and worries are sometimes dismissed, or we're 
too embarrassed or confused to ask questions in the first place. 

In this atmosphere, is it any wonder newly diagnosed brain tumour patients often come out of their 
consultant’s office knowing no more than when they went in? 

For many brain tumour patients, it is the non-medical aspects of living with a brain tumour that can be 
most difficult. It is everything else that comes with it. Having to give up work, frequent appointments, 
not being able to drive, having to tell the children, the side-effects of medicine, the emotional impact of 
not knowing what the future may bring. 

These quality of life issues can be just as important as the medical diagnosis and treatment. But these 
things are given next to no attention in the clinical setting. Sometimes, patients haven't even been told 
the medical details of their condition. 

That means we don't know what questions to ask, we have to do our own research, and sometimes we 
have to rely only on broad-brush, contradictory, controversial or just downright wrong information we 
discover after an internet search. 

It's time every aspect of patients' lives were recognised as key factors in their diagnosis, treatment and 
care. They should be formally accounted for by consultants and NHS planners. Nurses and doctors alike 
should receive the training they need to help them deal effectively with the whole patient's experience, 
rather than treating patients – as some feel they are – as if they were only a brain or a series of MRI 
scans. 

This report, based on more than 300 first-hand experiences of brain tumour patients and their carers, is 
the clearest evidence yet that more needs to be done. Putting its suggestions into practice will not only 
be relatively easy and cost-effective clinically, it will make a concrete difference to the lives of brain 
tumour patients and their families across the UK. 

Its findings cannot be ignored and should be required reading for every neurologist, brain surgeon and 
neuro-oncologist in the UK. I hope it will be a staging post in a radical improvement in brain tumour 
patient care. 
 

Gideon Burrows was diagnosed with an incurable inoperable oligodendroglioma tumour in April 2012, aged 35. 
He is the father of two young children, a writer and cyclist. He writes a popular blog at 
www.bicyclesandbraintumours.co.uk 
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Introduction 
 
In 2010, 176 people were diagnosed with a brain tumour every week in the UK1 and nearly 5,000 people 
lose their lives to a brain tumour each year2. Brain tumours are the most common cause of childhood 
deaths from cancer3 and are the second biggest cause of cancer deaths in men aged 25-494.  
 
The impact of brain tumours is felt beyond these stark statistics; symptoms can be severe, affecting 
people’s personalities and their ability to work or go to school. They can cause epilepsy or other 
neurological conditions and lead to disabilities such as loss of sight, speech or mobility. They also impact 
on the carers and families of people affected by brain tumours in many ways, including significant 
financial implications for people no longer able to work either because they are too ill or because they 
need to care for a friend or family member. 
 
The Brain Tumour Charity speaks to thousands of people affected by brain tumours and their families 
every year. We are aware of the challenges people can face on a daily basis in living with a tumour – both 
those with cancer and their carers – and difficulties they may have getting the treatments they need and 
accessing the right support services. We wanted to hear directly from them about the impact these 
challenges have on their quality of life. 
 
To do this, we developed an online survey for people affected by brain tumours and their carers and this 
report sets out what they told us. We have used this information to make recommendations for how the 
NHS and other organisations can improve support for people affected by brain tumours to provide the 
best possible outcomes and, more importantly, to improve their quality of life. 
 
 
About the survey 
 
The survey ran online from 23 August to 13 September 2013 and was available through The Brain 
Tumour Charity website. A link was also included in our regular e-newsletters to our supporters. 
 
We received 306 responses, of which 188 were completed and the remainder partially completed. Of 
those surveys that were started, 44% were completed by people living with a brain tumour and 56% 
were completed by people who were currently caring for or had cared for someone living with a brain 
tumour. Because some respondents chose not to answer all of the questions, the percentages in the 
charts in the report relate to the percentage of people who answered the specific question. 
 
Figures 1 and 2 set out the gender of respondents: 
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Figure 1: Gender of respondents 
living with a brain tumour
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The following charts provide details of how respondents described themselves: 
 

 
We believe that the delivery of NHS services must be based on what is important to people affected  
by brain tumours and their carers. Using what people told us through the survey, we want to make 
improvements to the care and treatment that people receive to improve outcomes and their quality  
of life. 
 
Based on the responses to the survey, we present a series of recommendations for change grouped 
under four key areas: 
 
1. Getting a diagnosis 
2. Accessing treatment and services 
3. Improving people’s quality of life 
4. Receiving wider support services 
 
We have identified specific recommendations in each section of this report to show how the NHS and 
others can implement these changes as quickly as possible. 
 
  

28%

47%

25%

Figure 3: How people affected by brain 
tumours described themselves

I am receiving treatment
for a brain tumour

I have received treatment
for a brain tumour

I am under monitoring for
a brain tumour

37%

20%

42%

Figure 4: How carers described 
themselves

I care for someone who has a
brain tumour

I care for someone who has
finished a course of treatment
for a brain tumour

I cared for someone who has
died from a brain tumour
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Getting a diagnosis 
 
The importance of a swift diagnosis 
 
How quickly people are diagnosed with a brain tumour can have an enormous impact on outcomes.  If 
people are diagnosed when their tumour is at an advanced stage, their treatment options may be limited 
and the chances of the treatment being effective are reduced — or it may be too late for them to have 
any treatment at all. 
 
Nationally, research has shown that 62% of people living with a brain tumour are diagnosed as an 
emergency5. This is the highest rate of any tumour type and is a major factor in the poor outcomes for 
people with brain tumours. Diagnosing brain tumours can be challenging, partly because the symptoms 
can be mistaken for other conditions, but there is alarming evidence that some people repeatedly visit 
services with symptoms and are still not referred appropriately. 
 
