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

• We are identifying gaps, in:
• Patient experience

• Services and pathways by centre

• Treatment and outcomes

• The Improving Brain Tumour Care surveys identify gaps in 
patient 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, which identifies excellence and gaps in services 
and pathways by centre.

Overview of surveys and best care 
everywhere



• Launch: Improving Brain Tumour Care surveys went live in Oct 
2020 with questions across 7 survey areas

• Responses: 2,080 surveys received (to Feb 12th) 

• Analysed: 1,582 surveys (UK patients, 691 diagnosed or in active 
treatment in last 2 years)

• Reported: 20 centres received Patient Feedback Reports, with 
early, indicative data, as a core part of Tessa Jowell Centres of 
Excellence accreditation

• Initial findings: surveys are welcome and effective patient 
benchmark of performance with 6 key gaps identified for early 
focus

• Wider benefit: Over 600 Involvement Network volunteers joined 
largely via the surveys

Progress



Profile of respondents

68%

32%

Self Loved one

91%

9%

Living Died

7%

14%

79%

Under 16 16-30yr Over 30yr

71%

29%

Female Male

45%

44%

11%

High grade Low grade Other

Sample: 1582 people living in the UK with a brain tumour during the last 2 years

44%

31%

25%

In last 2 yrs Over 2 yrs ago n/a

Relationship to person 
with the diagnosis

Person diagnosed is 
living or has died 

Person diagnosed or in active 
treatment in last 2 years

Age of person diagnosed

Gender identity of person 
diagnosed

Tumour grade 

91%

5%

White White other
Asian Mixed
Black Chinese

Ethnicity



These are some of the key gaps found so far:
1. Diagnosis experience: 57% waited over 6 months
2. CNS provision and access: 64% had good access to a CNS
3. Signposting of support: 21% not connected to basic support
4. HNAs and care plans: 39% offered HNA and plan
5. Research participation:  40% informed about research opps
6. Living with: 67% have unmet needs

And, in each of these there are gaps between 
• Support at different centres
• Low grade and high grade support

Main findings to date



1. diagnosis



Issues getting to a diagnosis
• Delayed diagnosis

• 57% people wait over 6 mths & 30% over two years to be diagnosed

• 40% have to visit GP 3+ times, 19% 6+ times, 
• Misdiagnosis 

• 46% people say they were diagnosed with something else first for 
their brain tumour symptoms. 

Poor diagnosis experience
• 37% - 56% people first learn they have a brain tumour from a non-

specialist in brain tumours, meaning they will not receive all the 
information and support they need

• 45% are not given written information at their first appointments

Summary: Diagnosis Experience



Speed of diagnosis

• 29% people are diagnosed within 3 months
• 43% within 6 mths
• But for 57% people it takes over 6 mths and 30% take over two years. 
• We have found no significant differences by age or by gender identity.

Sample: 367 people living with a brain tumour during the last 2 years

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

13%

29%

43%

57%

30%

Within 1 month Within 3 months Within 6 months Over 6 months Over 2 years



Gp visits

• 31% people don’t visit the GP for their symptoms, including those going to A&E 
after an event like a seizure. More men (42%) than women (26%) don’t see the GP 
at all.

• 40% of people have to visit the GP 3 or more times with their symptoms; 19% visit 
6 times or more. More women (44%) than men (25%), and more under 30s (49%) 
than over 30s (36%) make 3+ visits. 

GP visits with symptoms before being 
referred to a hospital consultant

31%

19%

11% 9%
7%

4%

19%

31%

42%

26%

40%

25%

44%
49%

36%

0 1 2 3 4 5 6+ All 0 Men Women All 3+ Men Women<30yrs>30yrs

% people making 0 GP 
visits with symptoms

% people making 3 or more GP 
visits with their symptoms

Sample: 399 people living with a brain tumour during the last 2 years



misdiagnosis

46% people say they were diagnosed with something else first for their brain tumour 
symptoms. This is higher in women (48%) than men (27%) and there is an obvious 
connection between people seeing the GP 3 or more times and saying they had a 
misdiagnosis (72%).
The initial diagnoses / misdiagnoses were very varied, ranging from headache to ear, 
sinus and eye problems, hormones, stroke, mental health and many others. 

