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Improving brain 
tumour care surveys



• Best Care Everywhere: We believe everyone should have access to the 
best treatment and support, personalised to their needs as well as their 
tumour, everywhere in the UK.

• The Improving Brain Tumour Care surveys enable patients and families 
to identify excellence and gaps in their experience. 

• We’re embedding them in neuroscience centres’ pathways as a better 
mechanism for patient feedback. We’re doing this through the Tessa 
Jowell Centres of Excellence programme.

• This national report (September 2021) gives the results of 1494
responses from UK adults diagnosed or in treatment in prior 2 years

Improving brain tumour care surveys



• This is a pilot developed with input from community including clinicians
• In the pilot we have not tested results for statistical significance
• Please note there are differences in sample sizes throughout. 

Results are from 6 surveys for different stages of treatment and support. 
Where differences by tumour grade or demographic group are quoted, the 
sample sizes are lower than the total sample because not all respondents 
disclosed this data.  

• Not all sample sizes reached the minimum of 383 to be considered 
sufficiently powered for the population affected by a brain tumour 
diagnosis. 

• The data set was limited to people who had been diagnosed or been 
treated within 2 years of completing the survey and survey responses from 
the last year have been analysed. 

• Contact us for more information on methodology 
involvement@thebraintumourcharity.org

Limitations of the survey

mailto:involvement@thebraintumourcharity.org


Main gaps in patient experience

Differences across 
30 adult centres

Between low and high 
grade 

Between men 
and women

Experience Gaps

1.Diagnosis 28% visit GP 3+ times
38% don’t understand their prognosis

2. CNS access 41% don’t have good access to a CNS

3. Supporting people’s 
needs

74% have unmet needs
41% need more emotional support
68% not connected to benefits
79% don’t have a good needs assessment and plan

4. Research participation 35% participate in research

5. Treatment & living with 52% considered & 32% used alternatives 
36% had no written info about side effects



0. sample & profile



We received a large sample size, however certain demographics are 
underrepresented which may influence findings.
• Gender: More respondents were female (59% female vs 41% male) and this 

skew was more pronounced in respondents with the diagnosis themselves 
(64% female vs 36% male). Note: In 2017 UK brain tumour incidence was 51% 
female 49% male

• Grade: More people were affected by a high grade diagnosis (50% high grade 
vs 36% low grade).  Note: In 2017 UK brain tumour incidence was 48% 
‘malignant’ or higher grade, 52% ‘non-malignant’ or lower grade; and 
estimated prevalence 17% high 83% low grade. 

• Ethnicity: Compared with the population fewer respondents were from 
ethnic minorities (excl white minorities) 7% Note: We need to find an 
appropriate national comparison. 

• Age: The sample contains only adults respondents (aged 16 years plus)

How representative is the survey

Sample: min 1395 UK adults diagnosed with a brain tumour or treated during preceding 2 years; min 852 adults with diagnosis themselves 
responding on gender and ethnicity



1. diagnosis



Speed and route to diagnosis
• 79% diagnosed within 3 months of first seeing any HCP, but for 17% it takes over 6mth

• 28% visit the GP 3 or more times for their symptoms

• 52% diagnosed with something else first for their tumour symptoms

• 39% don’t visit the GP at all

• 65% diagnosed via A&E & 33% first told by A&E doctor

Experience during diagnosis
• 59% first told by a non-specialist in treating brain tumours

• 16% not told in person

• 21% not told sensitively

• 22% not told privately

• 24% not given time to ask questions

• 27% don’t understand their tumour

• 38% don’t understand their prognosis

Summary: Diagnosis Experience

Sample: Please note the small sample size for the diagnosis survey of max 245 adults diagnosed with a brain tumour during preceding 2 
years. 



Estimated Speed of diagnosis

• 79% people are diagnosed in under 3 months 
• 17% take over 6 months 
• This is an approximation of the ‘primary care interval’ from presentation to diagnosis. We 

have not yet surveyed on the ‘patient interval’ from noticing symptoms to presentation.
• There is a margin of error of 1 month because we are currently analyzing calendar 

months. This is something we are improving in our methodology.  