We wanted to find out more about the kind of services people visited when they had symptoms prior to 
diagnosis. The following charts illustrate which services those living with brain tumours and carers 
visited at least once before a diagnosis was made: 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
 
Nearly four fifths (78%) of people living with a brain tumour said they visited a GP at least once, followed 
by more than two fifths (41%) who said they went to A&E. Similarly, more than four fifths (83%) of carers 
reported that the person they cared for had visited a GP about their symptoms, and more than half 
(55%) visited A&E.  
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Figure 6: Percentage of carers who said the person they care for visited a 
service at least once
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Figure 5: Percentage of people with a brain tumour who visited a 
service at least once
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We were very concerned to see the high proportion of people who had visited A&E with symptoms 
before their diagnosis because this suggests that the symptoms had been very severe and that previous 
opportunities to diagnose their tumour may have been missed.  
 
It is also of concern that many people reported visiting more than one service with symptoms before 
they were diagnosed. Half of those living with a brain tumour who responded said they visited more 
than one service at least once, and 68% of carers said the person they cared for had also visited several 
services before being diagnosed. 
 
Figures 7 and 8 show that 38% of people visited their GP more than five times before being diagnosed. 
This was reflected in the responses from carers, 31% of whom said that the person they cared for had 
visited the GP more than five times before diagnosis. 
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Figure 7: Number of times people living with a brain tumour visited healthcare 
services prior to diagnosis
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Figure 8: Number of times carers reported people living with a brain tumour visited 
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These results demonstrate the need for health service providers and professionals to be aware of the 
possibility that a person may have a brain tumour when presented with different symptoms. This would 
likely reduce the number of times people need to visit a service and the number of different services 
they visit.  
 
Improvements must be made to services to reduce the high number of people who are accessing them 
several times before being diagnosed. The Brain Tumour Charity believes that there are a number of 
areas in which improvements can be made: 
 
 Commissioners must require providers to ensure that healthcare professionals, including GPs, 

receive appropriate training to recognise and respond to the signs and symptoms of brain tumours. 
 

 Providers should introduce systems to alert them to people who are visiting several times with 
symptoms that could indicate a brain tumour – flagging people in this way could speed up their 
route to diagnostic tests. 

 
 Healthcare professionals must respond appropriately to the concerns of people affected by brain 

tumours. It is not sufficient to send people away with questions unanswered, particularly when they 
continue to highlight similar symptoms that are unexplained, such as repeated headaches. Existing 
guidelines make it clear when people should be referred.6  

 
 When people are diagnosed with a brain tumour, data should be collected on the services they 

accessed to discuss their symptoms prior to diagnosis. This will ensure that the performance of 
health services in identifying people affected by brain tumours can be benchmarked and measured. 
Commissioners should consider how they manage the contracts of those providers that consistently 
fail to identify people affected by brain tumours. 

 
 
Variations in referrals 
 
There is variation in the range of services people visited prior to their diagnosis and this is reflected in 
the data that showed a number of professionals referred people affected by brain tumours to hospital.  
 
Around two fifths of people were referred to hospital by their GP, which suggests that some GPs are 
thinking about the possibility of someone having a brain tumour when people present with symptoms. 
However, a significant number were referred by another healthcare professional, many of whom were 
professionals in A&E or neurology services. The delays in being referred to hospital for appropriate tests 
can mean that the treatment options for people are affected and their outcomes are poorer as a result. 
 
Figures 9 and 10 overleaf demonstrate the range of healthcare professionals who made referrals to 
hospital. 
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The experience of being diagnosed 
 
Receiving a diagnosis of a brain tumour is obviously life changing. How people receive this diagnosis can 
seem like a minor consideration but will be significant to them. People diagnosed with a brain tumour, 
and their carers, may feel more or less able to ask questions about the next steps and options available 
to them depending on how the diagnosis is given and which healthcare professional gave it. This could 
mean that people miss out on opportunities for treatment or services. 
 
Figures 11 and 12 show the range of professionals who provided a diagnosis of a brain tumour. 
 

 
 
A number of people used the ‘other’ category to report receiving a diagnosis from a neurologist. It is vital 
that commissioners and providers ensure that there are clear pathways in place between neurology and 
oncology services so that people affected by brain tumours receive all of the care they need.  
 
There were also a number of people who noted that a family member had been given the diagnosis 
before the person affected. There are occasions where this could be appropriate, for example where the 
person is too ill to understand their diagnosis or where the person affected is a child or young person. 
However, it is crucial that this only happens in those cases where it is appropriate, and that in these  
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cases, the family members are supported to share the diagnosis with the person affected. Healthcare 
professionals must not use the involvement of carers and family members in the process as a reason not 
to provide further information or support as required. 
 
The vast majority of people who responded to our survey received their diagnosis face-to-face, which is 
appropriate. We are concerned that around one in ten people reported receiving a diagnosis either by 
phone or by letter. As noted above, the point of diagnosis can be a significant opportunity for the person 
affected and their carers to ask questions and to seek further help and support. Where a person is 
diagnosed by phone or letter, opportunities must be created for them to access further information and 
support in the same way as those people who receive their diagnosis face-to-face. 
 

