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What’s 
Inside?
This report provides an insight into 
the findings from Mesothelioma UK’s 
Mesothelioma Outcomes Research and 
Experience (MORE).

MORE received over 500 responses 
from people living with mesothelioma. 
Each responder provided information 
about their clinical circumstances, their 
experience of care and their current 
quality of life. 
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1. Executive Summary
MORE is Mesothelioma UK’s 
second patient experience 
survey. Responses from 503 
patients from across the UK 
were included in the final 
analysis. The survey highlights 
confidence and satisfaction 
across many areas but it 
has also revealed a number 
of interesting findings that 
Mesothelioma UK hopes 
to address over the coming 
months and years.  

Key findings include:

Occupation and Exposure
 A total of 66% (332)responders, 
stated their occupation at the time 
of exposure. Of these responders, 
construction (Builders, Plumbers, 
Electricians & Joiners or carpenters) 
was the most commonly (38%/128) 
identified occupation responsible for 
asbestos exposure. 40% (134) were in 
other occupations some not usually 
associated with asbestos (doctor/
teacher/ nurse/secretarial). 15% (74) 
had served in the armed forces.
 
Appointment and Admissions
Unfortunately, 9% (44)of responders 
visited their GP 5 or more times 
before being referred to hospital for 
further tests. 26% (129) attended 
hospital in excess of 20 times over 
the last year for tests, outpatients’ 
appointments or treatment.
9% (44) had been admitted to hospital 
5 or more times in the last year. 
31% (89)had shared care between 
different hospitals. 64% (323) had  
3 or more CT scans in the last year.
10% (48) had attended another 
hospital for a second opinion many 
having travelled more than 2 hours  
to achieve this. 

Managing Symptoms
Pain (62%/308), breathlessness 
(64%/318), cough (41%/204) 
and fatigue (64%/319) were all 
experienced. Help given to control 
pain and breathlessness scored high 
(99% & 93%) but responders felt not 
everything was done to help control 
fatigue and cough (16% & 21%).  
16% (58) of the 367 people that 
described needing fluid drainage had 
this done 5 or more times. 32% (116) 
were offered an indwelling drain and 
18% (67) had one. 

Communication and Support
27% (135) felt being told their 
diagnosis could have been given  
more sensitively. 9% (43) had 
received some end of life planning 
support. 27% (136) were informed 
about the role of the coroner/
procurator fiscal. 5% (24) were not 
given information about how to get 
financial help. For 40% (191) the cost 
of travel insurance had been an issue. 
23% (116) are expecting to have to 
pay for private treatment. 

Treatment and Trials
17% (83) of responders had a  
surgical resection aimed at  
removing some or all of the  
tumour 77% (387)had  
chemotherapy, 9% (46) 
had radiotherapy, 11% (55) 
immunotherapy. 11% (41) of 
responders who received systemic 
anti-cancer treatment went on to 
have at least 3 lines of treatment 
71%(358) had clinical trials  
discussed with them and  
34% (171) had been enrolled in  
a clinical trial.
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3. Introduction
Mesothelioma UK is a national specialist 
resource centre, specifically for the asbestos-
related cancer, mesothelioma. The charity is 
dedicated to providing specialist mesothelioma 
information, support and education and 
improving care and treatment for all UK 
mesothelioma patients and their carers.

The charity integrates into NHS front line services to 
ensure specialist mesothelioma nursing is available at the 
point of need. This is achieved through a growing network 
of specialist mesothelioma nurses, regionally based in  
NHS hospitals but funded by Mesothelioma UK.

The UK has the highest incidence of mesothelioma in 
the world. The country’s incidence, which continues to 
increase, reflects the nations import, widespread use 
and ongoing presence of asbestos. For those families 
and individuals affected by mesothelioma it is, without 
question absolutely devastating. The nation owes it to 
those affected and for every generation in the future, 
to do all that can be done to raise awareness, improve 
treatments, outcomes and experience of care. 

Mesothelioma Outcomes Research and Experience 
(MORE) is the Mesothelioma UK’s second large scale 
survey seeking to comprehensively capture patients’ 
experience. The charity will share and disseminate  
findings to improve services, resources or any aspect  
of mesothelioma experience, treatment or care.
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4. Methods
The questionnaire was developed by 
Mesothelioma UK supported by commercial 
partners. The content of the survey was 
piloted by volunteer patients, amended and 
then prepared in a variety of formats for 
distribution. 

The questionnaire is divided into three sections:

1.	 Patient experience of care and treatment.

2.	 Quality of Life Assessment Questionnaire using  
the validated EQ-5DL tool. 

3.	 Individual clinical management of mesothelioma.

Mesothelioma UK has a team of nurses based in NHS front 
line services across the UK and each nurse is involved in a 
mesothelioma patient support group. Each Mesothelioma 
UK nurse participated and they therefore registered 
MORE with their individual NHS trust Clinical Audit team. 

Patients could access the questionnaire in either of the 
following ways:

1.	 It was uploaded onto the Mesothelioma UK clinical 
nurse specialists’ digital tablets. Patients could use 
this source during hospital appointments or whilst 
attending patient support groups. 

2.	 It was available via a web link that was forwarded to 
patients via email on request.

3.	 Paper versions were available for Mesothelioma UK 
clinical nurse specialists to distribute or the they could 
be posted out to patients by Mesothelioma UK. 

All the clinical information in section three required 
Mesothelioma UK Clinical Nurse Specialist validation 
which was achieved anonymously using a unique identify 
code allocated to each patient. 

5. Results
A total of 662 questionnaires were distributed 
and 510 of them were returned. Not all 
questions in section 1 were answered by 
all responders, where this is applicable it 
is indicated. Validation of section 3 was 
completed in 505 by the Mesothelioma UK 
Clinical Nurse Specialists. 2 were not included 
in the analysis due to incomplete data.

Response tables are included in the appendices.
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Responder Characteristics

Of the 502 who completed the age category, a majority 
(289) of responders were over 70 years of age (58%) with 
161 (32%) between 60-70 years and the rest (52/10%) 
under 60 years of age. There were 19 responders age  
50 or under, 9 were 40 and under 4 were 30 and under. 
The majority (81%) of responders were male.

Aged  
19-25

Aged  
41-45

Aged  
61-65

Aged  
31-35

Aged  
51-55

Aged  
70+

Aged  
26-30

Aged  
46-50

Aged  
66-70

Aged  
36-40

Aged  
56-60

No 
repsonse

80% of 
responders 
were male

19% of 
responders 

were female

1% gave  
no response
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12.92%

12.33%

8.15%

6.96%

6.36%

0.20%

4.77%

4.57%

4.57%

3.78%

3.18%

3.18%

2.39%

2.19%

2.19%

1.99%

1.99%

0.99%

17.30%

Responder Location

Of the 503 responders the percentage breakdown by 
location/region is as shown in Fig 1. England makes up 
90.4% of the total. Scotland and Wales make up the 
remaining 6.4% and 3.2% respectively.

Fig 1. Responders percentage by location/region
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South East London
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Cheshire and Merseyside

West Yorkshire and Harrogate 
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Lancashire and South Cumbria
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Thames Valley

North Central and  
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West Midlands
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and Gloucestershire

North West and  
South West London
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Fig. 2 Heat Map of Responders by Cancer Alliances
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Epithelioid  
(79%)

Right Pleural 
(53%)

Left Pleural 
(38%)

Peritoneal (8%)

More than one place (1%)

Other (0%)

Mixed/Biphasic  
(8%)

Sarcomatoid  
(5%)

Unspecified (8%)

Mesothelioma  
Subtype

Mesothelioma location  
and Subtype

456 (91%) of responders had  
pleural mesothelioma and 39  
(8%) had peritoneal mesothelioma.  
The majority 395 (79 %) had 
epithelioid subtype with 40 (8%) 
having mixed/biphasic and 26 (5%) 
sarcomatoid. 42 (8%) did not specify 
which subtype they had or if this  
was known. 
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Asbestos Exposure

Most people could recall being exposed to asbestos 
(379/77%) with the majority describing the  
exposure as being through their own work 
(338/89%). 75% of responders said they 
were helped to identify where their 
exposure might have been. 

332 (66%), responders identified 
their occupation at the time of 
exposure. Of these 128 (39%) 
worked in a construction related 
job (Joiner/builder/Plumber/
electrician), 61 (18%) were 
engineers, 9 (3%) were laggers  
and the remainder (134/40%) 
were in other occupations possibly 
not usually associated with  
exposure to asbestos (doctor/
teacher/nurse/secretarial). 15% 
(74) of responders had served in the 
armed forces at some time during their 
career with 39 or 53% of them having 
been in the army, 15 (20%) in the Royal 
Navy and 19 (26%) in the Royal Airforce. 
Across all forces most (45/61%) served for 
less than 5 years. Responders were not asked if 
they could recall being exposed whilst serving in the 
armed forces.

Occupation when exposed

% in the Armed Forces
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3-4 
(15%)

5+ 
(9%)

Don’t know 
(4%)

None 
(18%)

No response 
(1%)

GP Visits  
before referral

Appointments and Admissions

The vast majority (84%) of 
responders could recall the 
approximate date they first 
experienced symptoms of their 
mesothelioma. Most (265/53%) only 
visited their GP once or twice before 
being referred to hospital for further 
tests. However, 77 (16%) attended 
their GP 3 or 4 times and 44 (9%) 
attended 5 or more times. 

When asked about the number of 
outpatient visits attended during 
the last year for clinic appointments, 
scans, tests or treatment there was 
a wide variation. 129 (26%) had 
attended in excess of 20 times with 
87 (18%) attending up to 5 times.  
95% of responders felt their 
appointments were frequent  
enough and arranging those 
appointments was seemingly fairly 
easy. When having CT scans 440  
(89 %) said they received the results 
in a timely manner.

91 (18%) responders had not been 
admitted to hospital in the last year 
and 44 (9%) had been admitted 5 or 
more times. 69 (14%) had spent more 
than 10 nights in hospital during the 
last year.
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1-2  
(53%)

None 
(18%)

No response 
(1%)

20+ 
(26%)

1-5 
(16%)

None (1%)

Don’t know (3%)

Don’t know  
(4%)

No response (1%)

No response 
(1%)

6-10 
(22%)

1-2 
(53%)

5+ 
(9%)

3-4 
(15%)

None 
(18%)

16-20 
(13%)

11-15 
(18%)

GP Visits  
before referral

Number of outpatient  
visits in the last year

Number of hospital  
admissions in the last year

13



Yes, to some 
extent (17%)

Yes, to some 
extent (14%)

Yes 
(79%)

Yes 
(83%)

No 
(3%)

No 
(2%)No  

response 
(1%)

No  
response 
(1%)

Have professionals worked well together 
during diagnosis?

