
 

 

 

 

 

 
 

 MS Priority Setting Partnership  

 

Voting for your top research questions  

Survey 
 

Prioritising important research questions for multiple sclerosis – a partnership 
between people affected by MS and healthcare professionals.  

 

This survey aims to identify research questions important to you. You will be asked to vote 
on questions that have been gathered from people with MS, family members, carers, 
healthcare professionals and researchers.  

 

Please read the guidance document enclosed before completing this survey. The 
guidance document also contains a glossary of terms that you may find useful.  

 

Who can vote? 

 People with MS 

 Family members and carers of someone with MS 

 Healthcare professionals who work with people with MS 

 

This survey will take 20-30 minutes to complete and closes on 24 May 2013.  

 

Please return completed survey using the free post envelope enclosed. Alternatively send 
it to the following free post address:  

  

Mital Patel 

Research Team  

The MS Society 

FREEPOST LON 12519 

London  

NW2 2YR  

 

You can find out more about the MS Priority Setting Partnership by visiting our website 
here: www.mssociety.org.uk/jla  

 

 

 

 

http://www.surveymonkey.net/MySurvey_EditPage.aspx?sm=PrpRomRbLXX6ThICLrID5xSdGyeYT8GptAMuNMjIHhqnnq9U446Eda2yxOW2EKJU&TB_iframe=true&height=450&width=650
http://www.surveymonkey.net/MySurvey_EditPage.aspx?sm=PrpRomRbLXX6ThICLrID5xSdGyeYT8GptAMuNMjIHhqnnq9U446Eda2yxOW2EKJU&TB_iframe=true&height=450&width=650
http://www.surveymonkey.net/MySurvey_EditPage.aspx?sm=PrpRomRbLXX6ThICLrID5xSdGyeYT8GptAMuNMjIHhqnnq9U446Eda2yxOW2EKJU&TB_iframe=true&height=450&width=650
http://www.mssociety.org.uk/jla
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Part 1 – About you 

 

1. Did you complete our survey to gather research questions during November 2012 
and January 2013?  
 

 Yes    

 No 
 

2. Do you have a personal connection to MS - either because you have MS yourself 
or a family member or friend does? 
 

 Yes,  go to question 3    

 No,  go to question 9   

 

3. Which of the following describes your personal connection to MS? Please select 
all that apply. 
 

 I have MS 

 A family member or friend has MS 

 I am an unpaid carer for someone with MS 

 

4. What type of MS do you have? If a friend or family member has MS please select 
the type of MS they have. 
 

 Relapsing remitting MS    

 Secondary progressive MS 

 Primary progressive MS    

 Benign MS 

 I don’t know  

 

5. How long ago were you diagnosed with MS? If a friend or family member has MS 
please select how long ago they were diagnosed. 
 

 0 – 4 years     

 5 – 10 years  

 11 – 19 years     

 More than 20 years  

 

6. What is your gender? 
 

 Female   

 Male        

 Prefer not to say 
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7. How old are you? 
 

 Under 18      

 18-30       

 31-50       

 51-65 

 Over 65 

 Prefer not to say 

 

8. What is your ethnic group? 
 

 White      

 Asian or Asian British    

 Black African, Black Caribbean or Black British 

 Mixed / multiple ethnic groups 

 Other ethnic group - please describe __________________________________ 

 Prefer not to say 

 

9. Do you do voluntary work for an MS charity? 
 

 Yes,  go to question 10   

 No,  go to question 11  

 

10. Which MS organisation do you volunteer for? Please select all that apply. 
 

 MS Society   MS Therapy Centre 

 MS Trust    Shift.ms 

 

 Other (please specify): ____________________________________ 

 

11. Do you have a professional connection to MS - for example because you are a 
health, social care or research professional? 
 

 Yes,  go to question 12   

 No,  go to part 2 
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12. What is your professional role? 
 