 
 
The approach of the professional who gives the diagnosis can make a major difference to an individual’s 
experience. Our survey found that more than half of the people affected by brain tumours and their 
carers rated the communication skills and sensitivity of the person who gave them their diagnosis as 
either excellent or very good. However, we are very disappointed that this was not a universal 
experience. As figures 15 and 16 below show, 19% of carers and 13% of people affected by brain 
tumours rated the communication skills and sensitivity of the person who informed them of their 
diagnosis as poor.  
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The NHS Outcomes Framework for 2013/14 states that patient experience of outpatient services 
should be improved and this is an area where more should be done to achieve this aim7.  
 
Healthcare services need to take action in a number of areas to improve the experience of diagnosis: 
 
 Providers must ensure that healthcare professionals have the appropriate skills and training to 

deliver diagnoses to people affected by brain tumour sensitively, including as part of continuing 
professional development. 
 

 Providers should provide opportunities for people affected by brain tumours and their carers to give 
feedback on their experience of diagnosis, including the skills of the person who informed them of 
their diagnosis. 
 

 Where a person affected by a brain tumour or a carer raises concerns about the person who 
informed them of their diagnosis, providers need to ensure this is investigated appropriately and the 
person affected must be informed of any action taken. 
 

 Commissioners and providers should design and deliver appropriate pathways so that people 
affected by brain tumours can move between neurology and oncology services easily. 

 
 
Having confidence in a diagnosis 
 
Only a small number of people who responded to the survey sought a second opinion following their 
diagnosis. There can be many reasons for seeking a second opinion, and this option should always be 
available to people. However, it is of concern if people did not have sufficient confidence in the 
professional who gave them their diagnosis that they felt they needed a second opinion. 
 
 

 
People affected by brain tumours may have more confidence in their diagnosis if action is taken to 
improve services: 
 
 Providers should ensure that appointments are long enough for healthcare professionals to spend 

time with the person at the time of their diagnosis to explain how they have reached their diagnosis 
and what the options for the next steps are. 
 

 Healthcare professionals should signpost people affected by brain tumours to sources of expert 
support, such as The Brain Tumour Charity. 
 

 Commissioners should ensure that services provide written information for people about their 
diagnosis and treatment options, along with offering opportunities to ask questions after and 
between their appointments. 
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Our call to action: All services must improve their performance in diagnosing brain tumours to ensure that 
people feel confident in their diagnosis and are able to access the best-possible treatment quickly.  
 
 Commissioners must require providers to ensure that healthcare professionals, including GPs, 

receive appropriate training to recognise and respond to the signs and symptoms of brain tumours. 
 Providers should introduce systems to alert them to people who are visiting several times with 

symptoms that could indicate a brain tumour – flagging people in this way could speed up their 
route to diagnostic tests. 

 Healthcare professionals must respond appropriately to the concerns of people affected by brain 
tumours. It is not sufficient to send patents away with questions unanswered, particularly when 
they continue to highlight similar symptoms that are unexplained, such as repeated headaches. 
Existing guidelines make it clear when people should be referred.  

 When people are diagnosed with a brain tumour, data should be collected on the services they 
accessed to discuss their symptoms prior to diagnosis. This will ensure that the performance of 
health services in identifying people affected by brain tumours can be benchmarked and measured. 
Commissioners should consider how they manage the contracts of those providers that consistently 
fail to identify people affected by brain tumours. 

 Providers must ensure that healthcare professionals have the appropriate skills and training to 
deliver diagnoses to people affected by brain tumour sensitively, including as part of continuing 
professional development. 

 Providers should provide opportunities for people affected by brain tumours and their carers to give 
feedback on their experience of diagnosis, including the skills of the person who informed them of 
their diagnosis. 

 Where a person affected by a brain tumour or a carer raises concerns about the person who 
informed them of their diagnosis, providers need to ensure this is investigated appropriately and the 
person affected must be informed of any action taken. 

 Commissioners and providers should design and deliver appropriate pathways so that people 
affected by brain tumours can move between neurology and oncology services easily. 

 Providers should ensure that appointments are long enough for healthcare professionals to spend 
time with the person at the time of their diagnosis to explain how they have reached their diagnosis 
and what the options for the next steps are. 

 Healthcare professionals should signpost people affected by brain tumours to sources of expert 
support, such as The Brain Tumour Charity. 

 Commissioners should ensure that services provide written information for people about their 
diagnosis and treatment options, along with offering opportunities to ask questions after and 
between their appointments. 
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Access to treatment and services 
 
The quality of services and treatment that people living with brain tumours receive has an impact  
on their outcomes. The Government has identified people’s experience of care as one of the major 
elements of the quality of services as set out in the NHS Outcomes Framework8 and there is a clear 
focus on the importance of shared decision-making in healthcare. 
 
The Brain Tumour Charity is concerned that many people with a brain tumour are not able to access the 
services and the treatment they need. In addition, the National Cancer Patient Experience Survey paints  
a picture of poor experience for people with brain and central nervous system tumours. Out of 37 key 
quality markers within the survey, people affected by brain tumours report a below-average experience 
on 299. 
 
We wanted to find out more about people’s experiences of accessing care and treatment. This section 
sets out the key findings, and makes recommendations for areas where significant improvement is 
needed within the health service. 
 