Have professionals worked well together 
during treatment?

Communication of Mesothelioma Diagnosis

An overwhelming 90% of responders were told they had 
mesothelioma by a hospital doctor with a further 7% 
hearing it from a specialist nurse and most (483/96%)  
felt the diagnosis was given in an understandable 
way, at least to some extent. Sadly 135 (27%) felt the 
diagnosis could have been given more sensitively. 
Just 276 (56%) could remember someone explaining 
that a multidisciplinary team had reviewed their case. 
Responders seemed to have confidence in the doctors 
responsible for their care; only a small number (33/7%) 
felt the doctors diagnosing them didn’t know enough 
about mesothelioma as a condition and treatment.  
Fewer still, just 8 (2%) felt the doctors treating them didn’t 
know enough about mesothelioma and its treatment. 

Place and Co-ordination of Care

Not all possible mesothelioma treatments or trials are 
available in every NHS hospital which means patients 
are sometimes required to travel. 296 (60%) of patients 
who responded to MORE had received their treatment 
at a different hospital to the one they were diagnosed 
at. 135 (47%) had all of their treatment continue at 
the second hospital whilst 89 (31%) had shared care 
between hospitals. A majority of responders felt all the 
professionals involved in their diagnosis 482 (97%) and 
treatment 487 (98%) had worked well together to provide 
the best possible care. 
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Don’t know 
 (2%)

Number of times fluid  
drained from lung

Number offered an  
indwelling drain

No 
(48%)

Yes 
(23%)

No response 
(27%)

○ CT Scan (503)

○ Bronchoscopy (190)

○ Surgical biopsy (183)

○ Ultrasound scan (179)

○ Thoracoscopy with local anaesthetic, ie awake (130)

○ Thoracoscopy with general anaesthetic/asleep (105)

○ CT guided biopsy (100)

○ Ultrasound guided biopsy (32 )

○ PET scan (99)

○ MRI scan (87)

○ Permanent or indwelling drain (Pleurx/Rocket) (67)

○ Laparoscopy (19) 

○ Fluid drained from the lung (369)

0 (0%)

4 (1%)

No response 
(27%)

2 
(22%)

5+ 
(12%)

3 
(7%)

1 
(31%)

Investigations

All patients had undergone a CT scan 503 (100%) and 
114 (23%) had more than 5 in the last year. 209 (42%) 
had between 3-4 CT scans in the last year, 167 (33%) 
between 1-2 and 13 responders hadn’t had any CT scans 
in the last year. 369 responders had fluid drained from 
their lung and of these 58 (16%) had the fluid drained 5 
or more times. 

116 responders were offered a permanent indwelling 
drain and 67 (18%) of all responders had one. 190 (38%) 
of responders had a bronchoscopy, 183 (36%) a surgical 
biopsy, 130 (26%) a medical thoracoscopy without 
a general anaesthetic and 105 (21%) had a surgical 
thoracoscopy with a general anaesthetic. 99 (20%) of 
responders had a PET scan and 87 (17%) an MRI scan. 

Procedures
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48

68

287

92

8

Yes and 
provision has 

been made for 
this as part of 
my legal claim

Yes

No

Don't know

No response

Treatment

Second Opinion – 402 (80%) responders were not given 
information about how to obtain a second opinion.  
Of those that did attend another hospital for a second 
opinion (48 patients), 19 (40%) travelled more than 2 
hours to achieve this and 42 (88%) travelled for more than 
an hour each way. 

116 (23%) of patients said they have or are expecting to 
have to pay for private treatment. 68 (59%) of these said 
provision for the cost of this has already agreed as part of 
their civil claim.

Expecting to have to pay for any 
private treatment?
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Yes, during or 
after my 

treatment

Yes

Yes, at the time 
of my diagnosis

No

No

Don't know / 
can’t remember 

(9)

Don’t know / 
can’t remember 

(9)

No response 
(4)

No response 
(4)

132
144

214

319

171

Clinical Trials 

358 (72%) of responders said that clinical trials had been 
discussed with them. For 214 (43%) this was at the time 
of diagnosis and for 144 (29%) this was during or after 
treatment. 171 (34%) had been enrolled in a clinical trial. 
Of those in a clinical trial 165 (96%) felt they had been 
given enough information. Patients in a clinical trial were 
asked how long they had to travel to access the trial, 36 
(22%) had to travel for 2 or more hours to the hospital to 
receive treatment in the clinical trial and 91 (54%) had to 
travel for an hour or more to the access the trial. 

Were clinical trials 
discussed?

Were you enrolled in a 
clinical trial?
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318 319

204

308

Breathlessness Fatigue

Cough

Pain

Controlling Symptoms

318 (64%) of responders had experienced breathlessness and the majority (295/93%) said that hospital doctors and 
nurses did everything they could to help control any breathlessness. 23 patients (7%) felt they didn’t. 

Similarly, 319 (64%) had experienced fatigue and of those 51 (16%) felt not everything was done to help control it.  
204 (41%) had experienced a cough and of these 42 (21%) felt hospital doctors and nurses didn’t do everything they 
could to control it. 308 (62%) of responders had experienced pain and of these 304 (99%) felt the doctors and nurses  
did everything they could to help control their pain.

Symptoms experienced
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No response (1%)
No response (1%)Don’t know / I can’t 

remember (4%)

Yes 
(85%)

No 
(63%)

Yes 
(36%)

No 
(10%)

Given info on Support Groups Attended Support Group

Information and support

95% of patients received information about treatment  
and its side effects either at the hospital they were 
diagnosed at or the one where they received their 
treatment. For information relating to caring for someone 
at home 359 (73%) felt they received, at least to some 
extent, the information needed to help care at home.  
430 (86%) were given information about support groups 
but just 181 (36%) had attended a support group. 

122 (25%) stated they did not receive good support 
from their GP. 457 (93%) of responders were allocated a 
keyworker or clinical nurse specialist, 444 (90%) found 
it fairly or very easy to contact their nurse specialist or 
keyworker and 470 (95%) said their nurse specialist/
keyworker answered important questions in an 
understandable way. 

209 (42%) of responders had needed some support 
at home (for example district nurses, carers, physio or 
occupational therapist) and the majority of them 183 
(88%) said they received enough support. With regard 
to community palliative care nurses including Macmillan 
or Marie Curie nurses 134 (27%) had received support 
but the vast majority felt this hadn’t been needed to date 
(315/ 63%). Responders were asked if they had received 
any support in relation to planning care towards the end  
of life. 365 (73%) said this wasn’t applicable at present  
and a further 33 (7%) said they did not want to discuss 
it. Just 43 (9%) said they had received some end of life 
planning support. 

Responders were asked if they, a relative or friend had 
ever been in contact with Mesothelioma UK by phone or 
email and 172 (35%) said they had. 294 (59%) had been in 
contact with an asbestos support group.

19



No (5%)

Don’t know /  
Can’t remember (6%)

Don’t know /  
Can’t remember (0%)

Informed  
of benefits

Informed on the role  
of the coroner

No response 
(0%)

No response 
(1%)

Yes (95%)

Yes  
(27%)

No  
(66%)

Benefits, finance and compensation

476 (95%) of responders were informed how to get financial help or benefits but 24 (5%) of people were not.  
A majority were advised about contacting a lawyer who specialises in claims for mesothelioma 475 (95%) this mostly 
occurred at the time of diagnosis 293/58% rather than after the time of diagnosis 182/36%. Just 136 (27%) responders 
informed about the role of the coroner/procurator fiscal. When considering a holiday abroad 191 (40%) said that the 
cost of travel insurance had been an issue for them.
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Not Staged 
(10%)

Suitable for 
surgery but I 

declined (12%)

Stage of tumour

Suitable for 
surgery  

(31%)

Unsuitable 
for surgery  

(47%)

Treatments  
received

46 55
83

199

382

43

Radio- 
therapyTargeted  

therapy (9)

Immuno- 
therapy

Surgery

Surgical  
investigative 

Biopsy

Chemotherapy

None

Clinical Management of Mesothelioma

Data from this section was validated for each responder by 
a Mesothelioma UK Clinical Nurse Specialist. 

Mesothelioma tumour staging is not reported in all 
cancer centres, just 54% in the most recent National 
Mesothelioma Audit (Royal College of Physician 2018). 
Responders were therefore not asked about their tumour 
stage but whether or not they were considered suitable for 
surgery. 239 (48%) said they were unsuitable for surgery, 

155 (31%) were suitable for surgery and of those 60 (39%) 
declined surgery. 49 (10%) of responders said they were 
not staged.

Responders were asked about the different treatments 
they have received to date, either in or out of clinical trial. 9 
(2%) have received targeted therapy, 46(9%) radiotherapy, 
55 (11%) immunotherapy, 83 (16%) surgery, 199 (40%) 
surgical investigation, 382 (76%) Chemotherapy and 43 
(9%) had received no treatment to date. 

21



What was your  
radiotherapy for?

Surgery

282 (56%) had a surgical procedure for most (233/83%) 
the first procedure was for a biopsy, draining fluid or 
both. 63 (22%) of the surgical responders went on to have 
a second surgical procedure. For 27 (43%) this was to 
remove some or all of the tumour. For a further 33 (52%) 
this was a repeat of the first surgery, to drain fluid, for a 
biopsy or a combination of both. 22 (8%) of the surgical 
responders had a third surgical procedure. This was to 
remove the tumour for 9 (41%) and for 12 (55%) to drain 
fluid, for a biopsy or a combination of both. 

Radiotherapy

46 (9%) of responders received radiotherapy. For 12 
(26%) this was to prevent tumour spreading, for 18  
(39%) it was to treat an area of disease-causing pain, for 
15 (33%) it was to reduce a lump and for 10 (22%) to treat 
an area of disease growth. 5 (11%) of responders had 
radiotherapy for a second time. 