 Nurse - MS Specialist Nurse 

 Nurse - District Nurse 

 Nurse - Other (please describe below) 

 Doctor - Neurologist 

 Doctor - Rehabilitation 

 Doctor - General practitioner 

 Doctor - Other (please describe below) 

 Allied Health Professional –  Physiotherapist 

 Allied Health Professional - Occupational therapist 

 Allied Health Professional - Speech and language therapist 

 Allied Health Professional - Other (please describe below) 

 Clinical Psychologist 

 Health Psychologist 

 Psychologist - Other (please describe below) 

 Counsellor 

 Pharmacist 

 Social worker 

 NHS manager - please describe below 

 Social care manager - please describe below 

 Care assistant 

 Complementary therapist - please specify below 

 Staff within an MS charity - please specify below 

 MS researcher - if you are both a researcher and a health/social care professional     

     please indicate your health/social care professional role instead 

 Other professional - please describe below 

 

Further details _______________________________________ 
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Part 2 - Which area of MS research is most important to you?   

 

The field of MS research is vast, as is the number of projects that could be funded. The 
steering group is interested to know which areas of MS research are most important to 
people affected by MS and healthcare professionals. 

 

13. Please consider the areas of MS research listed below and rank them in the 
order of importance to you. 

 

 Least 
important 

3rd most 
important 

2nd most 
important 

Most 
important 

Diagnosing MS ο ο ο ο 

Preventing MS o ο ο ο 

Prognosis of MS (predicting an 
individual’s disease course) ο ο ο ο 

Treating MS ο ο ο ο 

 

Part 3: Voting for your top research questions 

 
This section lists 67 research questions gathered from a survey completed by people with 
MS, their families and carers, healthcare professionals and researchers.  

 

We would like you to read each question and rate the level of priority of that question using 
the following scale: 

 Very high priority 

 High priority 

 Medium priority 

 Low priority 

 Not a priority 

 

When choosing the priority level please consider: 

 How much of a priority that research question is for you 

 Whether you think the question should be prioritised for research and should 
therefore appear in the shortlist for the workshop or not 

 

The questions have been grouped into the following research areas: 

A. Preventing MS 

B. Diagnosing MS 

C. Prognosis of MS (predicting an individual’s disease course) 

D. Treating MS



 

 

 

A. Preventing MS  
Below are a number of research questions. Please read each one and indicate how much of a research priority this is for you. 

 
Not a 

priority 
Low 

priority 
Medium 
priority 

High 
priority 

Very high 
priority 

1. How can MS be prevented? ο ο ο ο ο 

2. 
Can MS be prevented in relatives and family members of people with 
MS? ο ο ο ο ο 

3. Can Vitamin D prevent MS? ο ο ο ο ο 

4. 
Does supplementation of Vitamin D in pregnant women and breast 
feeding mothers prevent MS? ο ο ο ο ο 

5. 
Would a vaccine to protect against Epstein Barr virus help to prevent 
MS? ο ο ο ο ο 

6. 
Is it possible to identify the environmental factors that could be 
manipulated to prevent MS? ο ο ο ο ο 
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B. Diagnosing MS   
Below are a number of research questions. Please read each one and indicate how much of a research priority this is for you.      

 
Not a 

priority 
Low 

priority 
Medium 
priority 

High 
priority 

Very high 
priority 

1. How can a more accurate early diagnosis of MS be achieved? ο ο ο ο ο 

2. 
What are the other health risks associated with MS? For example 
other auto immune and neurological diseases? ο ο ο ο ο 

3. 
Is population screening for MS possible, available and effective for 
high risk groups? ο ο ο ο ο 

 

 

C. Prognosis of MS 
Below are a number of research questions. Please read each one and indicate how much of a research priority this is for you. 

 
Not a 

priority 
Low 

priority 
Medium 
priority 

High 
priority 

Very high 
priority 

1. What is the best way to measure the progression of disability in MS?  ο ο ο ο ο 

2. 
Can an accurate prognosis of MS be achieved as a predictor of 
relapses, disability, symptoms and lifestyle changes and response to 
treatment? 