Sample: 245 adults diagnosed with a brain tumour during preceding 2 years. Difference between: Question: When did you first see a 
healthcare professional (ie any GP, A&E doctor, consultant, or optician) about your symptoms? Answer options: Month & Year.  Question: 
When were you first told you had a brain tumour? (even if you didn’t know exactly what type) Answer options: Month & Year.

Time between seeing a medical professional for the first time to being diagnosed with a brain tumour

68%

79%
83%

17%
11%

Within 1 month Within 3 months Within 6 months Over 6 months Over 12 months

Within 1 month Within 3 months Within 6 months Over 6 months Over 12 months



Symptoms experienced & initial 
diagnosis NOT brain tumour

• Top symptoms reported before a brain tumour diagnosis include: headaches (52%), 
fatigue (36%) balance problems (32%), seizures (31%) and vision problems (30%)

• 52% people say they were diagnosed with something else first for their brain tumour 
symptoms. 

% people who experienced symptoms before being diagnosed

Sample: 245 adults diagnosed with a brain tumour during the last 2 years. Question: Which of the following symptoms did you experience 
before being diagnosed? Answer options: List of 16 symptoms eg headaches, fatigue, seizures, etc

4%
9%
9%

13%
16%
16%

18%
19%
20%
20%

22%
26%

29%
30%
31%

32%
36%

52%

I haven't experienced any symptoms
Hearing problems

Other
Nausea or vomiting

Weakness
Pain

Numbness or tingling
Personality changes

Walking or mobility problems
Cognitive problems
Speech difficulties

Poor concentration
Memory problems

Vision problems
Seizures

Balance problems
Fatigue

Headache



Gp visits

• 39% people don’t visit the GP for their symptoms, which would includes those 
diagnosed via A&E after a critical incident like a seizure. 

• 28% of people have to visit the GP 3 or more times with their symptoms
• 9% visit 6 times or more.

GP visits with symptoms before being referred to a hospital consultant

Sample: 245 adults diagnosed with a brain tumour during the last 2 years. Question: How many times did you see a GP with symptoms 
before being referred to a hospital consultant? Answer options: 0, 1, 2, 3, 4, 5, 6+

39%

22%

10% 9%
6%

4%

9%

0 1 2 3 4 5 6+



Diagnosis pathway

• 65% visit A&E and 33% are first told they have a brain tumour by an A&E 
doctor

• 59% people first learn they have a brain tumour from a non-specialist in 
treating brain tumours which will mean they may not receive all the 
information and support they need.

• There are indicative differences by gender: more men (67% v 55%) visit 
A&E, more women visit the GP 3+ times (36% vs 14%) and have a high 
street eye exam (36% v 15%)

• More high grade tumours are diagnosed via A&E visits (77% v 52%) but 
fewer via eye exams (16% v 40%)

Sample: 224 adults diagnosed with a brain tumour during the last 2 years. Question: Which of the following have you had to help diagnose 
what’s wrong? 



How were you first told?

• 16% people are first told by letter or phone not in person, 21% not told 
sensitively, 22% not told privately

• 25% not given time to ask questions or sufficiently involved in decisions about 
their treatment

• 43% not able to have family/friends present at diagnosis, potentially 
exacerbated by COVID

• Indicatively, women scored lower on questions about diagnosis experience 
e.g. fewer are told in person (76% vs 100%)

• Only 50% had written information about their tumour type, treatment options, 
side effects or had a written plan of their own proposed treatment 

• 27% don’t understand their tumour and 38% want to but don’t understand their 
prognosis

Sample: Over 300 adults diagnosed with a brain tumour during the last 2 years. Question: Please tell us a little more about how you were told: I 
was told face to face in person / sensitively / in a private space / able to have a friend or family member with me / given time to ask questions? 
Sample: min 229 adults diagnosed with a brain tumour during the last 2 years. Questions: What written information (printed or digital) were you 



Our actions to Improve diagnosis

• Launching Headsmart awareness campaign on signs & symptoms

• Training optical professionals on signs & symptoms 

• Supporting trial and scaling of diagnostic tests e.g. Dxcover blood test

• Sharing our print and multi-media guides for tumours & treatment

• Growing insight from Improving Brain Tumour Care surveys to track 
progress and understand gaps in experience by gender, location, ethnicity, 
tumour type etc

