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Welfare and benefits 
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Working with people affected by a brain tumour, healthcare professionals, policy 
makers and politicians, we will deliver equal access to the best treatment and care. 

Key points 

 The diagnosis of a brain tumour is likely to limit a person’s ability to work or study and lead to a 

reduction in household income.  

 Around 70% of those caring for someone with a brain tumour have to stop work or reduce their 

hours.  

 The Brain Tumour Charity run a benefits clinic and patients and carers who use the service are, 

on average, nearly £5,000 better off as a result. 

 People affected by a brain tumour overwhelmingly find the benefits system difficult to navigate 

and report a lack of understanding of the disease among assessors.  

 

Tweet @BrainTumourOrg Share this 
document 

Read more about 
financial support and 
brain tumours  

 

Introduction 

People affected by a brain tumour may be less able to work, stay in education, drive, perform daily 

tasks and maintain interpersonal relationships. Those caring for someone with a brain tumour are 

likely to either leave work entirely or see a reduction or increase in working hours in order to cope 

financially. In a survey of people affected by the disease, 1 in 3 respondents said that they depended 

on benefits for most or all of their household income.  

The symptoms of a brain tumour and treatment can have a radical and long term impact on the quality of 

life of those affected. Our research found that 89% of people affected experience ongoing symptoms 

including personality changes, memory problems and cognitive problems and around 30% reported 

mobility problems1. Around 1 in 4 experience seizures, which can involve involuntary movement, loss of 

control of bodily functions or even loss of consciousness. Research shows that around 60% of children 

who survive a brain tumour will be left with a life-altering, long-term disability2. 

These and other symptoms can mean that those affected are less able to live independently and carry 

out the functions required in the workplace. Around 3 in 4 people affected will lose their driving license 

at some point for a period of at least one or two years3. Research into the financial impact of a brain 

tumour showed that 81% of brain tumour patients surveyed had to stop work completely or reduce their 

hours due to a brain tumour diagnosis4. Just over two thirds of those caring for someone with a brain 

tumour had to stop work completely or reduce their hours of work.  

There are a range of financial benefits provided by government that people affected by a brain tumour 

may be eligible for. Prescriptions in Wales, Scotland and Northern Ireland are free. If you live in England 

                                                                            
1 https://www.thebraintumourcharity.org/about-us/our-publications/losing-myself-reality-life-brain-tumour/  
2 https://www.ncbi.nlm.nih.gov/pubmed/12554520  
3 https://www.thebraintumourcharity.org/about-us/our-publications/losing-myself-reality-life-brain-tumour/  
4 https://www.thebraintumourcharity.org/get-involved/campaigning-for-change/welfare-and-benefits-people-brain-tumours/  

https://www.thebraintumourcharity.org/understanding-brain-tumours/living-with-a-brain-tumour/finances-and-government-benefits/
https://www.thebraintumourcharity.org/understanding-brain-tumours/living-with-a-brain-tumour/finances-and-government-benefits/
https://www.thebraintumourcharity.org/understanding-brain-tumours/living-with-a-brain-tumour/finances-and-government-benefits/
https://www.thebraintumourcharity.org/about-us/our-publications/losing-myself-reality-life-brain-tumour/
https://www.ncbi.nlm.nih.gov/pubmed/12554520
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https://www.thebraintumourcharity.org/get-involved/campaigning-for-change/welfare-and-benefits-people-brain-tumours/
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and have had a diagnosis of cancer, you do not have to pay for prescriptions. People with a low grade 

tumour may be entitled to certain prescriptions free of charge or at reduced cost. 

Statutory sick pay is paid by an employer for up to 28 days if the individual is too sick to work, after which 

point Employment Support Allowance (ESA) provides additional financial support for those who are not 

able to work, or are limited in the work they can do, because of illness or disability. There are two phases 

of ESA (both of which are paid). The assessment phase includes a Work Capability Assessment (WCA) 

and lasts around 13 weeks. Phase two will either prepare individuals to go back to work in the future or 

support individuals who are affected by their disability to such an extent that they are unable to return 

to work. 

Personal Independence Payment (PIP) is a benefit to help with the extra costs of a long-term health 

condition or disability. It can take on average up to 12 weeks to get a decision. PIP is made up of a daily 

living component and a mobility component and the amount a person gets depends on how the condition 

affects them, not on the condition itself. If a person is aged 65 or over and needs help with personal care 

due to physical or mental disability, or supervision to keep safe, and does not receive PIP they may be 

eligible for the Attendance Allowance (AA).  

If a person is terminally ill and is not expected to live for more than 6 months, there are special rules 

about claiming PIP, AA or ESA. These special rules also apply if the claim is for PIP for a child under 16. 

Widowed spouses or partners of any age up to state pension age may be entitled to Bereavement 

Support Payment.  

Other benefits which those affected may be eligible for include Working Tax Credit, Care’s Allowance 

and Council Tax Reduction. To apply, a claimant may be asked to send a range of medical evidence 

including letter from a GP, scans (MRI and CT), prescription note, letter from their multi-disciplinary care 

team, letter from rehabilitation specialist and diary entries.  