Access to treatment 
 
A major concern for many people affected by brain tumours is whether they will receive the right 
treatment to get the best possible outcome, which may be a cure or may be a reduction in the impact of 
their tumour. The treatment options for some people affected by brain tumours can be limited 
depending on their tumour type and how advanced their tumour was when they were diagnosed. For 
example, some people might need surgery, while chemotherapy might be more appropriate in other 
cases. The people who responded to the survey had experience of a range of different treatments: 

 
People affected by brain tumours may also have more than one type of treatment. Half of the people 
affected by brain tumours and 68% of carers who responded reported having multiple treatments. 
However, there were also some people who reported that no treatment had been provided, usually 
because the person had been diagnosed too late for treatment to be effective. Action must be taken to 
ensure that people affected by brain tumours are diagnosed more quickly. Greater efforts are also 
needed both to develop more treatments for brain tumours and to research how the existing treatments 
can be made more effective for people at the later stages of the disease, which may include discussing 
the option of a clinical trial. 
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Making informed decisions about treatment 
 
When decisions are made about the treatment of people affected by brain tumours, it is crucial that they 
have all of the information they need to make the choice that is best for them. We welcome figures that 
show that 79% of people affected by brain tumours and 80% of carers reported that the risks and 
benefits of treatments were fully, or mostly, explained to them.  
 
 

 
People living with a brain tumour can make the choice that is best for them only if they have as much 
information as possible about all of the available treatment options. It is therefore vital that the NHS 
makes major efforts to ensure that the 20% of people and carers who reported that the risks and 
benefits of treatment had been only partially or not at all explained to them are provided with sufficient 
information in the future. 
 
Healthcare professionals must take the time to make sure that the people affected by brain tumours and 
their carers understand the range of options available to them. This includes providing people with 
enough time to ask as many questions as they need to and answering their questions using different 
language if they do not understand the initial explanation. There are also expert sources of patient 
information that healthcare professionals can signpost people to, such as The Brain Tumour Charity’s 
confidential information and support phone line. However, services such as these should not be used as 
a substitute for providing people with as much information as they need within the NHS. 
 
Despite many people saying that the risks and benefits of treatment were explained to them, more than 
60% of people affected by brain tumours and more than half of carers reported that they were not given 
written information about the treatment choices available. Figures 23 and 24 below demonstrate the 
responses we received. 
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The National Cancer Patient Experience Survey shows that one in five people with a brain or central 
nervous system tumour is not offered a choice of treatment10 and this could be because there may only 
be one treatment option for some people with brain tumours. However, this does not mean that 
professionals should not discuss the reasons for this and written information should always be provided 
about the options.  
 
During an appointment it can be difficult to absorb all of the information about potential treatment 
options and people may also have questions about the advantages and disadvantages of different 
treatment options that only emerge after an appointment. Providing people with written information 
about their treatment options that they can take away with them, is a vital part of ensuring that they 
have the support to make an informed choice about what is best for them. 
 
A key element of the choices people make about their treatment may be the distance they need to travel 
to receive it, particularly for treatment such as chemotherapy and radiotherapy which require multiple 
visits. We were therefore interested to find out how far people affected by brain tumours travelled to 
receive their treatment. 
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Figures 25 and 26 show how far people reported travelling for treatment. 
 

 
 
It is important to remember that some very specialist treatments will only be available in a small number 
of centres, which may require people to travel significant distances. This choice should be available to 
people affected by brain tumours and their carers. However, greater efforts also need to be made to 
ensure that as much care as possible can be delivered closer to people’s homes.  
 
There are a number of actions that the NHS should take to ensure that people living with a brain tumour 
can make choices about and access the treatments they need: 
 
 Commissioners should ensure that providers offer written information about all treatment options 

so that people can make their own informed decisions about what will be best for them and their 
families. 
 

 Providers should ensure that people affected by brain tumours and their carers have enough 
opportunities to ask questions about their treatment options. 

 

 Healthcare professionals should signpost people affected by a brain tumour and their carers to 
sources of expert help and information, such as The Brain Tumour Charity. 

 
 Commissioners should use data from the National Cancer Patient Experience Survey to benchmark and 

drive improvements in the performance of providers on how many people were offered a choice of 
treatment and received appropriate written information. 

 
 Commissioners should commission as much care as possible as close to people as is safe so that 

people do not have to choose treatments on the basis of where they are delivered. 
 
 
Access to services 
 
Beyond treatment, it is crucial that people affected by brain tumours receive high-quality care. The 
quality of services can have an impact on people’s experiences and outcomes. In the survey, we 
identified some elements of care that we believe are central to high-quality services and asked whether 
people had received these. It is disappointing to see such variation in the level of support people 
received during their care, as illustrated in Figure 27: 
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Services should put people affected by brain tumours at the centre of decision making, both on an 
individual level and also when it comes to decisions about the configuration of services. Figures 27 and 
28 demonstrate that there are a significant number of areas where improvements are required to 
ensure that the people affected by brain tumours receive the services they need. 
 
Although it is welcome that the vast majority of people living with brain tumours and their carers were 
happy with their level of involvement in decisions about their care, we are concerned that so many 
people reported receiving no core elements of high-quality care. For example, only 25% of people 
affected by brain tumours and 35% of carers reported receiving a written care plan. Care plans are an 
opportunity to ensure that people’s needs have been accurately assessed and that the planned 
treatment will be appropriate for them, offering an opportunity for people affected by brain tumours 
and their carers to have a say in their care. Service providers must take greater efforts to ensure that 
care plans are not only produced for people affected by brain tumours but are also shared with them and 
their carers where this is appropriate. 
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Integrated care approaches 
 
When people are being treated for a brain tumour, the immediate focus will be on the clinical outcomes 
of the treatment — for example, did the treatment shrink or remove the tumour as planned? However, it 
is crucial that people’s needs for additional services are not overlooked. The National Cancer Patient 
Experience Survey shows that 26% of respondents who had brain or central nervous system tumours 
reported feeling that they were treated like a set of symptoms11. Some of the responses to our survey 
paint a similar picture of whole care needs not being met. 
 