ο ο ο ο ο 

3. 
Can an accurate diagnosis and prognosis of primary progressive MS 
(PPMS) be achieved? ο ο ο ο ο 

4. 
Can an accurate prognosis of the transition from relapse remitting MS 
(RRMS) to secondary progressive MS (SPMS) be achieved? ο ο ο ο ο 

5. What effect does pregnancy have on progression of MS? ο ο ο ο ο 
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Not a 

priority 
Low 

priority 
Medium 
priority 

High 
priority 

Very high 
priority 

6. Does age at diagnosis influence prognosis of MS? ο ο ο ο ο 

7. How can MRI scanning measure the progression of MS? ο ο ο ο ο 

8. 
What is the life expectancy of people with MS? and what are the main 
causes of premature death in people with MS? ο ο ο ο ο 

9. 
What is the effect of infections on disease susceptibility, relapses and 
progression and does treating infection have an impact on MS? ο ο ο ο ο 

 

 

D. Treating MS   
Below are a number of research questions. Please read each one and indicate how much of a research priority this is for you.      

 

Not a 
priority 

Low 
priority 

Medium 
priority 

High 
priority 

Very high 
priority 

1. 
What are the side effects associated with different disease modifying 
drugs, including over the long-term?  ο ο ο ο ο 

2. 
Is Vitamin D effective to slow, stop or reverse the accumulation of 
disability associated with MS? ο ο ο ο ο 

3. 

Which therapeutic interventions are effective to slow, stop or reverse 
the accumulation of disability associated with MS, including people 
with primary progressive (PPMS) and secondary progressive 
(SPMS)?  

ο ο ο ο ο 

4. Which therapeutic interventions are effective to prevent relapses?  ο ο ο ο ο 

5. 
Which therapeutic interventions are effective for people with MS to 
manage bowel problems?  ο ο ο ο ο 
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Not a 

priority 
Low 

priority 
Medium 
priority 

High 
priority 

Very high 
priority 

6. 
Which therapeutic interventions, including catheters, are effective for 
people with MS to manage bladder problems? ο ο ο ο ο 

7. 
Which therapeutic interventions (including cognitive rehabilitation 
therapies) are effective to improve cognitive function, including 
memory and concentration?  

ο ο ο ο ο 

8. 
Which therapeutic interventions are effective to treat fatigue in people 
with MS, and which factors influence which treatments people 
respond to?  

ο ο ο ο ο 

9. 
Which therapeutic interventions are effective for cerebellar ataxia 
(poor balance) in people with MS?  ο ο ο ο ο 

10. 
Which therapeutic interventions are effective to treat tremors in 
people with MS?  ο ο ο ο ο 

11. 
Which therapeutic interventions are effective to treat spasticity in 
people with MS?  ο ο ο ο ο 

12. 
Which therapeutic interventions are effective for the treatment of pain 
in people with MS? ο ο ο ο ο 

13. Which therapeutic interventions are effective to improve mobility?  ο ο ο ο ο 

14. 
Which therapeutic interventions are effective to improve upper limb 
function? ο ο ο ο ο 

15. Which therapeutic interventions are effective to treat vertigo? ο ο ο ο ο 

16. 
Which therapeutic interventions are effective to treat depression in 
people with MS?  ο ο ο ο ο 

17. 
Which therapeutic interventions are effective to treat burning and 
frozen feet in people with MS?  ο ο ο ο ο 
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Not a 

priority 
Low 

priority 
Medium 
priority 

High 
priority 

Very high 
priority 

18. 
Is Low Dose Naltrexone (LDN) effective in slowing, stopping, or 
reversing the accumulation of disability associated with MS and 
managing the symptoms of MS? 

ο ο ο ο ο 

19. Is cannabis an effective treatment for MS?  ο ο ο ο ο 

20. 
Does early aggressive treatment with disease modifying therapies 
improve prognosis of MS?  ο ο ο ο ο 

21. Is stem cell therapy effective in the treatment of MS?  ο ο ο ο ο 

22. 
Which therapeutic interventions are effective for myelin repair in 
people with MS?  ο ο ο ο ο 

23. 
Is functional electrical stimulation (FES) an effective rehabilitation aid 
for treating foot-drop in people with MS?  ο ο ο ο ο 

24. 
Is treating chronic cerebrospinal venous insufficiency (CCSVI) 
effective for the treatment of MS?   ο ο ο ο ο 

25. Is the contraceptive pill effective in helping to manage MS?  ο ο ο ο ο 

26. Is regular physiotherapy effective in preventing disability in MS?  ο ο ο ο ο 

27. 
Is regular exercise effective in slowing, stopping, or reversing the 
accumulation of disability associated with MS and reducing the 
frequency of relapses?  