The issues 

Our survey reported that 65% of respondents are at least partially dependent on the income they 

received through benefits5. Almost half of respondents reported a bad experience of the benefits system, 

with 1 in 4 stating that their experience was very bad. People affected by a brain tumour should be well 

supported in their application for benefits. This includes access to information, easy to fill in forms, 

transparent processes and an understanding from assessors of the complex nature of the condition. 

Information 

People affected by a brain tumour should be given information about what benefits they are eligible for 

and how to apply by a healthcare professional or referred to relevant third sector organisations. 

Especially as the diagnosis of a brain tumour is a traumatic event and symptoms may be severe. Our 

survey showed that almost half of respondents did not receive any information about how to get 

financial help or what benefits they may be entitled to following a diagnosis. Furthermore, just under half 

of respondents did not receive information on prescription entitlements. Overall, those with a high grade 

tumour were more likely to have been offered information than those with a low grade tumour. 

 

Recommendation 1: Healthcare professionals should inform those recently diagnosed with a brain 
tumour and their carers about benefits they may be eligible for or refer to organisations that provide 
advice on financial assistance. 

                                                                            
5 https://www.thebraintumourcharity.org/get-involved/campaigning-for-change/welfare-and-benefits-people-brain-tumours/  

I now work 60+ hours per week 
 
A 56 year old woman caring for her husband 
 
“Being self-employed and looking after my husband, my working hours have increased to cover his 
business also. The hours I work are all over the place to accommodate his condition, appointments 
etc.  I am now working 60+ hours per week, including weekends and evenings.”   
 

https://www.thebraintumourcharity.org/get-involved/campaigning-for-change/welfare-and-benefits-people-brain-tumours/
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Recommendation 2: Healthcare professionals should advise brain tumour patients on their 
prescription charge entitlements at diagnosis. 

Additional support needs 

The PIP Assessment Guide suggests that healthcare professionals should identify claimants who may not 

comply fully with the claims process due to their health problem. This includes individuals with a mental 

health condition, memory problems or learning difficulties. These individuals are stated as having 

additional support needs. Elements of the PIP claims process have been adapted to provide further 

support for these individuals. For example, claimants identified as having additional support needs who 

do not return the claimant questionnaire (“How your disability affects you”) will not automatically be 

disallowed the benefit but will be referred to providers6. 

The PIP Assessment Guide includes a list of those conditions that may affect capacity and potentially 

lead to additional support needs, including severe depression, Alzheimer’s and brain injury after an 

accident. Brain tumours are not included. The list is not limited to the stated conditions and symptoms of 

a brain tumour may be the same as or similar to those that appear in the health conditions listed. 

However, we know that for those conditions stated explicitly on the list that there is a presumption of 

support and the claims process is more collaborative and less adversarial. Due to high incidence of 

cognitive impairment in this group, we ask that there is a presumption in favour of additional support for 

those with a brain tumour.    

Recommendation 3: Brain tumours should be added to the list of conditions requiring additional 
support in the PIP assessment guide. 

Understanding brain tumours 

In some cases assessors have demonstrated a lack of empathy and understanding of the complex needs 

of brain tumour patients. It is vital that assessors are able to identify and address the complex needs of 

this group. 1 in 4 of those we surveyed felt that the assessors understood their brain tumour during their 

most recent assessment for PIP. The Disability Benefits Consortium (DBC) Big Benefits Survey found that 

60% of disabled people disagreed that the assessor for PIP took into account how their condition 

changes7. 62% of respondents disagreed or strongly disagreed that assessors in the WCA took into 

account how symptoms of my disability or health condition change/fluctuate.  

The Department for Work and Pensions (DWP) and its contractors should ensure that it has well 

qualified healthcare professionals involved with the assessment process for disability benefits.  The PIP 

Assessment guide states that ‘In choosing descriptors assessors should use their knowledge of the health 

condition or impairment as a measure of the level of disability that would be expected from a claimant’s 

condition’. This unfairly disadvantages individuals who, as in those living with a brain tumour, have a rare 

and complex condition. Health care professionals are likely to have had very limited (if any) experience of 

brain tumours, as the condition is relatively rare (fewer than 2 out of every 10,000 people in the UK) and 

furthermore, impairment can vary significantly within this group. 

Application forms 

Claimant forms are long and complex, particularly for those with cognitive impairment and recovering 

from aggressive treatment. Around 45% of respondents to our survey found the PIP application form 

hard or very hard to complete, despite 60% receiving help to fill it out. In the DBC Big Benefits Survey over 

70% of respondents found the PIP application form ‘hard’ or ‘very hard’ and almost 60% of respondents 

found providing supporting evidence ‘hard’ or ‘very hard’. Individuals are likely to submit additional 

evidence to the assessment to help demonstrate symptoms that are intermittent or are difficult to test 

during the assessment, such as seizures, chronic fatigue, depression or anxiety. However, we know that 

people who do not receive information, guidance or help with their application are less likely to 

                                                                            
6 http://www.southwestyorkshire.nhs.uk/wp-content/uploads/2013/01/pip-assessment-guide.pdf  
7 https://www.epilepsy.org.uk/sites/epilepsy/files/files/Supporting%20those%20who%20need%20it%20most%20-