We were disappointed to find that around 60% of people affected by brain tumours had never received 
a neuro-psychological assessment to help them manage their symptoms. The nature of brain tumours 
means that they can have significant ongoing effects on people, including memory problems and 
personality changes. Similarly, more than half of the people affected by brain tumours said they had not 
had access to an epilepsy specialist nurse and half had not received rehabilitation to help them deal with 
other side-effects of their treatment. Neurological conditions such as epilepsy can be a major symptom 
of brain tumours or a side-effect of treatment and can have a significant impact on people’s daily lives, 
not least because of the additional medication that can be required. Other symptoms like mobility and 
speech problems can also be significant and long-lasting. Without appropriate rehabilitation, people 
affected by brain tumours may experience unnecessary symptoms and side-effects on an ongoing basis. 
 
People must have access to services to address all of the impacts of a brain tumour to ensure that they 
can live as full a life as possible. Service providers must make sure that there are pathways from 
treatments for brain tumours into other services like neuro-psychological assessments, epilepsy 
services and rehabilitation services delivered by appropriate allied health professionals.  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Commissioners and providers of services for people affected by brain tumours need to make 
improvements: 
 
 Providers should approach the care of people affected by brain tumours in a holistic way, based on 

an appropriate needs assessment and develop a written care plan which is available to the person 
and their carers. 
 

 Commissioners and providers should design and deliver care pathways that ensure that people 
affected by brain tumours can access all of the clinical services they need, including those delivered 
by other specialities. 
 

 Commissioners should monitor the performance of providers against key indicators in the National 
Cancer Patient Experience Survey, like whether people felt that they were treated as a set of 
symptoms and if they received a written care plan. 

 
 

 

“It would be good if people were more 
informed about brain tumours.  In my 
case, it wasn’t just getting through the 
surgery, it was the collapse of my 
business, constant fatigue and family 
and friends don’t realise how depressed 
and down you become.” 

Male, over 50, who had received 
treatment for a brain tumour 

“I still have side effects/changing symptoms 
regarding my sight, endocrinology and 
memory, but clinicians have not recognised 
these as having an impact on my life.  I feel 
ignored and stupid.” 

Female, over 30, who had received 
treatment for a brain tumour 
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Our call to action: Services must build on areas of progress to ensure that everyone affected by brain tumours 
receives high-quality services and treatments that meet their needs, wherever they live and regardless of the 
kind of tumour they have, including written care plans. 
 
 Commissioners should ensure that providers offer written information about all treatment options 

so that people can make their own informed decisions about what will be best for them and their 
families. 

 Providers should ensure that people affected by brain tumours and their carers have enough 
opportunities to ask questions about their treatment options. 

 Healthcare professionals should signpost people to sources of expert help and information, such as 
The Brain Tumour Charity. 

 Commissioners should use data from the National Cancer Patient Experience Survey to benchmark 
and drive improvements in the performance of providers on how many people were offered a choice 
of treatment and received appropriate written information. 

 Commissioners should commission as much care as possible as close to where people live so that 
individuals do not have to choose treatments on the basis of where they are delivered. 

 Providers should approach the care of people affected by brain tumours in a holistic way, based on 
an appropriate needs assessment and developing a written care plan which is available to the person 
and their carers. 

 Commissioners and providers should design and deliver care pathways that ensure that people 
affected by brain tumours can access all of the clinical services they need, including those delivered 
by other professionals. 

 Commissioners should monitor the performance of providers against key indicators in the National 
Cancer Patient Experience Survey, like whether people felt that they were treated as a “set of 
symptoms” rather than in a more holistic way, and if they received a written care plan. 
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Improving people’s quality of life 
 
Having a brain tumour will have a major impact on the quality of life of the person affected and on their 
family. These effects can be long-lasting and could be a major driver in the choices that people make 
about the treatment and services they access. Extending the period when the person is not affected by 
the symptoms of a brain tumour can be a major consideration, particularly for those with aggressive 
brain tumours which will advance quickly. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
 

 
 

 
 

 
 
 
 
 
 
 
 
 
 
The nature of brain tumours means that the impact can be wide-ranging, affecting not only people’s 
physical health but also their emotional and psychological health, including, for example, changes to 
their personality. This can also have a major impact on their relationships. 
 
Our survey explored the impact of brain tumours on quality of life and how this affects decision-making, 
particularly around treatment. These results must be used by the NHS and healthcare professionals to 
ensure that they support people with brain tumours to make the best choices for them. 
 
 
The impact of brain tumours 
 
We asked people living with brain tumours and their carers what was important to them about their 
quality of life and the most important things related to their emotional wellbeing and their relationships 
with their friends and family. Our findings are illustrated in Figures 29 and 30. 
 

“My mum had no quality of life for the 
last 8 months of her life, we could just try 
to surround her with love and home 
comforts.” 

Female carer, aged over 40, who cared 
someone who died from a brain tumour 

Quality of life means… 
“Being able to do what I can with my 
family without many limitations!” 
Female, over 40, receiving treatment for a 

brain tumour 

Quality of life means… 
“To be relatively pain free and physically 
able.” 

Female, over 50, who had received 
treatment for a brain tumour 

“Quality means everything more so than 
before diagnosis.” 

Female, over 40, who had received 
treatment for a brain tumour 

 

Quality of life means… 
“That she regains as much as possible of 
what she has lost and continues to 
improve in health.” 