To treat area/s of 
disease growth

10
12

15

18

To prevent 
tumour from 

spreading

To treat an 
area of disease 

causing pain

To reduce  
lump
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First Line Chemotherapy Treatment Received

Pemetrexed and Cisplatin

Pemetrexed and Carboplatin

Pemetrexed as a single drug

Pemetrexed, Cisplatin and 
Bevacizumab (Avastin)

Pemetrexed, Carboplatin 
and Bevacizumab (Avastin)

Bevacizumab (Avastin)  
as a single drug

Gemcitabine and Cisplatin

Gemcitabine and Carboplatin

Vinorelbine

Any other drugs  
in a clinical trial

Any other drugs  
not in a clinical trial

Immunotherapy

Was your first line of 
Chemotherapy part 

of a trial?

Yes  
(22%)

No  
(78%)

184

190

1

2

3

1

0

1

3

1

4
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Chemotherapy/Immunotherapy

387 (77%) of responders had received either chemotherapy, targeted or immunotherapy at least once. When asked 
about different regimes received the most common was pemetrexed with either carboplatin or cisplatin with 374 (97%) 
having received this and a further 5 (1%) received Bevacizumab in combination with this. 55 (11%) of responders had 
received immunotherapy as part of their treatment.

84 (22%) of responders said their first chemotherapy/immunotherapy was part of a clinical trial. 127 (33%) of those 
receiving chemotherapy/immunotherapy/targeted therapy had a second line of therapy for 81 (64%) this was as part of a 
clinical trial. For 41 (32%) this was with Pemetrexed in combination with either carbo or cisplatin and 42 (33%) received 
vinorelbine. 41 (32%) went on to have a third line of treatment, for 20(49%) of these this was as part of a clinical trial.

Treatment Summary

When asked at this current moment in time what 
treatment option best describes you the majority 
(117/23%) said they had previously had 1st line 
chemotherapy/immunotherapy and their disease  
is stable. 115 (23%) of responders knew their current 
performance status score and 102 (89%) of these were 
either performance status 0 (33/29%) or 1 (69/60%).
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6. Ongoing Work
Local findings from MORE are available for 
each Mesothelioma UK nurse to enable them 
to feedback within their regions. Mesothelioma 
UK intends to review and compare the findings 
for different groups of patients.

Long term the charity would like to establish a means 
to capture patient reported outcomes and experience 
continuously. Securing this might best be approached 
through the national mesothelioma audit and looking at 
a means to augment what the audit currently captures. 
This would require a rigorous approach to ensure 
the necessary governance, security, permissions and 
guarantees are in place. 
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4. Appendices
Appendix 1. 
The Questionnaire
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Mesothelioma UK would like to invite mesothelioma patients to have the 
opportunity to describe what their experience of investigations, treatment  
and care has really been like.

The survey will enable Mesothelioma UK to inform health care providers about what is being 
done well, what could be improved and hopefully where there are variations in treatment and 
care. It will also assist Mesothelioma UK to develop its services to complement those of the 
NHS. Mesothelioma UK will make recommendations representing the patient experience and 
circulate these to the wider mesothelioma community and health care providers

Thank you for taking the time to complete the survey. I confirm that any details that you give 
on the survey will be completely anonymised.

Yours sincerely

Liz Darlison Head of Services

Mesothelioma Outcomes, 
Research and Experience survey 
(MORE Survey).
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2

Welcome to the Mesothelioma Outcomes Research and Experience 
(MORE) Survey. Please complete all 3 sections and ask your MESO 
UK nurse to check and validate section 3 before submitting

Section 1

Information about you - your experience of care  
and treatment

Please enter the unique patient identifier supplied  
by your Meso UK nurse

Are you resident in the UK?

 Yes (if yes, please continue)

 No (if no, please do not complete the study)

Q1.1. What is the first part of your home postcode?  
e.g. BS35

Q1.2. How old are you now?

 Under 18   46-50

 19-25  51-55

 26-30  56-60

 31-35  61-65

 36-40  66-70

 41-45  70+

Q1.3. Are you

 Male   Female

Asbestos exposure

Q1.4. From your memory were you ever  
exposed to asbestos?

 Yes, through my own work (please go to Q1.5)

  Yes, through another person’s work  
e.g. laundering clothing

  Yes, my house contained asbestos e.g. whilst  
undertaking DIY

 Yes, by living near to the asbestos industry

 Don’t know

Q1.5. If exposed at work, what was your occupation  
at that time?

 I was not or don’t think I was exposed at work

 Joiner or carpenter

 Electrician

 Plumber  

 Builder  

 Lagger  

 Teacher  

 Nurse

 Doctor

 Engineer

 Secretarial or Admin

 Other

Q1.6. Is there a history of mesothelioma in your family?

 Yes  No  Don’t know

Q1.7. Since being diagnosed with Mesothelioma were 
you ever helped to identify where the asbestos exposure 
may have occurred?

 Yes  No

Q1.8. Have you ever been a member of the  
armed forces?

 Yes (if yes, please go to Q1.9)

 No (if no, please go to Q1.11)

Q1.9. If you have been a member of the armed  
forces which service?

 Army

 Royal Navy

 Royal Airforce

 Other

Q1.10. If you have been a member of the armed  
forces what was your length of service?

 Less than 5 years

 5-10 years

 10-15 years

 15-20 years

 More than 20 years
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Medical History

Q1.11. To the best of your ability, can you recall the 
approximate date when you first experienced symptoms 
relating to your mesothelioma?

 Yes (if yes, please go to Q1.12)

 No (if no, please go to Q1.13)

Q1.12. Date when first experienced symptoms

Please write 1st of month and year

Q1.13. To the best of your ability, can you recall the date 
you were diagnosed with mesothelioma?

Please write 1st of month and year

Q1.14. Can you remember approximately how many 
times you presented to your GP with symptoms related 
to mesothelioma before being referred to the hospital 
for further tests?

 None

 1-2

 3-4

 5+

 Don’t know

Q1.15. In the last year, related to your mesothelioma, 
how many outpatient visits have you attended – ie in 
total for hospital visits, clinical appointments, scans, 
tests or treatment

 None    16-20

 1-5    20+

 6-10    Don’t know

 11-15

Q1.16. In the last year how many hospital admissions 
have you had related to mesothelioma?

 None

 1-2

 3-4

 5+

 Don’t know

Q1.17. In the last year how many nights have you had to 
spend in hospital related to their mesothelioma?

 None    16-20

 1-5    20+

 6-10    Don’t know

 11-15

Your personal experience in the management 
of your mesothelioma

Q1.18. Who was it that first told you about your 
mesothelioma diagnosis?

 GP

 Hospital doctor

 Mesothelioma nurse specialist

 Other nurse specialist

 Relative or a friend

 Nobody, I / we worked it out for ourselves

 Someone else

Q1.19. Was the explanation of the mesothelioma 
diagnosis given in an understandable way?

 Yes, completely

 Yes, to some extent

 No

 Don’t know

Q1.20. Was the explanation given in a sensitive way?

 Yes

 Somewhat, but it could have been given more sensitively

 No

 Cannot remember

Q1.21. Did someone explain that a multidisciplinary 
team had reviewed your case?

 Yes  No  Don’t know

Q1.22. Have you received all of your care and treatment 
at the same hospital?

 Yes, I was diagnosed and treated at the same hospital

 No, I received my treatment at another hospital

If yes, please go to Q1.24

Q1.23. If you were referred to another hospital for 
treatment, has all your treatment continued there?

 Yes

 No, I have returned to the hospital where I was diagnosed

 No, I have shared care between the hospitals

Q1.24. Was written information provided about 
treatment and side effects of treatments given to or 
shared with you?

 Yes, at the hospital where I was diagnosed

  Yes, at the hospital where I received my treatment (if 
these are not the same)

 No

 Don’t know

 Can’t remember
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Q1.25. Were the appointments with your hospital 
doctor/team frequent enough?

 Yes    No

Q1.26. If you needed to arrange an outpatient 
appointment how easy was it?

 Very easy   Very difficult

 Fairly easy   Don’t know

 Not very easy   I can’t remember

Q1.27. Do you think that the doctors diagnosing 
mesothelioma knew enough about the condition and 
treatment?

 Yes

 Yes, to some extent

 No

Q1.28. Do you think that the doctors treating 
mesothelioma knew enough about the condition and 
treatment?

 Yes  

 Yes, to some extent

 No

Q1.29. When you have had CT scans, have you received 
the results in a timely manner?

 Yes    No

Q1.30. Did hospital doctors and nurses do everything 
they could to help control any breathlessness?

 I haven’t had this symptom

 Yes, they did

 Yes, to some extent

 No, they didn’t

Q1.31. Did hospital doctors and nurses do everything 
they could to help control any fatigue?

 I haven’t had this symptom

 Yes, they did

 Yes, to some extent

 No, they didn’t

Q1.32. Did hospital doctors and nurses do everything 
they could to help control any coughing?

 I haven’t had this symptom

 Yes, they did

 Yes, to some extent

 No, they didn’t

Q1.33. Did hospital doctors and nurses do everything 
they could to help control any pain?

 I haven’t had this symptom

 Yes, they did

 Yes, to some extent

 No, they didn’t

Q1.34. Did the doctors and the nurses give the person 
with mesothelioma and the family all the information 
needed to help care at home?

 Yes, definitely

 Yes, to some extent

 Yes, to the person with mesothelioma only

 No, family and friends were not involved

 Family or friends did not need the information

  They did not want the family or friends to be given the 
information

 Don’t know

 I can’t remember

 Not applicable at present

Q1.35. Was good support received from your GP in 
relation to your mesothelioma diagnosis?

 Yes definitely

 Yes, to some extent

 No

Q1.36. Were you informed of the name of the 
Mesothelioma UK Nurse, Nurse Specialist or  
other keyworker?

 Yes, Mesothelioma UK Nurse

 Yes, other Nurse Specialist

 Yes, other keyworker

 No

 Don’t know / I can’t remember

Q1.37. Were you informed of a Mesothelioma UK 
specifically funded nurse?

 Yes, my nurse specialist is a Mesothelioma UK Nurse

  Yes, I was informed by my Nurse Specialist, other 
keyworker

 No, I was not informed

 Don’t know / I can’t remember

Q1.38. How easy was it to contact your Mesothelioma 
UK Nurse, other Nurse Specialist or keyworker?

