
MS, multiple sclerosis.

*The feedback was sought on the paper version of the questionnaire, online layout is different for use on computer/mobile/tablet.

P119

MS, multiple sclerosis; PAB, patient advisory board; PFG, patient focus group; USA, United States of America; 

YMSQ, Your Multiple Sclerosis Questionnaire.

Introduction

• Your Multiple Sclerosis Questionnaire (YMSQ; www.yourms.com) 

is a patient-completed digital tool to capture their perceptions of 

changes in multiple sclerosis (MS) symptoms, disability 

progression and impact on daily living over the past 6 months

• A tool to facilitate conversations between physicians and patients 

was identified as an unmet need during the development and 

validation of MSProDiscussTM, a physician-completed tool1

• Insight gathering from people living with MS (PlwMS) aimed to 

ensure the tool’s 15 questions would be adapted in a          

patient-friendly manner

Objective 

• To describe the steps involved in the development of the YMSQ, 

particularly feedback from PlwMS

Methods

Overview of stages of YMSQ development (Fig. 1)
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Final cognitive debriefing
• Two rounds of telephonic interviews with patients aged       

≥18 years and diagnosed with relapsing-remitting MS or 

secondary progressive MS were conducted by trained and 

qualified interviewers

Patient councils/advisory board meetings
• Participants provided general feedback on the draft tool, 

potential improvements and recommendations for changes to 

the YMSQ
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Results

Outcomes of cognitive debriefing

• Key changes in the questionnaire following patient feedback 

are presented in Fig. 2

Addition of information/items

Definition of relapse 

• In the past 6 months, have you had any 

relapses (periods of time where your 

symptoms were worse and then got better)?

List of symptoms 

• Mood and sexual problems

Exclusion of existing item

Question relating to previous MRI result 

• Form should focus more on prepping individuals 

for their sessions with neurologists

Improvements

Selecting age rather than typing

• Because of dexterity issues, it would be 

better to be able to scroll down and select 

one’s age rather than having to type it in

Keeping diaries

• Beneficial to make some note of symptoms 

if troublesome or if they feel it is worth 

bringing up at next appointment with 

neurologists

Based on 

feedback from 

patients in 

Germany 

(n=10) and the 

USA (n=10)

Figure 3: Outcomes from patient councils and advisory board meetings

Figure 1: Stages of YMSQ

• Additional feedback was requested from 11 participants of which 9 

reported that the YMSQ would be a valuable tool for 

communicating their experience of MS to their healthcare 

professionals (HCPs)

ID, identification; MRI, magnetic resonance imaging.
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Based on the 

content from HCP 

MSProDiscuss™

tool 

(www.msprodiscu

ss.com)
This box was increased in size to 

provide more space to capture key 

symptoms/impacts that patients 

would like to discuss during the 

consultation

Question format updated

This response option was 

reworded to enhance 

comprehension and reformatted 

so that the box did not fall in line 

with the response options for 

questions 3.1 to 3.5 

“For example” added 

so that patients do 

not only consider the 

activities listed, in 

addition “and”

changed to “or”

between the 

examples 

Figure 2: Key changes to the questionnaire based on cognitive debriefing*

This 

sentence 

was added to 

ensure that 

the patient is 

supported by 

others when 

completing 

the 

questionnaire 

(and to aid 

symptom/ 

impact recall)

“Your MS” was chosen in 

consultation with patients

“Go to section 2” was 

added to aid understanding 

of question flow

Different colours, boxes and arrows were introduced 

around these columns to aid understanding of 

question flow and an instruction was added

Wording 

was 

changed 

from “and” 

to “or” for all 

of these 

symptoms 

(so patients 

do not tick 

“no” if they 

only 

experienced 

one of 

these) 

Recall period added to 

enhance 

comprehension

a) Have you experienced any of the 

following sympoms in the past 6 

months?

b) Did you 
experience these 
symptoms during 
any relapse you 
had in the past 6 
months?

c) Did the symptoms 
come and go or 
were they there
most of the time?

d) If symptoms were there most 
of the time...

Conclusions
• Improvements to the YMSQ were carried out based on the key suggestions from PlwMS and patient councils 

• PlwMS and patient councils were positive about the applicability of YMSQ in enhancing and structuring the conversation between PlwMS and 

their HCPs and as a disease monitoring tool in clinical practice 

• YMSQ has been also tested for usability and usefulness with HCPs and is freely available at https://www.yourms.com 