Male carer, over 50, who cares for 
someone who has finished a course of 

treatment for a brain tumour 

Quality of life means… 
“I take each day as it comes.” 
Female, over 40, receiving treatment for a 

brain tumour 
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Figure 29: How important people considered different factors to be to their 
quality of life. Answers were ranked with one as the least important and seven 

as the most important. 
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Figure 30: How important carers considered different factors to be to the 
quality of life of the person they care for. Answers were ranked with one as the 
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We also wanted to find out which aspects of their lives were most affected by the brain tumour. Figures 
31 and 32 show that many of the things that mattered most to people, such as their emotional wellbeing, 
were the factors most affected by brain tumours. 
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Figure 31: How people ranked the impact of their brain tumour on different 
aspects of their quality of life. Answers were ranked with one as no impact at 

all and seven as a major negative impact.

Percentage 1 Percentage 2‐4 Percentage 5‐7



RXUKCOMM01128  Date of Preparation: December 2013 
 
This report was developed for The Brain Tumour Charity by MHP Health,  
a specialist health policy and communications consultancy, and was funded  
by Roche Products Ltd. Editorial control rests with The Brain Tumour Charity.  
Page 30 of 41 

 
 
 
These figures demonstrate the differences in the perceptions of people affected by brain tumours and 
carers. It is clear that carers feel that the symptoms of a brain tumour have a more significant impact 
than the people affected by a tumour. There could be many reasons for this: for example, people 
affected by a tumour may focus more on what they can still do than what they are no longer able to do, 
or people who are caring for someone else may feel less able to make a difference than the person 
affected who may feel more in control of their condition. Figures 31 and 32 demonstrate the importance 
of ensuring that the wider impacts of brain tumours are addressed. Where the person living with a brain 
tumour is happy with it, health and care professionals should involve carers and other family members in 
discussions about the impact of brain tumours and how these could be managed.  
 
Domain Two of the NHS Outcomes Framework is focused on improving the quality of life for people 
with long-term conditions12, and this must include people affected by brain tumours.  
 
 Commissioners need to ensure that providers identify the factors that will most affect the quality of 

life of people living with a brain tumour and take action to address these. 
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Figure 32: How carers ranked the impact of a brain tumour on different aspects 
of the quality of life of the person they care for. Answers were ranked one to 
seven with one as no impact at all and seven as a major negative impact.
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 Providers must consider the wider impact of a brain tumour on an individual’s quality of life, beyond 
the straightforward clinical outcomes of their treatment. 

 
 Healthcare professionals must work with people affected by brain tumours to identify the things 

that matter most to them and support them to make the choices about treatment and care that will 
have the greatest impact on their quality of life. 

 
The impact of quality of life on treatment decisions 
 
Appropriate treatment can have an impact on people’s quality of life by managing the symptoms of their 
tumour, and the side-effects of treatment can also have an impact on people’s quality life. It is crucial 
that people with brain tumours are involved in decisions about the treatment they receive, and this 
means that they will need appropriate information on which to base their decisions. While the clinical 
risks and benefits of treatments will play a significant part in their decision-making process, wider 
impacts, such as on people’s quality of life, will also be a consideration. 
 
Figures 33 and 34 show the factors that people affected by brain tumours and carers consider when 
they are making decisions about treatments. 
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Figure 33: Factors that are important when people make choices about 
treatment. Answers were ranked in order of importance, with 11 being the 

most important.
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Understandably, extending life expectancy is the major factor for people affected by brain tumours, but 
it is important to note that relieving existing symptoms and extending the period of time before their 
condition deteriorates were also rated highly. Given the relatively limited treatment options that can be 
suitable for people affected by brain tumours, it is crucial that healthcare professionals discuss which 
treatment option is most likely to deliver the outcomes that are most important to the person affected.  
This may be a delay in the next stage of their disease and not just extending their life. 
 
These considerations are also crucial to the ongoing debates about the way that the value of medicines 
is assessed in England. The current system operated by the National Institute of Health and Care 
Excellence (NICE) does not give sufficient weight to the wider impacts of treatment, such as delaying the 
onset of additional symptoms. This can mean that the things that people value most are not considered.  
 
The treatment options for people with brain tumours are sometimes limited by the decisions made by 
bodies such as NICE about whether new medicines are cost-effective and can be paid for by the NHS. 
We believe that greater efforts need to be made to ensure that the treatment options that are available 
reach people affected by brain tumours, alongside all of the excellent research that is ongoing. 
 
The Government has set out its intention to change the way that medicines are assessed to take into 
account a wider definition of value to ensure that more treatments are available to people at approval  
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Figure 34: Factors carers ranked as important if they were involved in making 
decisions about treatment. Answers were ranked in order of importance, with 

11 being the most important.
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that represent value for money for the NHS13. NICE is due to have a central role in the development of 
this new system14 and, as this process takes shape, it will be crucial that it captures and measures the 
things that matter most to people. The Department of Health and NICE will need to recognise that this 
may be different for people with different conditions, and that the possibility of a longer period without 
symptoms could be as important as extending a person’s life when they are assessing some treatments.  
 
The Brain Tumour Charity is keen to make sure that the voices of people affected by brain tumours are 
heard and so we hope that the Department of Health and NICE will take these considerations into 
account. 
 
The impact of treatment on people’s quality of life needs to be considered in a range of ways: 
 
 Healthcare professionals must ensure that people affected by brain tumours are able to choose 

treatment options that will have the most positive impact on their quality of life, including 
treatments that delay onset of further symptoms as well as those that prolong someone’s life. 
 

 The new system of value-based assessment for medicines must take account of the factors that 
matter most to people affected by brain tumours and develop systems to measure these. 

 
 Decisions about which treatments are available at an individual and national level need to take a 

broader view of issues like quality of life so that the best possible treatments are available to as 
many people as possible. 