 Very easy

 Fairly easy

 Not very easy

 Very difficult

 Don’t know / I can’t remember

Q1.39. Does the Mesothelioma UK Nurse, other Clinical 
Nurse Specialist or keyworker answer important 
questions in an understandable way?

 Yes, completely

 Yes, to some extent

 No

 Don’t know / I can’t remember
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Q1.40. Were you given information about self-help 
groups or support groups for people with mesothelioma?

 Yes

 No

 Don’t know / I can’t remember

Q1.41. Have you attended a patient and carer support 
group?

 Yes (if yes, please go to Q1.43)

 No (if no, please go to Q1.42)

Q1.42. If no, would you like to have attended a patient 
and carer support group?

 Yes  Maybe  No

Q1.43. Was enough support provided at home (for 
example district nurses, carers, physiotherapists or 
occupational therapists)?

 Yes

 Yes, to some extent

 No

 No, support at home has not been needed

Q1.44. Was support received from a community 
palliative care nurse (for example a Macmillan Nurse or 
Marie Curie Nurse)?

 Yes

 Yes, to some extent

 No

 No, this support has not been needed

Q1.45. Was support received in relation to planning care 
towards the end of life?

 Yes

 No

 Didn’t want to discuss it

 Don’t know

 I can’t remember

 Not applicable at present

Q1.46. Overall have all the professionals involved in 
your diagnosis worked well together to provide the best 
possible care?

 Yes

 Yes, to some extent

 No

Q1.47. Overall have all the professionals involved in your 
treatment worked well together to provide the best 
possible care?

 Yes

 Yes, to some extent

 No

Q1.48. Has the person with mesothelioma, relative or 
friend ever been in contact with Mesothelioma UK via 
telephone, the helpline or email?

 Yes

 No

 Don’t know / I can’t remember

Q1.49. Were you given information about how to get 
financial help or benefits?

 Yes

 No

 Don’t know / I can’t remember

Q1.50. Have you been in contact with an asbestos 
support group?

 Yes

 No

 Don’t know / I can’t remember

Q1.51. Were you advised about how to contact a lawyer 
who specialises in claims for mesothelioma?

 Yes, at the time of my diagnosis

 Yes, after the time of my diagnosis

 No

 Don’t know / I can’t remember

Q1.52. Have clinical trials ever been discussed with you?

 Yes, at the time of my diagnosis

 Yes, during or after my treatment

 No

 Don’t know / I can’t remember

Q1.53. Have you ever been enrolled into a clinical trial?

 Yes (if yes, please go to Q1.54)

 No (if no, please go to Q1.56)

  Don’t know / I can’t remember (If don’t know, please go 
to Q1.56)

Q1.54. If you have been enrolled into a clinical trial were 
you given enough information?

 Yes

 No

 I can’t remember

Q1.55. If you have been enrolled into a clinical trial, can 
you say approximately how long your journey to the 
hospital for the trial or to receive treatment takes?

 less than 30 minutes  151-180 minutes

 31-60 minutes  181-210 minutes

 61-90 minutes   210-240 minutes

 91-120 minutes  more than 240 minutes

 121-150 minutes
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Q1.56. Regarding treatment for your Mesothelioma were 
you ever given information about obtaining a second 
opinion?

 Yes (if yes, please go to Q1.57)

 No (if no, please go to Q1.58)

 Don’t know (if don’t know, please go to Q1.58)

Q1.57. If you attended another hospital for a second 
opinion, can you say approximately how long it takes on 
each journey for a second opinion?

 less than 30 minutes  151-180 minutes

 31-60 minutes  181-210 minutes

 61-90 minutes   210-240 minutes

 91-120 minutes  more than 240 minutes

 121-150 minutes

Q1.58. Have you been able to claim cost of travel to 
the hospital where you obtained a second opinion or 
attended due to a clinical trial?

 Yes, from the trial itself

 Yes, from Mesothelioma UK

 Yes, from another source of funding

 No, I did not want to claim it

 Not applicable

Q1.59. Has the cost of travel insurance for holidays 
abroad ever been an issue for you?

 Yes  No

Q1.60. Have you or are you expecting to have to pay for 
any private treatment?

 Yes

  Yes and provision has been made for this as part of my 
legal claim

 No

 Don’t know

Did you know that deaths thought to be due to mesothelioma 
or other asbestos related diseases are regarded as ‘unnatural’ 
and must be referred to the local coroner (procurator fiscal in 
Scotland) who carries out an investigation?

Q1.61. Were you or a family member informed about the 
role of the coroner / procurator fiscal?

 Yes

 No

 Don’t know / I can’t remember

Section 2

Quality of Life Assessment Questionnaire
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Under each heading, please tick the ONE box that best describes your health TODAY

MOBILITY

I have no problems in walking about   

I have slight problems in walking about  

I have moderate problems in walking about 

I have severe problems in walking about 

I am unable to walk about 

SELF-CARE

I have no problems washing or dressing myself 

I have slight problems washing or dressing myself 

I have moderate problems washing or dressing myself 

I have severe problems washing or dressing myself 

I am unable to wash or dress myself 

USUAL ACTIVITIES 
(e.g. work, study, housework, family or leisure activities)

I have no problems doing my usual activities 

I have slight problems doing my usual activities 

I have moderate problems doing my usual activities 

I have severe problems doing my usual activities 

I am unable to do my usual activities 

PAIN / DISCOMFORT

I have no pain or discomfort 

I have slight pain or discomfort 

I have moderate pain or discomfort 

I have severe pain or discomfort 

I have extreme pain or discomfort 

ANXIETY / DEPRESSION

I am not anxious or depressed 

I am slightly anxious or depressed 

I am moderately anxious or depressed 

I am severely anxious or depressed 

I am extremely anxious or depressed 

© 2009 EuroQol Research Foundation. EQ-5D™ is a trade mark of the EuroQol Research Foundation. UK (English) v1.1
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Your health today = 

The best health 
you can imagine

The worst health 
you can imagine

100

95

90

85

80

75

70

65

60

55

50

45

40

35

30

25

20

15

10

5

0

© 2009 EuroQol Research Foundation. EQ-5D™ is a trade mark of the EuroQol Research Foundation. UK (English) v1.1

•  We would like to know how good or bad your health is TODAY

•  This scale is numbered from 0 to 100.

•  100 means the best health you can imagine. 0 means the 
worst health you can imagine.

•  Mark an X on the scale to indicate how your health is TODAY.

•   Now, please write the number you marked on the scale in 
the box.
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Section 3

Clinical Management of Mesothelioma.  
(To be validated with a clinical nurse)

Q3.1. What was the location of your tumour at 
diagnosis?

Tick as many as apply

 Left Pleural

 Right Pleural

 Peritoneal

 More than one place

 Other

Q3.2. What type of Mesothelioma do you have?

 Epithelioid

 Sarcomatoid

 Mixed/Biphasic

 Unspecified

  Don’t know (To be validated by the nurse and classified to 
one of the above)

Q3.3. What was the stage of tumour at diagnosis?

 Suitable for surgery

 Unsuitable for surgery

 Suitable for surgery but I declined

 Not staged

 Don’t know (nurse to fill in one of above)

Q3.4 Which of the following procedures have you 
previously undergone?

Tick as many as apply

 CT scan (please go to Q3.5)

 Ultrasound scan

 PET scan

 MRI scan

 CT guided biopsy

 Bronchoscopy 

 Laparoscopy

 Fluid drained from the lung (please go to Q3.6)

 Fluid drained from the abdomen

 Permanent or indwelling drain (Pleurx/Rocket)

 Thoracoscopy with local anaesthetic, ie awake

 Thoracoscopy with general anaesthetic/asleep

 Surgical biopsy

 Ultrasound guided biopsy

Q3.5. Within the last year how many CT scans have you 
received?

 0   3-4

 1-2   5+

If you had fluid drained from the lung

Q3.6. How many times in total have you had fluid 
drained from the lung?

 0  3

 1  4

 2  5+

Q3.7. Were you offered a permanent or indwelling drain?

 Yes  No  Don’t know

Q3.8. Which of the following (either in or out of a clinical 
trial) have you been offered but not taken?

Tick as many as apply

 Surgery

 Radiotherapy

 Chemotherapy

 Immunotherapy

 Targeted Therapy

 None

Q3.9. Which of the following (either in or out of a clinical 
trial) have you received to date?

Tick as many as apply

 Surgery (please go to Q3.10)

 Radiotherapy (please go to Q3.18)

 Chemotherapy (please go to Q3.26)

 Immunotherapy (please go to Q3.26)

 Targeted Therapy

 None

  Surgical investigative biopsy (general anaesthetic/asleep) 
(please go to Q3.10)

If you are currently or have previously received 
surgery for your mesothelioma can you provide the 
month and year when you received this treatment 
and what was it for? Q3.10 – Q3.17

Complete as many as apply

Q3.10. First surgical date

Please write 1st of month and year

Q3.11. What was it for?

Tick as many as apply

 Biopsy

 Biopsy and drain fluid combined

 Drain fluid

 Remove some of the tumour

 Remove all of the tumour

 Address complications of surgery

 Other
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Q3.12. Have you had a second surgery?

 Yes  No

Q3.13. Second surgical date

Please write 1st of month and year

Q3.14. What was it for?

Tick as many as apply

 Biopsy

 Biopsy and drain fluid combined

 Drain fluid

 Remove some of the tumour

 Remove all of the tumour

 Address complications of surgery

 Other

Q3.15. Have you had a third surgery?

 Yes  No

Q3.16. Third surgical date

Please write 1st of month and year

Q3.17. What was it for?

Tick as many as apply

 Biopsy

 Biopsy and drain fluid combined

 Drain fluid

 Remove some of the tumour

 Remove all of the tumour

 Address complications of surgery

 Other

If you are currently or have previously received 
radiotherapy for your mesothelioma can you provide 
the month and year when you received this treatment 
and what was it for? Q3.18 – Q3.25

Complete as many as apply

Q3.18. First course of radiotherapy

Please write 1st of month and year

Q3.19. What was it for?

Tick as many as apply

 To prevent tumour from spreading

 To reduce a lump

 To treat area/s of disease growth

 To treat an area of disease causing pain

Q3.20. Have you had a second course of radiotherapy?

 Yes  No

Q3.21. Second course of radiotherapy

Please write 1st of month and year

Q3.22. What was it for?

Tick as many as apply

 To prevent tumour from spreading

 To reduce a lump

 To treat area/s of disease growth

 To treat an area of disease causing pain

Q3.23. Have you had a third course of radiotherapy?

