
Alternatively, complete the survey online at: 
www.psp.nihr.ac.uk/mesothelioma/survey

Why we need your help  
We want to know what needs to be improved about 
the diagnosis, treatment and care of people with 
mesothelioma.  We want to use your questions 
to help set priorities for clinical research. Your 
experience of this disease will help us understand 
where clinical research is needed that will make a 
difference to people’s lives.

Who can get involved?
We want to hear from you if you are:

 a person with mesothelioma
 a carer for, or family member of, someone with 
mesothelioma

 a bereaved carer or family member of someone 
with mesothelioma

 a healthcare professional working with people 
with mesothelioma

 an organisation representing the interests of 
people with mesothelioma. 

What are we asking you to do?
Please think about your own experiences of 
mesothelioma.  Fill out the survey and tell us what 
unanswered questions you have about diagnosis, 
treatment or care. 
 
If you are a person with mesothelioma, or a 
carer or family member, we want to know your 
unanswered questions about the diagnosis, 
treatment or care of mesothelioma, based on your 
own experiences.  
 
If you are a healthcare professional, please tell 

treatment and care of people with mesothelioma 

By understanding your questions about the 
diagnosis, treatment and care of people with 
mesothelioma, we can work out what clinical 
research is needed to answer them. 

You can participate anonymously if you prefer. 

What is clinical research?

be diagnosed and treated, and how symptoms 
can be relieved. It is based on examining and 
observing people. It can also involve research on 
samples of blood or other tissues, or tests such 
as scans or X-rays. Clinical research may test the 
effects of treatments and collect evidence about 
the effectiveness of different types of diagnosis and 
care. Clinical research does not cover aspects such 
as awareness and training, issues around local 
service delivery or healthcare policy.

What do we mean by 'questions about 
diagnosis, treatment or care'?
We want to identify questions about the 
effectiveness of, or improvements needed to, any 
aspect of diagnosis, types of treatment or methods 
of care. To help you, here are some examples from 
other Priority Setting Partnerships:

 Does doing breathing exercises help to control my 
asthma?

 Does taking vitamin D have any effect on the 
symptoms of multiple sclerosis?

 Do variations in GP awareness of prostate cancer 
affect outcomes?

 Does regular turning of patients in bed promote 
healing of pressure ulcers? 

 What interventions could reduce weight gain in 
people taking medication for schizophrenia? 

What will happen to your question(s)? 
 Each question will be checked to see if existing 
research already answers it

 Questions that haven’t already been answered 
by research will go through a process of 
prioritisation which will involve patients, carers 
and healthcare professionals. If you’re interested 
in taking part in this, you can tell us later in this 
survey

 At the end of the process, a top 10 list of 
research questions will be published which we 

Mesothelioma Priority Setting Partnership Survey
Have you ever had a question about the diagnosis, treatment or care of mesothelioma and not been 

clinical research?  If so, please take part in the survey. 
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Survey  - section 1
Do you have questions or comments about your experience of the diagnosis of 
mesothelioma? Please list them here.

Do you have questions or comments about your experience of mesothelioma 
treatments? 

Do you have any other questions or comments about your experience of the care of 
someone with mesothelioma? Please list them here.

Please continue on a separate sheet if necessary.

Please list them here.
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Survey – section 2
To help us reach a wide range of people, it would 
be helpful to know a little more about you. 

1. Are you [please specify one or more]:

A person with mesothelioma                               
The carer/partner/relative of a person with 
mesothelioma
The bereaved carer/partner/relative of a 
person who had mesothelioma
A health or social care professional
An organisation representing the interests of 
people with mesothelioma
Other, please specify

2. Have you been involved in 
mesothelioma research? 

Yes – as a participant
Yes – as a researcher 
No
Prefer not to say

*** Healthcare professionals and 
organisations, please go straight to 
question 7 ***

3. Are you:
Female 
Male
Prefer not to say

4. How old are you? 
16-25       
26-35 
36-50 
51-65 
66-75 
76-85
86+
Prefer not to say

5. At what age were you 
(or the person with mesothelioma) 
diagnosed? 
16-25 
26-35 
36-50 

51-65 
66-75 
76-85
86+
Prefer not to say

6. What type of mesothelioma 
were you (or the person with 
mesothelioma) diagnosed with?
Pleural
Peritoneal 
Not sure
Other
Prefer not to say 

7. Where do you live/work?
North East England 
North West England
Midlands
South East England
South West England
Scotland
Wales
Northern Ireland
National organisation
Outside of UK
Prefer not to say

You only need to answer question 8 if you are 
responding as a health or social care professional

8. Which best describes you? 
Respiratory physician 
Radiologist
Pathologist
Medical oncologist
Clinical oncologist
Palliative care nurse
Palliative care physician
Surgeon
Specialist lung cancer nurse
Psychologist
Pain clinic specialist
Chaplain
Social Worker, Dietician, 
Physiotherapist/Occupational Therapist
GP
Prefer not to say
Other, please describe: 
Not applicable
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Consent 
By participating in this survey you are agreeing to allow us to anonymously publish 
the questions you identify in the UK Database of Uncertainties about the Effects of 
Treatment (UK DUETs – www.library.nhs.uk/duets) 

For further information on the survey
You can visit our website at www.psp.nihr.ac.uk/mesothelioma 
Or contact the project coordinator, Caroline Whiting by email at jla@soton.ac.uk 
or on 02380 595489.  

Unfortunately we cannot respond to enquiries about individual cases of 
mesothelioma. If you need further information or support please contact 
Mesothelioma UK via mesothelioma.uk@uhl-tr.nhs.uk 
or (freephone) 0800 169 2409.  
Or visit www.mesothelioma.uk.com

Thank you for taking the time to complete this survey. 
Your participation is important to us – 

please submit your responses as soon as possible. 

Please return the survey to:  

Caroline Whiting, NETSCC, Alpha House, 

Please pass the details of this survey on to anyone else who might be interested. 
You can tweet about us @LindAlliance #MesoPSP

Next Steps 
Would you like more information about the next stage of the project, where the 
research questions will be prioritised?

If 'yes', please supply your contact details below. 

Contact details

Protection Act.

Name:  ______________________________
Email address: ________________________
Or postal address: _____________________________________________________
____________________________________________________________________
____________________________________________________________________

Yes
No
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