Sample: 399 people living with a brain tumour during the last 2 years

% people who say they were originally misdiagnosed 
with something else for brain tumour symptoms

46% 48%

27%

72%

All Women Men Saw GP
3+ times

Initial analysis of top misdiagnoses 

Migraine/headache 20%

Anxiety/stress 7%

Sinus problems 7%

Virus / infection 7%

Mental health issues 6%

Ear infections 5%

Stroke 5%

Other 44%



Referral for scans

• Min. 35% people being diagnosed via A&E
• Note: Other sources suggest over half of people diagnosed via A&E 
• Only 17% having an optical scan, but this is higher in over 30s (28%) than under 30s 

(13%)

Sample: 399 people living with a brain tumour during the last 2 years

Who referred you for a scan

39%

21%

5%

26%

3% 7%
17% 13%

28%

63%

95%

35%

55%

Which scan or consultation did you have to help diagnose 
what was wrong



Wait for mri

• 60% MRI scans for diagnosis are done in under a week
• 27% MRI scans for diagnosis take 2 weeks or more

Sample: 399 people living with a brain tumour during the last 2 years

Time waiting for an MRI scan appointment after being referred by healthcare team

60%

10%

18%

9%

Under 1 week 1-2 weeks 2-4 weeks Over 1 month



How were you first told you had a 
brain tumour (i)

37% - 56% people first learn they have a brain tumour from a non-specialist in treating 
brain tumours which will mean they will not receive all the information and support 
they need.

Sample: 105 people diagnosed with a brain tumour during the last 2 years

Who first told you that you have a brain tumour or suspected brain tumour?

7%

1%

30%

19%

10%

24%

5% 5%

GP Optician A&E doctor Other Neurologist Neurosurgeon Nurse
Specialist

Oncologist



How were you first told you had a 
brain tumour (II)

• 16% people are first told by letter or phone not in person, and only 27% find out the 
news in a managed way at their clinic appointment. 

• 25% are still not told sensitively and Covid has probably had a detrimental effect 
impact on how people find out their diagnosis in terms of privacy and having family 
present and having time to ask questions

Sample: 105 people diagnosed with a brain tumour during the last 2 years

Who first told you that you have a brain tumour or 
suspected brain tumour?

27%

11%

16%

24%

1%

15%

6%

Clinic
appt

At scan In A&E In
hospital

ward

Letter Phone Other

75% 79%

67%
73%77%

93%
86% 84%

Told
sensitively

Told
privately

Told with
family

present

Time to ask
questions

In last 2 years Over 2 years ago

How were you told?



Understanding tumour & treatment

• Most people have a good understanding of their tumour type (82%), prognosis (73%) 
and treatment options (92%) because of the way they are told by their healthcare 
team.  

• Offering more written or recorded information to review later might help increase 
understanding further. 

Sample: 548 diagnosed or receiving active treatment in UK since Oct 2018. Sample for prognosis excludes those 
who did not want to know prognosis = 519. 

% people told about their brain 
tumour in a way they could 

understand

% people told what they might expect 
of their brain tumour (their prognosis) 

in a way they could understand

% people told about treatment 
options in a way they could 

understand

82%

18%

Yes No

73%

27%

Yes No

92%

8%

Yes No



Written information after 
diagnosis

• 45% say they are not given any written information when first diagnosed and at 
initial clinic appointments

• Only 42% say they received a written plan of their proposed treatment and only 31% 
had written information about treatment options 

• Only 44% had written information about their tumour type

Sample: 105 people diagnosed with a brain tumour during the last 2 years

What written information were you given in your initial appointments

45% 44%

31%

25%

20%
17%

14%

42%

Wasn't given
any

information

My
(suspected)

brain tumour

Treatment
options

Side effects of
treatment

Support
charities

Emotional
support

Support
groups

Written
treatment

plan



2. CNS access



Summary: Access to a cns or keyworker

• 85% people were given a named person (keyworker or CNS) 
This is significantly more for high grade (93%) than low grade (75%)

