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Methods and Demographics

Methods

• A Steering Group of MS nurses, design researchers in MS and patient group representatives co-developed two studies for 

people with MS: a qualitative Online Patient Community activity and a 30–40 minute quantitative online survey (conducted in 

the UK, 12th Sep–18th Nov, 2019, by Ipsos MORI [reported here]). 

• Participants were people with MS (>18 years) who chose to take part and were recruited via the MS Trust monthly newsletter 

and Facebook group. Here, we present self-reported data from people with RRMS. 

• The findings reported here were discussed and prioritised by the Steering Group.

Participants

• Of 200 complete responses, we report data from the 117 respondents with a diagnosis of RRMS (this survey is made up of the 

following cohort: 81% female, mean age 44 years, 69% employed, mean 7 years since diagnosis, severity of disability: 20% 

severe, 34% moderate, 46% mild;a 94% of the sample identified as ‘White British’).

Objective: To identify unmet disease education and communication needs in people with 

MS to empower informed decisions, enable self-management and to maintain 

independence for as long as possible.

aMS severity was self-reported using the Expanded Disability Status Scale (EDSS) Walking Scale. QA7: “Please read the choices below and choose the one that best describes your situation. This scale 
focuses mainly on your walking. You may not find an exact match, but please mark the one category that is the best fit”. See appendix for EDSS severity grading categorisation and full respondent 
characteristics. MS: multiple sclerosis; Q: question; RRMS: relapsing remitting multiple sclerosis. Rounding errors mean all responses may add up to 100 ± 1%.



Results
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A. Worries about planning for the futurea
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B. Unmet needs in disease educationd

• While the majority of participants felt they knew a great deal/fair 

amount about MS relapses and MS treatments, only half reported 

knowing a great deal/fair amount about MS prognosis or disability 

progression (Figure B).

• Only a small proportion stated that they had received information 

about ‘progression of MS’ or ‘MS disability progression/worsening’ 

(29% & 24%),e but 88% wanted to know how their MS might progress in 

the future, regardless of whether this upsets them (67%) or not (21%).f

• Over two-thirds of people with RRMS surveyed reported worrying 

about maintaining their independence in the future (Figure A).

• Although most respondents wanted to plan for the future (79%), 

only a third (33%) felt they were able to,b and only 21% reported 

setting goals for managing their MS.c

dQD8: “How much, if anything, would you say you know about the following terms/areas in relation to MS?” 
eQE1: “Which of the following kinds of information, if any, have you ever received from HCPs regarding your MS?”
fQD6: “How do you feel about learning about the following topics related to your MS?”

Only selection of answer options 

charted. Access full list via QR code.



Results and Conclusions

n=117 people with RRMS. MS: multiple sclerosis; Q: question; RRMS: relapsing remitting multiple sclerosis. 
aKnow a great deal/fair amount about disability progression: n=59; know a little/nothing about disability progression: n=56. bQF3: “To what extent do you agree or disagree with the following statement 
about planning for the long term in relation to your MS? I feel like I can plan for the long term”;Feel they can plan: n=39; do not feel they can plan: n=59; know a great deal/fair amount about 
progression: n=59). cQD4: “Thinking about managing your MS nowadays, to what extent do you agree or disagree with the following statements?”

• Participants who reported good knowledge of disability progression were more likely to feel they could plan for the future (42% of those who 

reported knowing a great deal/fair amount about disability felt they could plan, vs 23% of those who knew a little/nothing).a

• Participants who felt able to plan reported feeling less worried about maintaining independence in the future (44% of those who reported feeling 

worried, vs 88% of those who did not, somewhat/strongly disagreed they felt able to plan for the long term),b and were more confident in 

engaging in a number of areas of self-management (Figure).

Conclusions: 

• This study highlighted some of the unmet 
needs in disease education and 
communication in a subgroup of UK 
patients with RRMS, which can impact 
quality of life.

• Discussing goals and planning alongside 
prognosis and disability progression with MS 
care teams may empower people with 
RRMS not only to make informed treatment 
decisions, but also to self-manage and plan 
for the future. 