 
Our call to action: All people affected by brain tumours must have access to the best possible treatment(s) and 
be able to access these treatments regardless of where they live. A national system of decision-making that 
involves people affected by brain tumours and their representatives should be developed to help further these 
aims. 
 
 Commissioners need to ensure that providers identify the factors that will most affect the quality of 

life of people affected by brain tumours and take action to address these. 
 Providers must consider the wider impact of a brain tumour on an individual’s quality of life, beyond 

the straightforward clinical outcomes of their treatment. 
 Healthcare professionals must work with people affected by brain tumours to identify the things 

that matter most to them and support them to make the choices about treatment and care that will 
have the greatest impact on their quality of life. 

 Healthcare professionals must ensure that people affected by brain tumours are able to choose 
treatment options that will have the most positive impact on their quality of life, including 
treatments that delay onset of further symptoms as well as those that prolong someone’s life. 

 The new system of value-based assessment for medicines must take account of the factors that 
matter most to people affected by brain tumours and develop systems to measure these. 

 Decisions about which treatments are available at an individual and national level need to take a 
broader view of issues like quality of life so that the best possible treatments are available to as 
many people as possible. 
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Receiving wider support services 
 
It is vital that people are able to access all of the support they need. Much of this will be focused on the 
clinical care they are receiving, but healthcare professionals must be aware of the wider impacts, which 
can be financial and emotional, and provide support and information as appropriate. 
 
Points of contact 
 
There is clear evidence that people who have access to a clinical nurse specialist (CNS) have a better 
experience of care than those who do not. The results from the 2010 National Cancer Patient 
Experience Survey demonstrate that a CNS can improve outcomes, through the role they play in 
delivering integrated care15. In addition, there is evidence that people with access to a CNS are more 
likely to receive chemotherapy16.  
 
We asked whether respondents had the details for a single person and, if they did, who this person was.  
 
Although nearly a third (31%) said that they did have a single point of contact, and that this person was a 
CNS or key worker, just under a quarter (23%) said they had not been given a single point of contact at 
all (see Figure 35).  
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Figure 35: Percentage of people with a single point of contact for their 
treatment 
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Figure 36: Percentage of carers who said the person they care for had a 
single point of contact for their treatment

No

Yes ‐ Clinical nurse specialist (CNS)/key
worker
Yes ‐ Oncologist

Yes ‐ Surgeon

Yes ‐ Radiologist

Yes ‐ GP

Don't know

Other



RXUKCOMM01128  Date of Preparation: December 2013 
 
This report was developed for The Brain Tumour Charity by MHP Health,  
a specialist health policy and communications consultancy, and was funded  
by Roche Products Ltd. Editorial control rests with The Brain Tumour Charity.  
Page 35 of 41 

We are concerned that, of the carers who responded to this question, more than a third (35%) said they 
had not been given the details of one person who would be a single point of contact for the person they 
care for (see Figure 36). Just over a quarter said that they did have details for a single person, and this 
was a CNS or a key worker (28%).  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
We are worried about the significant proportion of people who said they had not been given a single 
point of contact as this suggests that their care could be fragmented and they could be missing out on 
care and support to meet their additional needs. 
 
The NHS Outcomes Framework highlights that more should be done to support people with long-term 
conditions to manage their condition17. With access to a single point of contact, they may be more able 
to raise concerns and actively participate in decision-making around there care. Given this, more needs 
to be done for people affected by brain tumours, and their carers, so that they feel supported and have 
someone to contact if they have any questions: 
 
 Commissioners must ensure that providers have sufficient resources to provide all people affected 

by a brain tumour with access to a clinical nurse specialist. 
 

 Providers must ensure that all people affected by a brain tumour have the contact details of their 
clinical nurse specialist and that the CNS is involved in decisions about their care. 

 
What is valued following a diagnosis? 
 
After a person has been given a diagnosis of a brain tumour, they can feel very vulnerable. They may 
have wide-ranging support needs across different topics. We asked people what mattered to them most 
when they were first diagnosed, allowing them to select multiple responses to reflect their particular 
needs.  
 
Ninety per cent of people affected by brain tumours who responded said that what mattered most to 
them was time spent with their consultant discussing their needs, and nearly three quarters (73%) said 
that it was a clear understanding of the treatment options available. The result that received the highest 
response among carers was also time spent with the consultant discussing the needs of the person they 
care for, which is nearly three quarters (72%) of people selected. Following this, more than two thirds 
(67%) of carers said they wanted a clear understanding of the treatment options available (see Figures 
37 and 38).  

“Given the circumstances we feel we have 
been given all of the relevant necessary 
information for now.  We will deal with 
worsening symptoms when they occur 
safe in the knowledge we have a good 
relationship with the specialist oncologist 
nurse.” 

Female carer, over 40 who cares for 
someone with a brain tumour 

“There are many parents that don’t know 
where to go for support and feel like they 
become the nurses and the only real 
support (people that really understand) 
are other parents on the wards.” 

Female carer, over 40 who cared for 
someone who died from a brain tumour 
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Figure 38: What mattered most to carers when the person they care for was 
first diagnosed
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Figure 37: Factors that mattered to people when they were first diagnosed



RXUKCOMM01128  Date of Preparation: December 2013 
 
This report was developed for The Brain Tumour Charity by MHP Health,  
a specialist health policy and communications consultancy, and was funded  
by Roche Products Ltd. Editorial control rests with The Brain Tumour Charity.  
Page 37 of 41 

Some of the responses received from carers highlight the important role these services can play. A 
number of carers told us that they had received none of the above, with one even reporting that they 
were told they were “lucky to get a face to face appointment” with the consultant. These responses are 
concerning as they show that carers may be struggling with the burden of a diagnosis without support 
that could help.  
 