• 64% people had a named person they could reach any time
This is significantly more for high grade (72%) than low grade (52%)
And for those having radio- and chemotherapy (75%) than surgery (63%)

Sample: 690 people diagnosed or in active treatment during the last 2 years since Oct 2018. Sample for surgery and RTCT 
is all people living during the last 2 years and known to have had surgery (284) or RTCT (152). 

% people given a named Clinical Nurse 
Specialist or key worker who can answer 
questions, address worries and fears, and 
help get support at any time 64%

72%

52%

63%

75%

Accessible CNS High gradeLow grade Surgery RTCT

% all people who had an accessible named person 
they could ask

85%

15%

Yes No



3. Signposting support



Summary: Signposting to support

• 21% of people are not connected to any basic support by their 
healthcare team

• Too few people are told about basic support e.g.
- Only 44% signposted to counselling or emotional support
- Only 35% told about free prescriptions

Sample: 586 people diagnosed or in active treatment during the last 2 years since Oct 2018. 

% people told about one or more form 
of basic support

21%

22%

22%

28%

35%

35%

44%

50%

51%

Care at home

Getting back to work or education

Rehabilitation appointments

Sorting out finances and benefits

Support groups

Free prescriptions

Counselling or emotional support

Support charities

Coping with symptoms & side…

% people told about…

79%

21%

Yes No



Differences in signposting

• People with a high grade tumour are more likely to be told about support than 

those with a low grade tumour

• People who have a CNS are also more likely to be told about support than those 

without. This may be because people with high grade tumours also have more CNS 

support. 

Sample: 586 people diagnosed or in active treatment during the last 2 years since Oct 2018. 

21%

11%

33%

15%

50%

76%

41%

64%

All High grade Low grade Have CNS All High grade Low grade Have CNS

% people who were NOT told about any 
basic forms of support

% people who were told about any support 
charities



4. Holistic needs assessment
& care plans



Summary: Holistic needs 
assessments (HNA) & Care plans 

• 39% people offered a needs assessment and care plan
• 21% people have a good needs assessment and resulting plan. 

People with high grade tumours and those having surgery are 
more likely to have a good HNA & plan.

Sample: 586 people diagnosed or in active treatment during the last 2 years since Oct 2018. 

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

21%

13%

5%

42%

19%

HNA & good plan
HNA & no plan
Didn't want
Not offered
Not sure

21%
23%

26%

14%

25%

18%

All CNS High
grade

Low
grade

Surgery RTCT

% people who had an assessment of their needs and a 
good written care plan



5. Research participation



Summary: research Participation

• Only 40% people say they are informed about and only 36% say they are 
participating in any research. Having a CNS makes no difference.

• Participation in research is higher with a high grade than a low grade 
tumour.  

Sample: Diagnosed or treated in UK since Oct 2018; Informed about research = 548 ; Participating in research = 443

40%

36%
38%

44%

28%

16%
19%

21%

11%

Informed about 
research

% people participating in one or more forms of research (including biomarkers, biobanking, data 
donation, clinical trials)

Participate 
in research

…with 
CNS

… high 
grade

… low 
grade Biobanking

Biomarkers Data donation
Clinical trial



6. treatment



Second opinions

• A 67% majority of people didn’t want a second opinion about their diagnosis or 
treatment

• 16% people didn’t know about second opinions
• 17% considered or got a second opinion
• There was no significant difference between high and low grade tumours and 

those who had a CNS or didn’t. 