Impact of planning on confidence in self-managementc

82

74

74

74

72

59

34

46

41

42

0 20 40 60 80 100

Can't plan Can plan

% Somewhat/strongly agree

I am confident that I can tell whether I 
need to go to the doctor or whether I 

can take care of an MS-related health 
problem myself

I have been able to maintain 
(keep up with) lifestyle changes 

like eating right or exercising

I know how to minimise problems 
with my health relating to MS

I am confident that I can maintain 
lifestyle changes, like eating right and 
exercising, even during times of stress

I am confident that I can figure out 
solutions when new problems arise 

with my health relating to MS

Only selection of 

answer options 

charted. See full list in 

appendix.



Multiple Sclerosis Patient Perspectives: 
Disease Education and Communication Needs

ADDITIONAL CONTENT



Additional Findings



Full results: Worries about planning for the future

n=117 people with RRMS. Q: question; RRMS: relapsing remitting multiple sclerosis.
aQF2: How worried, or not, do you feel about planning for the future in relation to the following areas?

• Over two-thirds of people with RRMS surveyed reported worrying about maintaining their independence in the future.a
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Full results: Impact of planning on confidence in self-management

n=117 people with RRMS. Q: question; RRMS: relapsing remitting multiple sclerosis.
QD4: “Thinking about managing your MS nowadays, to what extent do you agree or disagree with the following statements?”
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bQB9: Thinking about your last consultation with your neurologist and/or MS nurse, what topics did you discuss, if any? Please select all that apply.

• Most participants in this study reported that since being diagnosed with MS, it had had a ‘slightly’ or ‘very’ negative impact.

• In terms of negative impacts, the top 3 areas affected were mental health (77%), work life (73%) and social life (69%).a

• Participants also indicated low levels of communication with their MS care team around these topics (Figure).b
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Comfort discussing topics with MS nurses and neurologists

n=116 people with RRMS managed by a neurologist and MS nurse. MS: multiple sclerosis; RRMS: relapsing remitting multiple sclerosis. aQB12: Thinking about your consultations with your neurologist/MS 
nurse, who do you feel more comfortable discussing the following topics with, if anyone?
bPhrased in survey as “What my MS might look like in future, such as worsening disability”

• A higher proportion of participants surveyed claimed to be comfortable discussing certain topics with MS nurses, compared 

with neurologists.a
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Channels of communication with MS nurses and neurologists

n=114 people with RRMS managed by neurologist; n=98 managed by an MS nurse. MS: multiple sclerosis; Q: question; RRMS: RRMS: relapsing remitting multiple sclerosis.
QB5: “Thinking about the last time you tried to contact your neurologist/MS nurse, how did you contact them? This could have been for any reason. For example, to ask a question, ask for information, or 
book an appointment.”

• Participants in this study were more likely to use communication channels such as phone and email during their most recent 

contact with their MS nurse than with their neurologist; the use of these methods may reduce barriers to care access.
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Respondent characteristics (1/2)

Characteristic Respondents with RRMS (n=117)

Gendera 81% Female, 19% Male

Age (years), meanb 44 [range: 24-64] 

Geographyc 86% England; 9% Scotland; 3% Wales, 1% Northern Ireland

Employedd

69% Employed, 16% Not in work due to long term illness/disability, 

6% Running the household, 4% Retired, 2% Not in paid work for other 

reason, 1% Full-time student, 1% Unemployed and seeking work, 

1% Prefer not to say

Ethnic groupe
95% White; 2% Mixed / multiple ethnic groups; 2% Asian / Asian British; 

1% Black / African / Caribbean / Black British; Other ethnic group 1%

Time since diagnosis (years), meanf 7 [range: 0–30] at time of study 

Severity of disabilityg

Severe

Moderate

Mild

20%

34%

46%

DMTh

Treated

Untreated

72%

28%

Route of administrationi

Oral

IV

Injection

37%

32%

30%

n=117 people with RRMS. MS: multiple sclerosis; RRMS: relapsing remitting multiple sclerosis. 
For full questions (a–i) please see final slide.

 A total of 200 complete responses to the online survey were received; data are presented for 117 people with RRMS. 

 Respondents had an average age of 44 years, 81% were female, and approximately half had self-reported mild MS. 