• Developing diagnosis policy and solutions using evidence and engagement



2. CNS access



ACCESS to a cns, by centre

• 79% people were given any access to a CNS or keyworker
• 59% people good access to a CNS, when they needed them
• Good CNS access is higher for high grade (68%) than low grade (53%) 
• Good CNS access is higher for men (74%) than women (52%)
• 30 percentage point range (49% to 79%) in having good access to a CNS across centres

Centres with over 40 responses

% people given a named Clinical Nurse Specialist or key worker who can answer any questions, address 
worries and fears, and help get support at any time

30% 35% 36% 37% 39% 43% 49% 49% 49% 53% 53% 56% 56% 57% 57% 58% 59% 59% 60% 61% 62% 62% 63% 66% 67%
75% 77% 78% 79% 83%

50%

20%
27% 26%

43%

14%

31% 26%
16%

24% 30%
34%

6%

35%

5%

24%
32%

19% 17% 16%
23%

14%
24% 15%

26% 17% 7% 9% 13% 0%

A
b

er
de

en

E
d

in
b

u
rg

h

G
la

sg
ow

P
ly

m
ou

th

Im
pe

ri
al

P
re

st
on

U
C

LH

B
ir

m
in

g
h

am

O
xf

or
d

B
ar

ki
n

g
 H

av
er

in
g

R
ed

br
id

ge B
ri

st
ol

K
in

g
s

C
ov

en
tr

y

S
to

ke

M
id

d
le

sb
or

ou
g

h

S
ou

th
am

pt
on

B
ri

g
h

to
n

 &
 S

u
ss

ex

H
u

ll

Le
ed

s

C
ar

d
if

f

N
ot

ti
n

g
h

am

S
h

ef
fi

el
d

C
am

br
id

g
e

Li
ve

rp
oo

l

N
ew

ca
st

le

B
el

fa
st

S
t 

G
eo

rg
e'

s

M
an

ch
es

te
r

B
ar

ts

D
u

n
de

e

Yes I have and can ask them anything anytime Yes I have but I can’t always reach them for help

Sample: 1487 UK adult experiences of diagnosis or treatment for a brain tumour in preceding 2 years. Question: Do you have a named Clinical Nurse 
Specialist or key worker who can answer any questions you have, address your worries and fears, and help you get support at any time? 



Our actions to improve cns access

• Develop business case for more CNSs via Tessa Jowell Centres network

• Best practice improvement via Tessa Jowell Centres network

• Lobby to improve CNS provision (e.g. training, recruitment, division of labour 
between roles) for brain tumours and in coalition with cancer charities

• Lobby for keyworkers or CNSs for all patients with low grade tumours

• Offer portfolio of services which support CNS, including BRIAN app



3. Supporting people’s needs



Summary: connecting people to 
support for their needs
Majority have one or more unmet needs
• 74% people have unmet needs in one or more area

e.g. 41% need more emotional / psychological support

e.g. 35% need more help managing symptoms & side effects, exploring other 

treatment options, understanding their tumour and what to expect

Too few signposted to basic support
• Only 50% signposted to emotional support/counselling, with 61 percentage point 

range (from 14% to 75%) across centres

• Only 55% connected to support charities

• Only 32% signposted to financial help and benefits

Holistic needs assessments aren’t widespread
• 40% offered HNA, but 55% for those with any CNS access, and 62 percentage point 

range (from 12% to 74%) across centres

• 21% have a good needs assessment and good plan
Sample: 1257 (signposting) 1158 (HNA) 595 (unmet needs) - UK adult experiences of diagnosis or treatment for a brain tumour in preceding 
2 years



Unmet needs

• 74% people have unmet needs in one or more areas

• Unmet needs varies by centre- 50 percentage point range (15% to 65%) in needing more 

emotional support and 43 percentage point range (12% to 55%) in needing more help to 

manage symptoms and side effects of tumour or treatment

% people who need more support in any of the following areas

Sample: 595 adults diagnosed or in active treatment for a brain tumour during the last 2 years. Question: [At this stage in your treatment 
and support], did you need more support in the following areas? Please tick all that apply, 

26%
6%

17%
19%
19%
20%

22%
26%

31%
30%

34%
35%
35%

41%

I have all the support I need in these areas
Other

Managing my finances to live comfortably
Maintaining the quality of the relationships…