Sample: 548 diagnosed or treated in UK since Oct 2018

% people who considered asking for a second opinion about their tumour and treatment

16%

67%

10%

7%

Didn't know about second opinions

Didn't want a second opinion

Considered a second opinion

Got a second opinion



Risks of treatment explained

• 97% people having surgery and 93% those having radio- or chemotherapy felt 
the risks and benefits had been explained to them in a way they could 
understand

Sample: 291 people who had surgery and 152 people who had radio- or chemotherapy in the UK in the last 2 years 
since Oct 2018

Surgery

97%

3%

Yes No

Radiotherapy and chemotherapy

93%

7%

Yes No

% people told about the risks and benefits of their treatment in a way they could understand



Information after surgery

• 97% people are told the outcome of their surgery in a way they understand and 
86% know what to expect of their recovery 

Sample: 291 people who had surgery in UK since Oct 2018

% people told about the outcome of their 
surgery in a way they could understand

97%

3%

Yes No

% people told what to expect in their recovery 
in a way they could understand

86%

14%

Yes No



Delays & cancellations due to covid

• 23% people said their treatment was delayed or cancelled because of Covid

• This was lower for high grade tumours (19%) and higher for low grade tumours (27%) 

Sample: 691 people diagnosed or in active treatment during the last 2 years since Oct 2018. 

23%

19%

27%

All High grade Low grade

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



7. Living with a brain tumour



Significant unmet support needs for those living with a tumour
• 67% people have unmet needs in one or more area of day to day 

life/coping with their tumour 
• 49% need more support coping with the emotional and psychological 

effects of their tumour
• 32% need more support to manage their symptoms and the effects of 

their tumour and treatment 

Waiting for scans 
• Many people experience ‘scanxiety’ -27% people receive results within a 

week, 43% within 2 weeks, but 57% wait more than 2 weeks 32% 1month+

Evidence and support needed on use of alternative treatments
• 54% people have considered and 34% used one or more alternative 

treatments alongside or instead of those prescribed by clinicians
• 23% need more support exploring other options for treatment 

Summary: Living with a brain tumour



Unmet needs – overall 

• 67% people have unmet needs in one or more areas
• Having a CNS does not reduce unmet need in any of these areas
• People with low grade diagnoses have more unmet need in 

maintaining my work or education (22% low vs 13% high grade) and 
living my life as I want to (28% low vs 17% high grade)

Sample: 306 people living with a brain tumour during the last 2 years.

12%
17%
17%
18%

20%
22%
22%

27%
28%
28%

32%
49%

33%

 Understanding my treatment

 Maintaining my working life / education

 Managing my finances to live comfortably

 Accessing the right treatment and support for me

 Being as independent as I want to be in my daily life (e.g.…

 Maintaining the quality of the relationships which are…

 Living my life as I want to

Understanding my brain tumour and what to expect

 Exploring other options for my treatment (e.g. clinical trials,…

 Planning for the future

 Managing the symptoms/effects of my brain tumour and…

 Coping with the emotional and psychological effects of my…

I have all the support I need in these areas

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



Use of alternative treatments

• 54% people have considered and 34% used one or more alternative treatments 

alongside or instead of the treatments prescribed by clinicians

• More people with high grade tumours (62%) than low grade (43%) have 

considered or used alternatives

Sample: 414 living with a brain tumour during the last 2 years. 

34% 39%
27%

20%
23%

16%

27%
26%

30%

19% 13%
27%

All High grade Low grade

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

20%
13%

5%
17%

6%

18%
17%

21%
11%

6%

33%
41%

40% 39%

49%

28% 29% 35% 34% 39%

CBD oil Cannabis Ketogenic
diet

Herbal
supplements

Prescription
drugs not
prescribed



Waiting for ROUTINE scan RESULTs

• Many people with brain tumours experience extreme ongoing ‘scanxiety’ before and 

after routine scans 

• 27% people receive results in under a week and 43% within 2 weeks

• But 57% wait longer than 2 weeks, with 32% waiting a month or much longer

Sample: 166 people living with a brain tumour in the last 2 years and having ongoing scans.

27%

16%

25%

17%
15%

Less than a week 1-2 weeks 2-3 weeks 1-2 months Over 2 months

Average time people wait for results from their ongoing scans **Indicative results**



End