 Yes  No

Q3.24. Third course of radiotherapy

Please write 1st of month and year

Q3.25. What was it for?

Tick as many as apply

 To prevent tumour from spreading

 To reduce a lump

 To treat area/s of disease growth

 To treat an area of disease causing pain

If you are currently receiving or have previously 
chemotherapy or immunotherapy for your 
mesothelioma can you provide the following 
information. Q3.26–Q3.41

Q3.26. First line of chemotherapy/immunotherapy

Please write 1st of month and year

Q3.27. Was this as part of a Clinical Trial?

 Yes  No
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Q3.28. What was the treatment?

 Pemetrexed and Cisplatin

 Pemetrexed and Carboplatin

 Pemetrexed as a single drug

 Pemetrexed, Cisplatin and Bevacizumab (Avastin)

 Pemetrexed, Carboplatin and Bevacizumab (Avastin)

 Bevacizumab (Avastin) as a single drug

 Gemcitabine and Cisplatin

 Gemcitabine and Carboplatin

 Vinorelbine

 Any other drugs in a clinical trial

 Any other drugs not in a clinical trial

 Immunotherapy

Q3.29. How many cycles did you complete?

 1   5

 2   6

 3   Still receiving it

 4

Q3.30. Did you continue on maintenance treatment?

 Yes  No

Q3.31. Did you have a second line of chemotherapy/
immunotherapy?

 Yes  No

Q3.32. Second line of chemotherapy/immunotherapy

Please write 1st of month and year

Q3.33. Was this as part of a Clinical Trial?

 Yes  No

Q3.34. What was the treatment?

 Pemetrexed and Cisplatin

 Pemetrexed and Carboplatin

 Pemetrexed as a single drug

 Pemetrexed, Cisplatin and Bevacizumab (Avastin)

 Pemetrexed, Carboplatin and Bevacizumab (Avastin)

 Bevacizumab (Avastin) as a single drug

 Gemcitabine and Cisplatin

 Gemcitabine and Carboplatin

 Vinorelbine

 Any other drugs in a clinical trial

 Any other drugs not in a clinical trial

 Immunotherapy

Q3.35. How many cycles did you complete?

 1   5

 2   6

 3   Still receiving it

 4

Q3.36. Did you continue on maintenance treatment?

 Yes  No

Q3.37. Did you have a third course of chemotherapy?

 Yes  No

Q3.38. Third line of chemotherapy/immunotherapy

Please write 1st of month and year

Q3.39. Was this as part of a Clinical Trial?

 Yes  No

Q3.40. What was the treatment?

 Pemetrexed and Cisplatin

 Pemetrexed and Carboplatin

 Pemetrexed as a single drug

 Pemetrexed, Cisplatin and Bevacizumab (Avastin)

 Pemetrexed, Carboplatin and Bevacizumab (Avastin)

 Bevacizumab (Avastin) as a single drug

 Gemcitabine and Cisplatin

 Gemcitabine and Carboplatin

 Vinorelbine

 Any other drugs in a clinical trial

 Any other drugs not in a clinical trial

 Immunotherapy

Q3.41. How many cycles did you complete?

 1   5

 2   6

 3   Still receiving it

 4

Q3.42. Did you continue on maintenance treatment?

 Yes  No

Q3.43. At this current moment in time what of the 
following best describes you?

  I have had surgery but no other treatment and my 
disease is stable

  I have never received any treatment and my disease is 
stable 

  I have never received any treatment and my disease is 
active/progressing 

  I am waiting to start my first line of chemotherapy/
immunotherapy

  I am currently receiving first line chemotherapy/
immunotherapy

  I have previously received first line chemotherapy/
immunotherapy once and my disease is stable

  I have previously received first line chemotherapy/
immunotherapy once, but my disease is active/
progressing
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  I am currently receiving second line chemotherapy/
immunotherapy/targeted therapy

  I have completed first and second line chemotherapy/
immunotherapy/targeted therapy and my disease is stable 

  I have completed first and second line chemotherapy/
immunotherapy/targeted therapy and my disease is 
active/progressing

  I have completed third line chemotherapy/
immunotherapy/targeted therapy and my disease is stable

  I have completed third line chemotherapy/
immunotherapy/targeted therapy and my disease is 
progressing

Q3.44. Do you know your current performance status, 
(known as ECOG), which is scored on a scale of 0 to 4?

 Yes (if yes, please go to Q3.45)

 No (if no, please go to Q3.46)

Q3.45. What is the status score that has been  
given to you?

  0: Fully active, able to carry on all pre-disease performance 
without restriction

  1: Restricted in physically strenuous activity but 
ambulatory and able to carry out work of a light or 
sedentary nature e.g. light housework, office.

  2: Ambulatory and capable of all selfcare but unable to 
carry out any work activities. Up and about more then 
50% of waking hours.

  3: Capable of only limited selfcare, confined to bed or chair 
for 50% of waking hours.

  4: Completely disabled. Cannot carry out any selfcare. 
Totally confined to bed or chair.

Q3.46. Your Mesothelioma Nurse will tick the 
performance score on your behalf

  0: Fully active, able to carry on all pre-disease performance 
without restriction

  1: Restricted in physically strenuous activity but 
ambulatory and able to carry out work of a light or 
sedentary nature e.g. light housework, office.

  2: Ambulatory and capable of all selfcare but unable to 
carry out any work activities. Up and about more then 
50% of waking hours.

  3: Capable of only limited selfcare, confined to bed or chair 
for 50% of waking hours.

  4: Completely disabled. Cannot carry out any selfcare. 
Totally confined to bed or chair.

If you have any further comments you would  
like to share please email Mesothelioma UK at  
info@mesothelioma.uk.com

Q3.47. Name of MESO Nurse

  to be supplied by MESO UK

  Unknown

Q3.48. Please enter your unique patient identifier

Q3.49. Name of hospital

You have now completed this questionnaire.

Please confirm if Section 3 has been validated by the 
Meso UK nurse

  Yes

  No, to be validated later
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MORE is Mesothelioma UK’s second patient experience survey. 
Responses from 503 patients from across the UK were included 
in the final analysis. The survey highlights confidence and 
satisfaction across many areas but it has also revealed a number 
of interesting findings that Mesothelioma UK hopes to address 
over the coming months and years.

58%
were aged over 70

32% were 
aged over 

60 – 70

10% were 
under 60*

81% of 
responders 
were male

Mesothelioma Outcomes, 
Research and Experience 
Survey (MORE) –  
Responders

* 19 were aged 50 or under, 9 were 40 and under, 4 were 30 and under.

662
questionnaires  
were distributed
and 

510  
were returned
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8% had a peritoneal tumour

1% had a tumour in more than one place

53% 38%

Had a right 
pleural tumour Had a left  

pleural tumour

78%
epithelioid  

mesothelioma

5%
sarcomatoid  

mesothelioma

8%
mixed/biphasic 
mesothelioma

8%
unspecified  

mesothelioma

90.4%
were from England 
(and the Cancer Alliances)

6.4%
were from Scotland

3.2%
were from Wales
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Occupation and exposure

40% were in other 
occupations some not usually 

associated with asbestos 
(doctor/teacher/nurse/

secretarial)

38% identified a 
construction occupation 

as responsible for 
asbestos exposure

15% had served in  
the armed forces

66% stated their 
occupation at the  
time of exposure
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31% had shared care  
between different hospitals

26% attended hospital  
in excess of 20 times over  

the last year

10% had attended  
another hospital for a  

second opinion

64%
had three or more CT 
scans in the last year

9% visited their GP five or more times before 
being referred to hospital for further tests

9% had been admitted to hospital  
five or more times in the last year
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Managing 
Symptoms

62% experienced  
pain

64% experienced 
breathlessness

41% experienced  
a cough

64% experienced  
fatigue
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were offered an 
indwelling drain 
and 18% had one

32%

Nearly all were given help  
to control pain (99%)  

and breathlessness (93%)

Responders felt not  
everything was done to  

help control fatigue (16%)  
and cough (21%)

16% of the 367 people that needed fluid 
drainage had this done five or more times
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Communication 
and Support

40%
reported that the cost of travel 
insurance had been an issue

27% were informed about 
the role of the coroner/

procurator fiscal

27% felt their diagnosis 
could have been given 

more sensitively

23% are expecting to  
have to pay for private 

treatment

46



9% had radiotherapy

11% had immunotherapy

34% had been enrolled  
in a clinical trial

17% of responders had  
a surgical resection aimed  
at removing some or all of  

the tumour

71% had clinical trials 
discussed with them

77% had chemotherapy

11% of those who received systemic 
anti-cancer treatment went on to 
have at least three lines of treatment
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Appendix 2. - 
Results Tables
Section 1 Response Tables
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Q1.2. How old are you now? 
Labels Frequency Valid %
19-25 1 0.20%
26-30 3 0.60%
31-35 3 0.60%
36-40 2 0.40%
41-45 6 1.20%
46-50 4 0.80%
51-55 11 2.20%
56-60 22 4.40%
61-65 60 12.00%
66-70 101 20.10%
70+ 289 57.60%
No response 1
Total 503

Q1.3. What is your gender?
Labels Frequency Valid %
Female 97 19.40%
Male 403 80.60%
No response 3
Total 503

Q1.4. From your memory were you ever exposed to asbestos?
Labels Frequency Valid %
Yes, through my own work 338 68.60%
Yes, through another person’s work e.g. laundering clothing 34 6.90%
Yes, my house contained asbestos e.g. whilst undertaking DIY 3 0.60%
Yes, by living near to the asbestos industry 4 0.80%
Don’t know 114 23.10%
No response 10
Total 503

Q1.5. If exposed at work what was your occupation at the time?
Labels Frequency Valid %
Doctor 1 0.30%
Nurse 3 0.90%
Lagger 9 2.70%
Teacher 11 3.30%
Builder 16 4.80%
Electrician 30 9.00%
Joiner or carpenter 53 16.00%
Engineer 61 18.40%
Other 110 33.10%
No response 171
Total 503
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Q1.6. Is there a history of mesothelioma in your family?

Labels Frequency Valid %

Yes 14 2.80%

No 471 94.00%

Don’t know 16 3.20%

No response 2

Total 503

Q1.7. Since being diagnosed with mesothelioma were you ever helped to identify where the 
asbestos exposure may have occurred?