Maintaining my working life / education
Understanding my treatment

Accessing the right treatment and support…
Being as independent as I want to be in my…

Planning for the future
Living my life as I want to

Managing the symptoms / side effects of my…
Understanding my brain tumour and what to…
Exploring other options for my treatment (eg…

Coping with emotional and psychological…



Signposting

• Too few people told about basic support

• Signposting varies by centre- 61 percentage point range (14% to 75%) in signposting to 

emotional support and 39 percentage point range (38% to 77%) to charities

% people signposted to different basic support

Sample: 1257 adults diagnosed or in active treatment for a brain tumour during the last 2 years. Question: Has your healthcare team told 
you about the following? Please tick all that apply, 

12%

21%

22%

29%

30%

32%

41%

47%

50%

55%

22%

Other types of support or information available

Rehabilitation appointments

Getting back to work or education

How to care for you at home

Accessing free prescriptions

Sorting out finances and benefits

Support groups

How to cope with your symptoms and side…

Counselling or emotional support

Support charities

I was not told about any of these



Holistic needs assessments (HNA) 
& Care plans 

• 40% offered a needs assessment; 21% people have a good needs assessment and 
resulting plan. 

• Fewer women offered a needs assessment (34% women, 48% men)
• Those who reported good access to a CNS were more likely to report being offered an 

HNA (55% vs 40% av.)
• 63 percentage point range between centres (11% to 74%) in HNA and care plan being 

offered & 38% percentage point range (6% to 44%) in having a good HNA and care plan

% people offered assessment of their practical, physical and emotional needs and a written care plan 
(holistic needs assessment or care plan)

Sample: 1158 adults diagnosed or in active treatment for a brain tumour during the last 2 years. Question: Has your healthcare team offered / done 
an assessment with you on your practical, physical and emotional needs and made a written plan to help you? (Also known as a holistic needs 
assessment or care plan.) Answer options: I’ve had an assessment but nothing further / and have a plan in place which is working well / and have a 
plan in place but it isn’t working well, I was offered this but did not want it, I was not offered this, I’m not sure.

21% 20% 24% 19% 18% 23%
1% 1% 1%

1% 1%
2%

13% 10% 13%
12% 11%

14%
5% 5% 6%

6% 3%
9%

20% 16% 21%
17% 19%

21%

40% 29% 35%
45% 48%

32%

All Have CNS High Grade Low Grade Female Male

I wasn't offered HNA

I'm not sure

Offered HNA but didn't want it

HNA but nothing further

HNA but plan isn't working

HNA and good plan



Our actions to improve support

• Develop a brain tumour digital HNA tool to analyse needs and shape 
individual support plans, enable self-assessment and guided conversations 
with a keyworker, and signpost relevant national and local support. 

• Develop emotional support services e.g. peer support groups & events, 
relationship service, support line, counselling, ‘buddying’

• Prioritise signposting to support charity websites, national and local support.

• Unite everyone on a one-page signposting map of national & local support



4. Research participation



research Participation

• Only 42% say they are informed about and only 35% say they participated in any 
research. 

• Information and participation is higher for men than women and higher for high grade 
than low grade. 

• 57 percentage point range (4% to 61%) in participation in research across centres

% people informed or participating in one or 
more forms of research

Sample: 911 UK adult experiences of diagnosis or treatment for a brain tumour in preceding 2 years. Questions: Were you told how your treatment 
might be enhanced through research? Did you take part in any of these? : Clinical trials, Biobanking, storing a sample of your tumour, Flash 
freezing tumour samples, Donating data about your experience and treatment, Biomarker testing Other. Answer options: Yes, No, Not applicable. 

42%

35%

46%

38%

52%

42%

34%
28%

52%

43%

33%
30%

Informed Participant Any

All Have CNS High Grade

Low Grade Male Female

9%

19% 19%
17%

9%

% people participating in each form of 
research



Our actions to improve research access

• Fundraise for more investment in research into brain tumours, quality of 
life and service innovation.

• Explain research better, encompassing trials, biomarkers, biobanking, data 
donation and how they help

• Signpost research elsewhere when local opportunities aren’t available, 
eg using BRIAN Clinical trials finder

• Enable national research initiatives like BRAIN MATRIX, Spring etc

• Offer data donation through our BRIAN app and tracking quality of life.



