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Introduction & o
Multiple system atrophy (MSA) is a rare, rapidly progressive neurodegenerative disorder of “%egeelﬁzt %‘%@%f
adulthood, characterized by autonomic and motor dysfunction in various combinations. el Ugw»ﬂ
Besides that, a constellation of hon-motor symptoms may affect persons living with MSA, W alsaf_jg,‘
including pain. According to a recent survey, pain affects up to 86% of persons living with = 2l 3 ‘QQ’”QE:Z::{
MSA, impacting the quality of life and activities of daily living®-2. “E%MG) N t&ag%{f:
Except for the MSA quality of life questionnaire’, no validated patient-reported outcome “u%rs 3 /\t'TE?:‘%;fg‘y“
measures (PROMs) exist to assess the impact of core MSA features on daily life and no MSA- ”mw“};’gg”@gg ;%Wﬂm‘
specific pain assessment tools are now available. wwrig*o %i‘f_:g“
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The goal of this project is to develop and validate a self-reported pain assessment tool specifically designed for persons with
MSA.

Work Plan

The project is expected to start in September 2025 and will be articulated into four work-packages (see figure below):
Work package 1 (WP1) — Health care professionals survey on pain-related unmet clinical needs in MSA (month 1-4).

Work package 2 (WP2) - Systematic re-assessment of the pre-existing evidence (month 1-4).
Work package 3 (WP3) — Questionnaire development and item generation (month 5-8)
Work package 4 (WP4) — Preliminary field test and Delphi round (month 9-12)

Months 1 2 3 4 5 6 7 8 9 10 11 12
September 2025 September 2026

WP1 - Survey to the healthcare professionals

Survey set-up

Survey open for completion

Data analysis & draft of the publication

Submission of the publication (survey)
WP2 - Systematic re-assessment of pre-existing evidence

Re-assessment of the pre-exixting literature

Re-assessment of the pre-exixting data on patient’s/caregiver’s perspective

Assesment of the results of the WP1 survey

WP3 - Questionnaire development and item generation

Development of the first draft

1st online meeting /\

Development of the second draft
WP4 - Preliminary field test and Delphi round
Preliminary test field

Generation of the pre-final questionnaire

2nd online meeting \

Delphi round and 3rd online meeting /\
Submission of the publication (pain questionnaire) ‘
Questionnaire translation

Outlook

The development and validation of a MSA-tailored pain questionnaire will:

- Promote and standardise pain assessment in modern MSA clinical practice.

- Pave the way for a better understanding of the pathophysiological basis of pain in MSA. oS8y, iiropadh
- Guide the development of pain treatment strategies based on its causes and characteristics 0.,. A8 Reference
- Provide validated outcome measures for future clinical trials to treat pain in MSA. ®e0’ Network
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