Labels Frequency Valid %

Yes 365 74.60%

No 124 25.40%

No response 14

Total 503

Q1.8. Have you ever been a member of the armed forces?

Labels Frequency Valid %

Yes 74 14.90%

No 422 85.10%

No response 7

Total 503

Q1.9. If you have been a member of the armed forces, which service?

Labels Frequency Valid %

Royal Navy 15 20.30%

Royal Airforce 19 25.70%

Army 39 52.70%

Other 1 1.40%

No response 0

Total 74

Q1.10. If you have been a member of the armed forces what was your length of service?

Labels Frequency Valid %

Less than 5 years 45 60.80%

5-10 years 11 14.90%

10-15 years 6 8.10%

15-20 years 4 5.40%

More than 20 years 8 10.80%

No response 0

Total 74
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Q1.11. To the best of your ability, can you recall the approximate date when you first experienced 
symptoms to your mesothelioma?

Labels Frequency Valid %

Yes 411 84.40%

No 76 15.60%

No response 16

Total 503

Q1.14. Can you remember approximately how many times did you present to your GP with 
symptoms related to mesothelioma before being referred to the hospital for further tests?

Labels Frequency Valid %

1-Feb 265 53.40%

3-Apr 77 15.50%

5+ 44 8.90%

Don’t know 19 3.80%

None 91 18.30%

No response 7

Total 503

Q1.15. In the last year, related to your mesothelioma how many outpatient visits have you 
attended – i.e. in total hospital visits, clinical appointments, scans, tests or treatment?

Labels Frequency Valid %

Don’t know 13 2.60%

None 4 0.80%

1-May 83 16.70%

6-Oct 113 22.80%

Nov-15 91 18.30%

16-20 63 12.70%

20+ 129 26.00%

No response 7

Total 503

Q1.16. In the last year how many hospital admissions have you had relating to mesothelioma?

Labels Frequency Valid %

1-Feb 265 53.40%

3-Apr 77 15.50%

5+ 44 8.90%

Don’t know 19 3.80%

None 91 18.30%

No response 7

Total 503
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Q1.17. In the last year how, many nights have you had to spend in hospital related to  
your mesothelioma?

Labels Frequency Valid %

1-May 154 30.90%

6-Oct 59 11.80%

Nov-15 23 4.60%

16-20 20 4.00%

20+ 26 5.20%

Don’t know 4 0.80%

None 213 42.70%

No response 4

Total 503

Q1.18. Who was it that first told you about your mesothelioma diagnosis?

Labels Frequency Valid %

Nobody, I/we worked it out for ourselves 1 0.20%

Relative or a friend 1 0.20%

Someone else 3 0.60%

GP 11 2.20%

Other nurse specialist 13 2.60%

Hospital doctor 447 89.60%

No response 4

Total 503

Q1.19. Was the explanation of the mesothelioma diagnosis given in an understandable way?

Labels Frequency Valid %

Yes, to some extent 177 35.20%

Yes, completely 306 60.80%

Don’t know 1 0.20%

No 19 3.80%

No response 0

Total 503

Q1.20. Was the explanation given in a sensitive way?

Labels Frequency Valid %

No 45 9.00%

Yes 362 72.30%

Cannot remember 4 0.80%

No response 2

Total 503
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Q1.21. Did someone explain that a multidisciplinary team had reviewed your case?

Labels Frequency Valid %

Yes 276 55.80%

No 114 23.00%

Don’t know 105 21.20%

No response 8

Total 503

Q1.22. Have you received all of your care and treatment at the same hospital?

Labels Frequency Valid %

Yes, I was diagnosed and treated at the same hospital 200 40.30%

No, I received my treatment at another hospital 296 59.70%

No response 7

Total 503

Q1.23. If you were referred to another hospital for treatment, has all your treatment  
continued there?

Labels Frequency Valid %

Yes 135 46.90%

No, I have returned to the hospital where I was diagnosed 64 22.20%

No, I have shared care between the hospitals 89 30.90%

No response 215

Total 503

Q1.24. Was written information provided about treatment and side effects of treatment given to 
or shared with you?

Labels Frequency Valid %

Yes, at the hospital where I received my treatment (if these are not the same) 157 31.90%

Yes, at the hospital where I was diagnosed 309 62.80%

No 17 3.50%

Can’t remember 4 0.80%

Don’t know 5 1.00%

No response 11

Total 503

Q1.25. Were the appointments with your hospital doctor/team frequent enough?

Labels Frequency Valid %

Yes 474 94.80%

No 26 5.20%

No response 3

Total 503
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Q1.26. If you needed to arrange an outpatient appointment how easy was it?

Labels Frequency Valid %

Very difficult 5 1.00%

Not very easy 15 3.10%

Fairly easy 158 32.60%

Very easy 259 53.40%

Don’t know 42 8.70%

I can’t remember 6 1.20%

No response 18

Total 503

Q1.27. Do you think that the doctors diagnosing mesothelioma knew enough about the condition 
& treatment?

Labels Frequency Valid %

Yes 373 74.30%

Yes, to some extent 96 19.10%

No 33 6.60%

No response 1

Total 503

Q1.28. Do you think that the doctors treating mesothelioma knew enough about the condition & 
treatment?

Labels Frequency Valid %

Yes 428 85.40%

Yes, to some extent 65 13.00%

No 8 1.60%

No response 2

Total 503

Q1.29. When you have had CT scans, have you received the results in a timely manner?

Labels Frequency Valid %

Yes 440 88.50%

No 57 11.50%

No response 6

Total 503

54



Q1.30. Did hospital doctors and nurses do everything they could to help control  
any breathlessness?

Labels Frequency Valid %

Yes, to some extent 79 15.80%

Yes, they did 216 43.30%

I haven’t had this symptom 181 36.30%

No, they didn’t 23 4.60%

No response 4

Total 503

Q1.31. Did hospital doctors and nurses do everything they could to help control any fatigue?

Labels Frequency Valid %

Yes, to some extent 99 19.80%

Yes, they did 169 33.90%

I haven’t had this symptom 180 36.10%

No, they didn’t 51 10.20%

No response 4

Total 503

Q1.32. Did hospital doctors and nurses do everything they could to help control any coughing?

Labels Frequency Valid %

Yes, to some extent 55 11.10%

Yes, they did 107 21.50%

I haven’t had this symptom 293 59.00%

No, they didn’t 42 8.50%

No response 6

Total 503

Q1.33. Did hospital doctors and nurses do everything they could to help control my pain?

Labels Frequency Valid %

Yes, to some extent 63 12.70%

Yes, they did 241 48.50%

I haven’t had this symptom 191 38.40%

No, they didn’t 4 0.80%

No response 4

Total 503
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Q1.34. Did the doctors and the nurses give the person with mesothelioma and the family all the 
information needed to help care at home?

Labels Frequency Valid %

Yes, definitely 258 52.40%

Yes, to the person with mesothelioma only 12 2.40%

Yes, to some extent 89 18.10%

No, family and friends were not involved 10 2.00%

They did not want the family or friends to be given the information 2 0.40%

Family or friends did not need the information 5 1.00%

Not applicable at present 110 22.40%

I can’t remember 4 0.80%

Don’t know 2 0.40%

No response 11

Total 503

Q1.35. Was good support received from your GP in relation to your mesothelioma diagnosis?

Labels Frequency Valid %

Yes definitely 221 44.90%

Yes, to some extent 149 30.30%

No 122 24.80%

No response 11

Total 503

Q1.36. Were you informed of the name of the Mesothelioma UK Nurse, Nurse Specialist or  
other keyworker?

Labels Frequency Valid %

Yes, other keyworker 8 1.60%

Yes, other Nurse Specialist 97 19.70%

Yes, Mesothelioma UK Nurse 352 71.50%

No 26 5.30%

Don’t know / I can’t remember 9 1.80%

No response 11

Total 503

Q1.37. Were you informed of a Mesothelioma UK specifically funded nurse?

Labels Frequency Valid %

Yes, my nurse specialist is a Mesothelioma UK Nurse 297 60.00%

Yes, I was informed by my Nurse Specialist, other keyworker 49 9.90%

No, I was not informed 108 21.80%

Don’t know / I can’t remember 41 8.30%

No response 8

Total 503
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Q1.38. How easy was it to contact your Mesothelioma UK Nurse, other Nurse Specialist  
or keyworker?

Labels Frequency Valid %

Very easy 324 66.00%

Fairly easy 120 24.40%

Not very easy 20 4.10%

Very difficult 5 1.00%

Don’t know / I can’t remember 22 4.50%

No response 12

Total 503

Q1.39. Does the Mesothelioma UK Nurse, other Clinical Nurse Specialist or keyworker answer 
important questions in an understandable way?

Labels Frequency Valid %

Yes, completely 420 84.80%

Yes, to some extent 50 10.10%

No 11 2.20%

Don’t know / I can’t remember 14 2.80%

No response 8

Total 503

Q1.40. Were you given information about self-help groups or support groups for people  
with mesothelioma?

Labels Frequency Valid %

Yes 430 86.00%

No 50 10.00%

Don’t know / I can’t remember 20 4.00%

No response 3

Total 503

Q1.41. Have you attended a patient and carer support group?

Labels Frequency Valid %

Yes 181 36.20%

No 319 63.80%

No response 3

Total 503
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Q1.42. If no, would you like to have attended a patient and carer support groups?

Labels Frequency Valid %

Yes 33 10.50%

Maybe 135 43.00%

No 146 46.50%

No response 5

Total 319

Q1.43. Was enough support provided at home (for example district nurses, carers, physio or 
occupational therapists?

Labels Frequency Valid %

Yes 135 27.10%

Yes, to some extent 48 9.60%

No 26 5.20%

No, support at home has not been needed 289 58.00%

No response 5

Total 503

Q1.44. Was support received from a community palliative care nurse (for example a Macmillan 
Nurse or Marie Curie Nurse)?

Labels Frequency Valid %

Yes 104 20.90%

Yes, to some extent 30 6.00%

No 49 9.80%

No, support at home has not been needed 315 63.30%

No response 5

Total 503

Q1.45. Was support received in relation to planning care towards the end of life?