5. Treatment & after 



COVID impact
• 20% people said their treatment was delayed or cancelled because of COVID

Improving information and understanding
• 19% don’t understand their tumour, 24% don’t understand their prognosis, 11% don’t 

understand their treatment options

• 38% had no written information about tumour type, 40% about treatment options, 36% 

about side effects

Use of alternative treatments
• 52% people have considered and 32% used one or more alternative treatments alongside 

or instead of those prescribed by clinicians

Summary: Treatment and after



39%

17% 20%
30% 29% 25% 22%

31%

14%
21%

26% 27% 26% 26%
20%

11%

29%
21%

14% 15%
22%

17% 15% 13% 12% 9%
0%

7%
0% 0%

17%

33% 22%
13% 12%

14% 17%
8%

24%
15% 10% 8% 9% 8%

10%
18%

0%
5%

12% 11%
2%

5%
5% 6%

2% 5%

9%
2%

6%
0%
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Yes I’m not sure

Delays & cancellations due to covid

• 20% people said their treatment was delayed or cancelled because of Covid

• COVID affected low grade tumours (25%) more than high grade (15%)

• 24 percentage point range (from 7% to 31%) in people experiencing delays or 

cancellations in treatment due to COVID across centres.

Sample: 1488 UK adult experiences of diagnosis or treatment for a brain tumour in preceding 2 years. Question: Has your treatment or care been 
delayed or cancelled due to the Coronavirus pandemic? Answer options: Yes / No / I’m not sure

Centres with over 40 responses

% people whose treatment or care has been delayed or cancelled due to the coronavirus pandemic



Understanding tumour & treatment

• 81% patients’ understood their tumour type, with a 22 percentage point range (73% to 95%) 
across centres

• 76% understood their prognosis, with a 26 percentage point range (65% - 91%)
• 89% understood treatment options, with a 22 percentage point range (76% - 98%) 

50%
59%

63% 65% 66% 67% 69% 70% 70% 71% 72% 72% 72% 73% 74% 75% 78% 78% 78% 79% 80%
86% 87% 87% 88% 90% 90% 90% 91%

100%
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Centres with over 40 responses

% people told what they might expect of their brain tumour (their prognosis) in a way they could 
understand

Sample: 1142 UK adult experiences of diagnosis or treatment for a brain tumour in preceding 2 years. Questions: Were you told about your 
brain tumour (type & grade) / what you might expect of your brain tumour (prognosis) / about your treatment options in a way you could 
understand? Answer options: Yes, No, I didn’t want to know (for prognosis question only)



25%
33% 33% 38%

43%
50% 50% 53% 56% 56% 56% 57% 57% 58% 60% 61% 64% 67% 67% 67% 68% 69% 71% 73% 75%

80% 83% 83%
89%

100%
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Written information about tumour 
and treatment, by centre

• 62% had written information about their tumour type, with a 40 percentage point 
range (43% to 83%) across centres

• 60% had written information about treatment options, with a 67 percentage point 
range (22% to 89%) across centres

• 64% had written information about side effects, with a 71 percentage point range 
(22% to 93%) across centres

Sample: 470 UK adult experiences of diagnosis or treatment for a brain tumour in preceding 2 years. Questions: What written information 
(printed or digital) were you given in your initial appointments: Information about my (suspected) brain tumour / treatment options / side 
effects of treatment?

% people who were given written information about their tumour Centres with over 40 responses



43%

60% 63% 63% 67% 67% 67% 67%
73% 74% 75% 76% 80% 80% 80% 81% 83% 83% 83% 85% 88% 88% 90% 90% 92% 94% 95%

100%100%100%

Understanding outcomes & recovery

• 93% understand how their treatment has gone. There are no apparent differences by 
gender, grade or CNS access

• 20% don’t understand what they can expect in recovery. Understanding is worse for 
those with low grade (79%) than high grade (86%) diagnosis. 