ο ο ο ο ο 

28. 
What is the most effective and best tolerated exercise programme for 
people with MS?   ο ο ο ο ο 

29. Can exercise have an effect on bio-markers associated with MS?  ο ο ο ο ο 
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Not a 

priority 
Low 

priority 
Medium 
priority 

High 
priority 

Very high 
priority 

30. 
Are complementary therapies effective in slowing, stopping, or 
reversing the accumulation of disability associated with MS?   ο ο ο ο ο 

31. 
Is diet effective in slowing, stopping, or reversing the accumulation of 
disability associated with MS?   ο ο ο ο ο 

32. 
Are supplements beneficial for people with MS and what 
supplements are most effective to treat MS? ο ο ο ο ο 

33. How effective is hyperbaric oxygen therapy for the treatment of MS?  ο ο ο ο ο 

34. 
How can progressive multifocal leukoencephalopathy (PML) be 
diagnosed and treated effectively in people with MS? ο ο ο ο ο 

35. 
How can people with MS be best supported to self-manage their 
condition? ο ο ο ο ο 

36. 
What information is of value to people with MS at different stages of 
their condition, and for their relatives and carers? And what method 
of delivery is most helpful? 

ο ο ο ο ο 

37. 
What factors influence quality of life in people with MS and are there 
strategies that people with MS can adapt to improve quality of life? ο ο ο ο ο 

38. 
What are the effects on carers of someone with MS and how can 
these effects be managed? ο ο ο ο ο 

39. 
What impact does MS have on sexual health and which therapeutic 
interventions can improve this? ο ο ο ο ο 

40. 
What impact does MS have on the ability of people with MS and 
carers to work and what interventions are helpful? ο ο ο ο ο 

41. What impact does stress have on MS? ο ο ο ο ο 
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Not a 

priority 
Low 

priority 
Medium 
priority 

High 
priority 

Very high 
priority 

42. What are the palliative care needs of people with MS? ο ο ο ο ο 

43. 
What tools can be developed to support decision making for people 
with MS?  ο ο ο ο ο 

44. 
What impact does MS have on sexual relationships and which 
therapeutic interventions can improve this? ο ο ο ο ο 

45. 
How can quality of care by MS Nurses, in relation to diagnosis, 
treatment and prognosis of people with MS, be measured and 
improved? 

ο ο ο ο ο 

46. 
What is the most valuable structure of healthcare (care planning, 
involvement of MS specialists, community and practical support) for 
people with MS? 

ο ο ο ο ο 

47. 
How and when can multi-disciplinary teams best advise and provide 
standard treatments for people with MS? ο ο ο ο ο 

48. 
What are the appropriate criteria for starting disease modifying drugs 
and who should prescribe them, and is this in line with guidance on 
reimbursement within the NHS  

ο ο ο ο ο 

49. 
Is there professional and geographical variation within the UK in the 
diagnosis and treatment MS? ο ο ο ο ο 

 

 



 

 

 

Part 4 – Taking part in the final workshop    

 

A workshop will be held on Friday 12 July 2013 as the final step to find the top 10 
unanswered MS research questions that are shared by people affected by MS and health 
professionals.  
 
The full day workshop will bring together people with MS, family members, carers and 
health professionals. Participants will have the opportunity to express their views, hear 
different perspectives and think more widely about MS to ultimately identify the 10 most 
important questions.  

 

Would you like to participate in the workshop? 

 Yes*,  please provide us your contact details below   

 I have already submitted a request*  

 No  

 

*Please note spaces are limited for the workshop and requesting a place does not 
guarantee you a place. 

 

Contact details 
 

Full Name  
 

Address 1  
 

Address 2  
 

City/Town  
 

Post Code  
 

Email Address  
 

Phone Number  

 

What is your preferred method of contact? 
 

 Email 

 Post 

 

Thank you 
Thank you for taking the time to complete this survey and voting for questions important to 
you.  
 

For more information about the MS Priority Setting Partnership please visit: 
www.mssociety.org.uk/jla  

http://www.mssociety.org.uk/jla