Labels Frequency Valid %

Yes 43 8.70%

No 50 10.10%

Did not want to discuss it 33 6.60%

I can’t remember 3 0.60%

Not applicable at present 365 73.40%

Don’t know 3 0.60%

No response 6

Total 503
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Q1.46. Overall have all the professionals involved in your diagnosis worked well together to 
provide the best possible care?

Labels Frequency Valid %

Yes 396 79.40%

Yes, to some extent 86 17.20%

No 17 3.40%

No response 4

Total 503

Q1.47. Overall have all the professionals involved in your treatment worked well together to 
provide the best possible care?

Labels Frequency Valid %

Yes 415 83.70%

Yes, to some extent 72 14.50%

No 9 1.80%

No response 7

Total 503

Q1.48. Has the person with mesothelioma, relative or friend ever been in contact with 
Mesothelioma UK via telephone, helpline or email?

Labels Frequency Valid %

Yes 172 34.50%

No 309 62.00%

Don’t know / Can’t remember 17 3.40%

No response 5

Total 503

Q1.49. Were you given information about how to get financial help or benefits?

Labels Frequency Valid %

Yes 476 94.80%

No 24 4.80%

Don’t know / Can’t remember 2 0.40%

No response 1

Total 503
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Q1.50. Have you been in contact with an asbestos support group?

Labels Frequency Valid %

Yes 294 58.90%

No 197 39.50%

Don’t know / Can’t remember 8 1.60%

No response 4

Total 503

Q1.51. Were you advised about how to contact a lawyer who specialises in claims 
 for mesothelioma?

Labels Frequency Valid %

Yes, after the time of my diagnosis 182 36.30%

Yes, at the time of my diagnosis 293 58.40%

No 21 4.20%

Don’t know / I can’t remember 6

No response 1

Total 503

Q1.52. Have clinical trials ever been discussed with you?

Labels Frequency Valid %

Yes, at the time of my diagnosis 214 42.90%

Yes, during or after my treatment 144 28.90%

No 132 26.50%

Don’t know / I can’t remember 9

No response 4

Total 503

Q1.53. Have you ever been enrolled into a clinical trial?

Labels Frequency Valid %

Yes 171 34.30%

No 319 63.90%

Don’t know / I can’t remember 9 1.80%

No response 4

Total 503

Q1.54. If you were enrolled in a clinical trial were you given enough information?

Labels Frequency Valid %

Yes 165 97.10%

No 5 2.90%

No response 1

Total 171
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Q1.55. If you have been enrolled into a clinical trial, can you say approx. how long your journey to 
the hospital for the trial or to receive treatment takes?

Labels Frequency Valid %

more than 240 minutes 7 4.20%

210-240 minutes 4 2.40%

181-210 minutes 7 4.20%

151-180 minutes 7 4.20%

121-150 minutes 11 6.60%

91-120 minutes 21 12.60%

61-90 minutes 34 20.40%

31-60 minutes 55 32.90%

less than 30 minutes 21 12.60%

No response 4

Total 171

Q1.56. Regarding treatment for your Mesothelioma were you ever given information about 
obtaining a second opinion?

Labels Frequency Valid %

Yes 65 13.00%

No 402 80.40%

Don’t know / I can’t remember 33 6.60%

No response 3

Total 503

Q1.57. If you attended another hospital for a second opinion, can you say approx. how long it takes 
on each journey for a second opinion?

Labels Frequency Valid %

more than 240 minutes 3 6.30%

210-240 minutes 3 6.30%

181-210 minutes 3 6.30%

151-180 minutes 5 10.40%

121-150 minutes 5 10.40%

91-120 minutes 8 16.70%

61-90 minutes 15 31.30%

31-60 minutes 6 12.50%

No response 0

Total 48
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Q1.58. Have you been able to claim cost of travel to the hospital where you obtained a second 
opinion or attended due to a clinical trial?

Labels Frequency Valid %

Yes, from another source of funding 24 5.30%

Yes, from Mesothelioma UK 14 3.10%

Yes, from the trial itself 36 7.90%

No, I did not want to claim it 78 17.20%

Not applicable 301 66.40%

No response 50

Total 503

Q1.59. Has the cost of travel insurance for holidays abroad ever been an issue for you?

Labels Frequency Valid %

Yes 191 39.80%

No 289 60.20%

No response 23

Total 503

Q1.60. Have you or are you expecting to have to pay for any private treatment?

Labels Frequency Valid %

Yes 48 9.70%

Yes, and provision has been made for this as part of my legal claim 68 13.70%

No 287 58.00%

Don’t know 92 18.60%

No response 8

Total 503

Q1.61. Were you or a family member informed about the role of the coroner / procurator fiscal?

Labels Frequency Valid %

Yes 136 27.40%

No 329 66.20%

Don’t know / I can’t remember 32 6.40%

No response 6

Total 503
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Appendix 2. - 
Results Tables
Section 3 Response Tables
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Q3.1. What was the location of your tumour at diagnosis? 

Labels Frequency Valid %

Right Pleural 266 52.90%

Left Pleural 190 37.80%

Peritoneal 39 7.70%

More than one place 5 1.00%

Other 3 0.00%

No response 0

Total 503

Q3.2. What type of mesothelioma do you have?

Labels Frequency Valid %

Epithelioid 395 78.50%

Mixed/Biphasic 40 8.00%

Sarcomatoid 26 5.20%

Unspecified 42 8.30%

No response 0

Total 503

456 (72%) of responders had pleural mesothelioma and 39 (4%) had peritoneal mesothelioma. The majority 395 (78%) 
had epithelioid subtype with 40 (8%) having mixed/biphasic and 26 (5%) sarcomatoid. 42 (8%) did not specify which sub-
type they had or if this was known. 

Q3.3. What was the stage of tumour at diagnosis?

Labels Frequency Valid %

Suitable for surgery 155 30.80%

Unsuitable for surgery 239 47.50%

Suitable for surgery but I declined 60 11.90%

Not staged 49 9.70%

Don’t know (nurse to fill in one of the above) 0 0%

No response 0 0%

Total 503
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Q3.4. Which of the following procedures have you previously undergone?

Labels Frequency Valid %
CT Scan 503 100.00%
Fluid drained from the lung 369 73.40%
Bronchoscopy 190 37.80%
Surgical biopsy 183 36.40%
Ultrasound scan 179 35.60%
Thoracoscopy with local anaesthetic, ie awake 130 25.80%
Thoracoscopy with general anaesthetic/asleep 105 20.90%
CT guided scan 100 19.90%
PET scan 99 19.70%
MRI Scan 87 17.30%
Permanent or indwelling drain (Pleurx/Rocket) 67 13.30%
Ultrasound guided biopsy 32 6.40%
Laparoscopy 19 3.80%
No response 0
Total 503

Investigations: All patients had undergone a CT scan 503 (100%) and 114 (23%) had more than 5 in the last year. 209 
(42%) had between 3-4 CT scans in the last year, 167 (33%) between 1-2 and 13 responders hadn’t had any CT scans 
in the last year. 369 (73%) of responders had fluid drained from their lung, 190 (38%) had a bronchoscopy, 183 (36%) a 
surgical biopsy, 130 (26%) a medical thoracoscopy without a general anaesthetic and 105 (21%) had a surgical thoraco-
scopy with a general anaesthetic. 99 (20%) of responders had a PET scan and 87 (17%) an MRI scan. 67 (13%) or had a 
permanent of indwelling drain.

Q3.5. Within the last year how many CT scans have you received?

Labels Frequency Valid %

5+ 114 22.70%

3-Apr 209 41.60%

1-Feb 167 33.20%

0 13 2.60%

No response 0

Total 503

Q3.6. How many times in total have you had fluid drained from your lungs? 

Labels Frequency Valid %

0 2 0.50%

1 157 42.50%

2 112 30.40%

3 35 9.50%

4 5 1.40%

5+ 58 15.70%

No response 134

Total 503

Most responders who required fluid to be drained from their lungs had the procedure performed 1 (157/42%) or 2 
(112/30%) times. 58 (16%) responders had fluid drained 5 times or more in the last year. Of those (369) who responded 
about management of pleural fluid 116(31%) were offered a permanent indwelling drain. 
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Q3.7. Were you offered a permanent indwelling drain?

Labels Frequency Valid %

Yes 116 31.40%

No 240 65.00%

Don’t Know 13 3.50%

No response 0

Total 369

Q3.8. Which of the following, (either in or out of a clinical trial), have you offered but not taken? (Tick as many as apply)

Labels Frequency Valid %

Targeted therapy 3 0.60%

Radiotherapy 3 0.60%

Immunotherapy 9 1.80%

Chemotherapy 62 12.33%

Surgery 83 16.50%

None 367 72.96%

No response 0

Total 503

When asked about treatments offered but not taken 62 (12%) of responders had been offered chemotherapy but not 
taken and 83 (16%) had been offered surgery but not taken it. In terms of the range of treatments that had been ac-
cessed by all responders 9 

Q3.9. Which of the following, (either in or out of a clinical trial), have you received to date? (Tick as 
many as apply)

Labels Frequency Valid %

Targeted therapy 9 1.80%

Radiotherapy 46 9.10%

Immunotherapy 55 10.90%

Surgery 83 16.50%

Surgical investigative Biopsy 199 39.60%

Chemotherapy 382 75.90%

None 43 8.50%

No response 0

Total 503

If you are currently or are having received SURGERY for your mesothelioma: 282, (56%) of patients have received first 
line surgery
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Q3.11. What was your first surgery for? (Tick as many as apply)

Labels Frequency Valid %

Biopsy and drain fluid combined 162 56.40%

Biopsy 59 20.60%

Remove all the tumour 36 12.50%

Remove some of the tumour 12 4.20%

Drain Fluid 12 4.20%

Address complications of surgery 0 0.00%

Other 6 2.10%

No response 0

Total 282

Q3.12. Have. you had a second surgery?

Labels Frequency Valid %

Yes 63 23.20%

No 208 76.80%

No response 11

Total 282

Q3.14. What was your second surgery for? (Tick as many as apply)

Labels Frequency Valid %

Remove all the tumour 17 26.20%

Biopsy 13 20.00%

Biopsy and drain fluid combined 11 16.90%

Remove some of the tumour 10 15.40%

Drain Fluid 9 13.80%

Address complications of surgery 1 1.50%

Other 4 6.20%

No response 0

Total 63

Q3.15. Have. you had a third surgery? 