• Understanding of how treatment went had a 30 percentage point range (70% to 100%) 
and understanding of recovery had a 32 percentage point range (63% to 95%) across 
centres

Sample: 686 UK adult experiences of diagnosis or treatment for a brain tumour in preceding 2 years. Questions: After treatment, were you 
told about how your treatment went / what to expect in your recovery in a way you could understand? Answer options: Yes, No

% people who were told about their recovery after treatment in a way they could understand
Centres with over 40 responses



alternative treatments

• 52% considered and 32% used one or more alternative treatments alongside or 

instead of the treatments prescribed by clinicians

• More people with high grade tumours (55%) than low grade (46%) have considered 

or used alternatives

32% 27% 30% 34%
27%

20%
23% 19%

21%
19%

26% 27% 32% 25%
28%

22% 24% 19% 20% 26%

All Female Male High grade Low grade

% people who have used or considered any alternative therapies or treatments

20%
11% 6%

14% 8%

19%
20%

17%
11%

6%

28%
35%

36% 34%
42%

33% 34% 41% 41% 44%

CBD oil Cannabis Ketogenic
diet

Herbal
supplements

Prescription
drugs not
prescribed

Have used Have considered only Not interested Not aware

Sample: 487 UK adult experiences of diagnosis or treatment for a brain tumour in preceding 2 years. Question: have you used or considered 
any alternative therapies or treatments? CBD oil or product / Cannabis product / Ketogenic diet / Herbal medicines / Prescription drugs not 
prescribed by a healthcare professional Answer options: Have considered / have used / Not aware / Not interested



Our actions to improve Treatment 
& living with

• Define Excellence clinical standards by developing detailed adult and 
paediatric pathways

• Track and long term patient outcomes eg quality of life to inform better 
pathways.

• Research emerging & complementary therapies and meet demand for 
information

• Develop best practice information library of written and multi-media 
information about tumour types, side effects, treatment options, what to 
expect in treatment and recovery, eg TBTC site



6. Differences by group



DIFFERENCES between high and low 
grade

People with a low grade diagnosis score more poorly across support 
questions

For example,

• Less access to a Clinical Nurse Specialist
53% with low grade diagnosis have good access to CNS vs 68% with high grade

• Signposted to less emotional support, support charities and benefits support.
36% with low grade diagnosis signposted to emotional support vs 69% with high grade

• Given less written information on tumour, treatment and side effects
54% with low grade diagnosis given written information about their tumour vs 71% high 
grade



DIFFERENCES between centres

There are large differences in every aspect of experience between centres 
For example, 

• Good CNS access
ranges from 49% to 79% depending on the centre 

• Patient participation in research
ranges from 4% to 61% depending on the centre 

• Being offered a holistic needs assessment and care plan
ranges from 11% to 74% depending on the centre 

• Having unmet needs with managing symptoms and side effects
ranges from 55% to 12% people depending on the centre

• Signposting to emotional support
ranges from 14% to 75% people depending on the centre



DIFFERENCES between women and men

Men and women have very different experiences; 
women tend to score lower across support questions

For example, 

• Less access to a Clinical Nurse Specialist
52% female respondents vs 74% male had good CNS access

• Higher unmet needs including for emotional support
79% female respondents vs 64% male had one or more unmet needs
49% female respondents vs 25% male needed more emotional support 

• Offered holistic needs assessments less
34% female respondents vs 48% male

• Given less written information
55% female respondents vs 70% male given written information about their tumour



Our actions to improve Differences 
between groups

• Support centres via Improving Brain Tumour Care surveys and Tessa 
Jowell Centres of Excellence to identify gaps and spread excellence

• Track progress on offering support with Improving Brain Tumour Care 
surveys

• Understand gaps with involvement network input.

• Policy development and engagement to highlight the gaps by grade, 
centre and gender



More information



• Next release of the Improving Brain Tumour Care survey findings due in 
Summer 2022

• For further information about the Improving Brain Tumour Care Surveys, 
email involvement@thebraintumourcharity.org

• Join our Involvement network to share your experience and create change

• For information and support, please see the 10 Ways We Can Help, email 
support@thebraintumourcharity.org or call us on 0800 800 0004

• For external affairs, email policy@thebraintumourcharity.org

For more information

mailto:involvement@thebraintumourcharity.org
https://www.thebraintumourcharity.org/get-involved/volunteering/use-your-experience/join-our-involvement-network/
https://www.thebraintumourcharity.org/living-with-a-brain-tumour/get-support/coronavirus-and-brain-tumours/videos-coronavirus-brain-tumour-experts/
mailto:support@thebraintumourcharity.org
mailto:policy@thebraintumourcharity.org