The 2013 National Cancer Patient Experience Survey highlighted that often patients do not fully 
understand their diagnosis, with more than a third (36%) of brain tumour patients reporting this18. Given 
this, and as a large number of people and carers said that it was important for them to understand the 
treatment options available, they should be given information to help them to understand their 
diagnosis, and an opportunity to discuss treatment choices they or the person they care for makes. This 
may not be appropriate for all carers, so the emphasis should be on identifying the needs of the 
individual or carer, to ensure they are receiving the support that they require.  
 
These services and opportunities should be offered to all people who can respond based on their needs 
and the support they require. Providers must offer people affected by brain tumours details of what 
services are available, and give them the opportunity to say if they would like further support such as 
more time spent with the consultant. 
 
The impact on carers 
 
While it is understood that the impact of a brain tumour on people may be significant, the impact on a 
carer may sometimes be overlooked. Lots of people take on a caring role for someone affected by a brain 
tumour: husbands, wives, partners, parents, children and siblings, and this can affect their relationships.  
 
We asked carers about the impact that caring for someone with a brain tumour has on their lives, and 
Figure 39 sets out their responses. 
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Our results show that the greatest impact was felt on carers’ emotional wellbeing, which 81% of carers 
scored as a five or higher, showing it has a high negative impact. Other areas on which carers felt a 
significant impact were their work or education (65%), their hobbies (61%) and their relationship with 
the person they care for (56%). 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
While it is not unexpected that caring for someone with a brain tumour will have an impact on a person, 
it is important that they receive appropriate services to support them, and to try to reduce the impact 
where possible. Healthcare professionals need to consider the impact on carers alongside their 
consideration of the person affected by a brain tumour, including signposting them to sources of 
emotional support such as local support groups. 
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Figure 39: How carers ranked the impact on their lives of the brain tumour of the 
person they care for. Answers were on a scale of one to seven, where one is no 

impact at all and seven is a major negative impact
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“Like everything else in our life, we 
shared the tumour, it lived in my head 
too.” 

Female carer, over 50, who cared for 
someone who died from a brain 

“I wanted to care for my dad and am pleased  
I did my best. However, it was a 24 hour 
commitment.” 
Female carer, over 50, who cared for someone 

who died from a brain tumour 

“The time was always a huge problem. Trying to work 
full-time, look after the children, home and bills etc is 
exhausting whilst dealing with the worry too.” 

Female carer, over 30, who cared for someone who has 
finished a course of treatment for a brain tumour 
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The financial impact 
 
Brain tumours take a significant toll on people of working age, given the incidence in children whose 
parents may need to give up work and also the incidence in people under 50. We asked carers 
specifically about the impact on their financial circumstances. 
 
As Figure 40 shows, carers told us that the largest negative impact was on travel costs: more than half 
(53%) of carers gave it a score of seven or higher. This was followed by loss of income, a general feeling 
of financial insecurity and a reduction in disposable income, which just under half (46%) of carers scored 
as seven or higher.  
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
Healthcare professionals and service providers should be aware of these financial implications and 
ensure that people affected by brain tumours and their carers have sufficient information about the 
financial support that is available to them. The National Cancer Patient Experience Survey 2013 
demonstrated that only 68% of people with a brain or central nervous system tumour reported 
receiving information about the financial support available to them19. Although this was above the 
national average, there are still significant numbers of people not receiving this information who  
should be. 
 
 
 
 

“I ran up credit card debts paying for nice 
trips for her.” 

Female carer, over 40, who cared for 
someone who died from a brain tumour 

“Only after treatment of my daughter 
did I then think about support for the 
rest of the family, and with one of us off 
work to look after her, finances became 
an issue.” 

Male carer, over 40, who cared for 
someone who died from a brain tumour 
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Figure 40: How carers ranked the financial impact of the brain 
tumour of the person they care for. Answers were on a scale of one 
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The support that is available to carers must improve: 
 
 Commissioners should ensure that providers take a holistic view of the support needs of people 

affected by brain tumours and their carers, including delivering emotional and psychological 
support where this is required. 
 

 Providers should ensure that all people affected by brain tumours and their carers are provided with 
information about the financial support that they could be entitled to. 

 
 Professionals should signpost people affected by brain tumours and their carers to charities and 

support groups, such as The Brain Tumour Charity, that can provide them with the additional help 
they need. 

 
 
Our call to action: There must be increased support for people affected by brain tumours and carers to provide 
them with the services they need, that go beyond clinical interventions, with particular focus on their emotional, 
physical and financial support needs. 
 
 Commissioners must ensure that providers have sufficient resources to provide all people affected 

by a brain tumour with access to a clinical nurse specialist. 
 Providers must ensure that all people affected by a brain tumour have the contact details of their 

clinical nurse specialist and that they are involved in decisions about their care. 
 Providers must offer people affected by brain tumours details of what services are available, and an 

opportunity for patients and carers to say if they would like further support such as more time spent 
with the consultant. 

 Commissioners should ensure that providers take a holistic view of the support needs of people 
affected by brain tumours and their carers, including delivering emotional and psychological 
support where this is required. 

 Providers should ensure that all people affected by brain tumours and their carers are provided  
with information about the financial support that they could be entitled to. 

 Professionals should signpost people affected by brain tumours and their carers to charities and 
support groups, such as The Brain Tumour Charity, that can provide them with the additional help 
they need. 
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