Labels Frequency Valid %

Yes 22 34.90%

No 41 65.10%

No response 0

Total 63
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Q3.17. What was your third surgery for? (Tick as may as apply)

Labels Frequency Valid %

Remove all the tumour 9 40.90%

Drain Fluid 6 27.20%

Biopsy 4 18.80%

Biopsy and drain fluid combined 2 9.10%

Address complications of surgery 2 9.10%

Remove some of the tumour 0 0.00%

Other 1 4.50%

No response 0

Total 22

If you are currently or are having received RADIOTHERAPY for your mesothelioma:
46, (9%), of patients have received first line radiotherapy

Q3.19. What was your first radiotherapy for? (Tick as many as apply)

Labels Frequency Valid %

To treat area/s of disease growth 10 21.70%

To prevent tumour from spreading 12 26.10%

To reduce lump 15 32.60%

To treat an area of disease causing pain 18 39.10%

No response 0

Total 46

Q3.20. Have. you had a second radiotherapy? 

Labels Frequency Valid %

Yes 5 10.90%

No 41 89.10%

No response 0

Total 46

Q3.22. What was your third radiotherapy for? (Tick as may as apply)

Labels Frequency Valid %

To prevent tumour from spreading 2 40.00%

To treat area/s of disease growth 2 40.00%

To treat an area of disease causing pain 2 40.00%

To reduce lump 0 0.00%

No response

Total 5
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Q3.23. Have. you had a third radiotherapy? 

Labels Frequency Valid %

Yes 1 20.00%

No 4 80.00%

No response 0

Total 5

Q3.25. What was your third radiotherapy for? (Tick as many as apply)

Labels Frequency Valid %

To prevent tumour from spreading 1 20.00%

To treat area/s of disease growth 0 0.00%

To treat an area of disease causing pain 0 0.00%

To reduce lump 0 0.00%

No response 4

Total 5

If you are currently or are having received CHEMOTHERAPY/IMMUNOTHERAPY for your mesothelioma: 
387, (78%), of patients have received first line chemotherapy/immunotherapy

Q3.27. Was your first chemotherapy/immunotherapy part of a clinical trial?

Labels Frequency Valid %

Yes 84 21.70%

No 303 78.30%

No response 0

Total 387

Q3.28. What was the treatment? (Tick all that apply)

Labels Frequency Valid %

Pemetrexed and Cisplatin 184 47.50%

Pemetrexed and Carboplatin 190 49.10%

Pemetrexed as a single drug 1 0.20%

Pemetrexed, Cisplatin and Bevacizumab (Avastin) 2 0.50%

Pemetrexed, Carboplatin and Bevacizumab (Avastin) 3 0.80%

Bevacizumab (Avastin) as a single drug 1 0.30%

Gemcitabine and Cisplatin 0 0.00%

Gemcitabine and Carboplatin 1 0.30%

Vinorelbine 3 0.80%

Any other drugs in a clinical trial 16 4.10%

Any other drugs not in a clinical trial 1 0.30%

Immunotherapy 4 1.00%

No response 0

Total 387
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Q3.29. How many cycles of first line treatment did you complete? 

Labels Frequency Valid %

1 18 4.70%

2 29 7.50%

3 27 7.00%

4 123 31.80%

5 25 6.50%

6 102 26.40%

Still receiving it 63 16.30%

No response 0

Total 387

Q3.30. Did you continue on maintenance therapy?

Labels Frequency Valid %

Yes 24 6.20%

No 363 93.80%

No response 0

Total 387

Q3.31. Did you have a second line of chemotherapy/immunotherapy?

Labels Frequency Valid %

Yes 127 32.80%

No 260 67.20%

No response 0

Total 387

Q3.33. Was your second chemotherapy/immunotherapy part of a clinical trial?

Labels Frequency Valid %

Yes 81 63.80%

No 46 36.20%

No response 0

Total 127
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Q3.34. What was the treatment? (Tick all that apply)

Labels Frequency Valid %

Pemetrexed and Cisplatin 2 1.60%

Pemetrexed and Carboplatin 39 30.70%

Pemetrexed as a single drug 1 0.80%

Pemetrexed, Cisplatin and Bevacizumab (Avastin) 0 0.00%

Pemetrexed, Carboplatin and Bevacizumab (Avastin) 1 0.80%

Bevacizumab (Avastin) as a single drug 1 0.80%

Gemcitabine and Cisplatin 0 0.00%

Gemcitabine and Carboplatin 3 2.30%

Vinorelbine 42 33.10%

Any other drugs in a clinical trial 21 16.50%

Any other drugs not in a clinical trial 2 1.60%

Immunotherapy 16 12.60%

No response 0

Total 127

Q3.35. How many cycles of second line treatment did you complete? 

Labels Frequency Valid %

1 13 10.20%

2 5 3.90%

3 16 12.60%

4 26 20.50%

5 2 1.60%

6 27 21.30%

Still receiving it 38 29.90%

No response 0

Total 127

Q3.36. Did you continue on maintenance therapy?

Labels Frequency Valid %

Yes 9 7.10%

No 118 92.90%

No response 0

Total 127

Q3.37. Did you have a third line of chemotherapy/immunotherapy?

Labels Frequency Valid %

Yes 41 32.30%

No 86 67.70%

No response 0

Total 127
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Q3.39. Was your third chemotherapy/immunotherapy part of a clinical trial?

Labels Frequency Valid %

Yes 20 48.80%

No 21 51.20%

No response 0

Total 41

Q3.40. What was the treatment? (Tick all that apply)

Labels Frequency Valid %

Pemetrexed and Cisplatin 2 4.90%

Pemetrexed and Carboplatin 7 17.10%

Pemetrexed as a single drug 0 0.00%

Pemetrexed, Cisplatin and Bevacizumab (Avastin) 0 0.00%

Pemetrexed, Carboplatin and Bevacizumab (Avastin) 0 0.00%

Bevacizumab (Avastin) as a single drug 0 0.00%

Gemcitabine and Cisplatin 0 0.00%

Gemcitabine and Carboplatin 0 0.00%

Vinorelbine 0 0.00%

Any other drugs in a clinical trial 11 26.80%

Any other drugs not in a clinical trial 4 9.80%

Immunotherapy 7 17.10%

No response 0

Total 41

Q3.41. How many cycles of third line treatment did you complete? 

Labels Frequency Valid %

1 1 2.40%

2 2 4.90%

3 6 14.60%

4 11 26.80%

5 2 4.90%

6 6 14.60%

Still receiving it 13 31.70%

No response 0

Total 41

Q3.42. Did you continue on maintenance therapy?

Labels Frequency Valid %

Yes 5 12.20%

No 36 87.80%

No response 0

Total 41
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Q3.43. At this current moment in time what of the following treatment options best  
describes you?

Labels Frequency Valid %

I have had surgery, but no other treatment and my disease is stable 39 7.80%

I have never received any treatment and my disease is stable 39 7.80%

I have never received any treatment and my disease is active/progressing 26 5.20%

I am waiting to start my first line of chemotherapy/immunotherapy 20 4.00%

I am currently receiving first line chemotherapy/immunotherapy 93 18.50%

I have previously received first line chemotherapy/immunotherapy once and my 
disease is stable

117 23.30%

I have previously received first line chemotherapy/immunotherapy once, but my 
disease is active/progressing

39 7.80%

I am currently receiving second line chemotherapy/immunotherapy/targeted therapy 40 8.00%

I have completed first and second line chemotherapy/immunotherapy/targeted 
therapy and my disease is stable 

26 5.20%

I have completed first and second line chemotherapy/immunotherapy/targeted 
therapy and my disease is active/progressing

24 4.80%

I have completed third line chemotherapy/immunotherapy/targeted therapy and my 
disease is stable

22 4.40%

I have completed third line chemotherapy/immunotherapy/targeted therapy and my 
disease is progressing

18 3.60%

No response 0

Total 503

Q3.44. Do you know your current performance status, (known as ECOG), which is scored 0-4?

Labels Frequency Valid %

Yes 115 22.90%

No 388 77.10%

No response 0

Total 503

Q3.45. What is the status of this score that has been given you - if answered yes above?

Labels Frequency Valid %

0: Fully active, able to carry on all pre-disease performance without restriction 33 28.70%

1: Restricted in physically strenuous activity but ambulatory and able to carry out 
work of a light or sedentary nature e.g. light housework, office.

69 60.00%

2: Ambulatory and capable of all selfcare but unable to carry out any work activities. 
Up and about more then 50% of waking hours.

11 9.60%

3: Capable of only limited selfcare, confined to bed or chair for 50% of waking hours. 2 1.70%

4: Completely disabled. Cannot carry out any selfcare. Totally confined to bed or 
chair.

0 0.00%

No response 0

Total 115
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Q3.46. Your mesothelioma nurse will tick the performance score on your behalf - if answered no 
to above?

Labels Frequency Valid %

0: Fully active, able to carry on all pre-disease performance without restriction 86 22.20%

1: Restricted in physically strenuous activity but ambulatory and able to carry out 
work of a light or sedentary nature e.g. light housework, office.

232 59.80%

2: Ambulatory and capable of all selfcare but unable to carry out any work activities. 
Up and about more then 50% of waking hours.

53 13.70%

3: Capable of only limited selfcare, confined to bed or chair for 50% of waking hours. 16 4.10%

4: Completely disabled. Cannot carry out any selfcare. Totally confined to bed or 
chair.

1 0.30%

No response 1

Total 388
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Mesothelioma UK is a national specialist 
resource centre, specifically for the asbestos 
related cancer, mesothelioma. The charity is 
dedicated to providing specialist mesothelioma 
information, support and education, and 
to improving care and treatment for all UK 
mesothelioma patients and their carers.

The charity integrates into NHS front line 
services to ensure specialist mesothelioma 
nursing is available at the point of need. This 
is achieved through a growing network of 
specialist mesothelioma nurses, regionally  
based in NHS hospitals but funded by 
Mesothelioma UK.

Mesothelioma UK is reliant on donations to fund 
crucial research. Please become a supporter by 
visitinh www.mesothelioma.uk.com/donate

Mesothelioma Charitable Incorporated Organisation

Freephone: 0800 169 2409

info@mesothelioma.uk.com

www.mesothelioma.uk.com

facebook.com/therealmesouk

twitter.com/mesouk

instagram.com/mesothelioma_uk

linkedin.com/company/mesothelioma-uk

Registered Charity Number 1177039
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