Respondent characteristics (2/2)

Characteristic Respondents with RRMS (n=117)

Education levelj

GCSE / O-level / CSE

Vocational qualifications (=NVQ1+2)

A-Level or equivalent (=NVQ3)

Bachelor Degree or equivalent (=NVQ4)

Masters / PhD or equivalent

Other

No formal qualifications

16%

3%

23%

45%

10%

2%

1%

Household incomek

Up to £24,999

£25,500-£49,999

£50,000-£74,999

£75,000 or more

Don’t Know / Prefer not to say

29%

35%

18%

7%

3% / 9%

Financial support receivedl

Personal Independence Payment

Employment Support Allowance

Disability Living Allowance

Universal credit

Council tax benefit

Income support

Pension/Private pension

Other

None

Prefer not to say

38%

23%

7%

2%

1%

1%

1%

1%

45%

1%

n=117 people with RRMS. MS: multiple sclerosis; RRMS: relapsing remitting multiple sclerosis. 
For full questions (j–l) please see final slide.



Survey questions: Respondent characteristics

aQA2: Which of the following best describes how you think of yourself?

bQX1: How old are you?

cQX2: Where in the UK do you live? 

dQC1: Which of the following situations applies to you? If more than one applies, indicate the situation that 
applies the most to your case.

eQX7: What is your ethnic group? Choose a group that best describes your ethnic group or background.
fQA5: According to your best estimate, in which year were you diagnosed with MS?

gQA7: Please read the choices listed below and choose the one that best describes your situation. This scale 
focusses mainly on your walking. You may not find an exact match, but please mark the one category that is 
best fit. See appendix for EDSS severity grading categorization.

hQA8: Are you currently taking a disease modifying treatment (DMT) to help manage your MS condition?

iQA9: Which, if any, of the following DMTs are you currently taking? (n=84, those taking a DMT)

jQA3: Please tell us which, if any, is the highest educational or professional qualification you have obtained?

kQX5: Which group would you place your total household income per year from all sources, before tax and 
other deducations?
lQX6: What forms of financial support are you currently receiving, if at all?



EDSS categorisation

Walking statementa Severity

I may have some mild symptoms, mostly sensory, due to MS but they do not limit my activity or walking. If I do have a relapse, 

I return to normal when the relapse has passed.

MildI have some noticeable symptoms from my MS but they are minor and have only a small effect on my lifestyle.

I don't have any limitations in my walking ability. However, I do have significant problems due to MS that limit daily activities 
in other ways.

MS does interfere with my activities, especially my walking. I can work a full day, but athletic or physically demanding 

activities are more difficult than they used to be. I usually don't need a cane or other assistance to walk, but I might need
some assistance during a relapse.

ModerateI use a cane or a single crutch or some other form of support (such as touching a wall or leaning on someone's arm) for 
walking all the time or part of the time, especially when walking outside. I think I can walk 25 feet (e.g. a fifth of the width of a 
football pitch) in 20 seconds without a cane or crutch. I always need some assistance (cane or crutch) if I want to walk a 
greater distance (e.g. longer than the length of a football pitch).

To be able to walk 25 feet (e.g. a fifth of the width of a football pitch), I have to have a cane, crutch or someone to hold 
onto. I can get around the house or other buildings by holding onto furniture or touching the walls for support. I may use a 
scooter or wheelchair if I want to go greater distances.

Severe
To be able to walk as far as 25 feet (e.g. a fifth of the width of a football pitch) I must have 2 canes or crutches or a walker. I 
may use a scooter or wheelchair for longer distances.

My main form of mobility is a wheelchair. I may be able to stand and/or take one or two steps, but I can't walk 25 feet (e.g. a 
fifth of the width of a football pitch), even with crutches or a walker.

Unable to sit in a wheelchair for more than one hour.

n=117 people with RRMS. MS: multiple sclerosis; Q: question; RRMS: relapsing remitting multiple sclerosis. 
aQA7: Please read the choices listed below and choose the one that best describes your situation. This scale focuses mainly on your walking. You may not find an exact match, but please mark the one 
category that is the best fit.