%20full%20report.pdf  

Recommendation 4: The Department for Work and Pensions should ensure that PIP and ESA 
assessments for brain tumour patients are carried out by assessors who have received specific 
training on this condition, to enable effective assessment. 

http://www.southwestyorkshire.nhs.uk/wp-content/uploads/2013/01/pip-assessment-guide.pdf
https://www.epilepsy.org.uk/sites/epilepsy/files/files/Supporting%20those%20who%20need%20it%20most%20-%20full%20report.pdf
https://www.epilepsy.org.uk/sites/epilepsy/files/files/Supporting%20those%20who%20need%20it%20most%20-%20full%20report.pdf
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appreciate the breadth of evidence they should submit and how that can affect the assessment of their 

claim. Through our benefits clinic we know that individuals are often unsure about the type of evidence 

they need to submit. For example, individuals may submit evidence of their tumour type and treatment 

plan, but not evidence which gives an illustration of life with a brain tumour. 

Recommendation 5: The Department for Work and Pensions should immediately introduce 
accessible claim forms that are readily available in a variety of formats from all places job seekers are 
likely to attend. 

Evidence 

We believe that there is a lack of transparency in how evidence is used during the claims process. The 

DBC Big Benefits Survey revealed that 45% of ESA and PIP claimants did not feel that the supporting 

evidence they provided was taken into account. Assessors are obligated to consider all the additional 

evidence provided by the claimant. However, we have heard from individuals who have stated that 

medical evidence they provided was disregarded during assessment. This is unacceptable, as this is 

arguably the most reliable source of evidence about impairment, especially where this impairment 

fluctuates over time. Furthermore, rejection letters do not include sufficient detail about what 

information the assessor used to come to a decision and what evidence was included in the assessment. 

As such, claimants who wish to make an appeal are unlikely to know if they should submit additional 

evidence and what that evidence should be.  

We support the call from the Disability Benefits Consortium that the DWP should commission a review 

of the evidence gathering processes. This includes exploring ways of making claimants more aware of 

what evidence is most relevant and ensuring duties and responsibility of the assessor, the DWP and 

claimant in evidence gathering are clear and observed8. 

Recommendation 6: The Department for Work and Pensions should commission an independent 
review of the evidence gathering processes for PIP and ESA. 

Advocacy 

Claimants should also be encouraged in face-to-face assessments to seek support from friends and 

family. We believe that this individual should also be entitled to contribute to the assessment on the 

claimant’s behalf to improve their experience of the assessment. Particularly where individuals have 

cognitive impairment and intermittent symptoms additional testimony could help give a more realistic 

and helpful overview of life with a brain tumour. We suggest this because those with a brain tumour 

frequently lack insight into the levels of their impairment because their cognisance is impaired. We 

understand that this is not always possible as individuals may have no one suitable they can bring to 

assessments, however, due to the likelihood of memory deficit and under reporting due to lack of insight, 

a carer or advocate will assist the applicant in correctly describing their impairment. It is vital that the 

face to face assessment results in an accurate appraisal of the true impairment because inaccurate 

information at this stage may lead to a refusal of benefits leading to reconsideration and possibly appeal, 

which is costly in time and money. 

Recommendations 

We surveyed our community to understand the financial cost of a brain tumour diagnosis and the 

specific barriers to accessing benefits. In March 2018 we ran an event in Westminster to raise awareness 

of the report amongst parliamentarians. We do not make recommendations on every aspect of the 

benefits system. However, we are a member of the Disability Benefits Consortium, a coalition of 

charities that lobby for change and possess a range of experience and depth of knowledge about this 

issue area.   

                                                                            
8 https://www.epilepsy.org.uk/sites/epilepsy/files/files/Supporting%20those%20who%20need%20it%20most%20-

%20full%20report.pdf  

Recommendation 7: Where possible it should be insisted that a carer or advocate is present during 
assessment for persons affected by a brain tumour. 

https://www.epilepsy.org.uk/sites/epilepsy/files/files/Supporting%20those%20who%20need%20it%20most%20-%20full%20report.pdf
https://www.epilepsy.org.uk/sites/epilepsy/files/files/Supporting%20those%20who%20need%20it%20most%20-%20full%20report.pdf
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 Healthcare professionals should inform those recently diagnosed with a brain tumour and their 

carers about benefits they may be eligible for or refer to organisations that provide advice on 

financial assistance. 

 Healthcare professionals should advise brain tumour patients on their prescription charge 

entitlements at diagnosis. 

 Brain tumours should be added to the list of conditions requiring additional support in the PIP 

assessment guide. 

 The Department for Work and Pensions should ensure that PIP and ESA assessments for brain 

tumour patients are carried out by assessors who have received specific training on this condition, to 

enable effective assessment. 

 The Department for Work and Pensions should immediately introduce accessible claim forms that 

are readily available in a variety of formats from all places job seekers are likely to attend. 

 The Department for Work and Pensions should commission an independent review of the evidence 

gathering processes. 

 Where possible it should be insisted that a carer or advocate is present during assessment for 

persons affected by a brain tumour. 

 


