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MS-PAVED is a participatory research project developing an innovative patient documentation portal
that enables People with MS (PwWMS) to independently report data about their MS.

Rationale

Healthcare Professionals (HCP) often lack time to address psychosocial, lifestyle, and daily management issues relevant to PWMS,
which are keys to disease progression and quality of life (QoL).

These patient-centered aspects are underrepresented in routine clinical documentation, claims data and MS research.

The German MS Register (GMSR), established in 2001 by the German MS Society (DMSG), aims to improve MS care and to close
knowledge gaps through a nationwide data collection.

Over 180 MS centers (outpatient clinics, hospitals, rehabilitation centers, etc.) contribute clinical data to the GMSR, but data are primarily
HCP-driven and primarly reflect the clinical perspective.

Patient-reported outcomes (PROs) are not systematically captured; surveys require HCP-mediated recruitment through designated
centers.

PwMS cannot currently register for the GMSR independently of clinical sites, limiting patient-centered data collection.

Objectives

MS-PAVED empowers PwWMS to directly report their own experiences, enabling a deeper understanding of their daily lives and
healthcare needs.

The project integrates PROs — including QoL and lifestyle factors — alongside traditional clinical data in MS research.

The goal is to improve long-term MS care and increase awareness of nhon-clinical factors that significantly impact QoL.

The project evaluates the acceptance and feasibility of PRO surveys among PWMS, HCPs, and researchers.

A key objective is to assess the potential integration of the MS-PAVED documentation portal into the foundation of the GMSR,
supporting a more patient-centered approach to data collection.

Methods

Online participation

Pilot study

Co-creation process to ensure multiperspective experiences into the design of the portal.

The pilot study is conducted online and web-based, offering PWMS the option to join
either digitally or via paper.

 The online participation involves a baseline survey, an extended GMSR
8 baseline survey, and a follow-up survey approximately 3 to 6 :
— months later. : Figure 1: Participatory process - Team
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e PWMS register on the MS-PAVED website and receive a link to the baseline survey via e-mail. This

survey collects basic information about MS history and QoL. After completion, participants are invited to a
more detailed baseline survey focusing on MS care, treatment, and lifestyle - also delivered via email.

 Follow-up survey: Approximately 3—6 months after the baseline survey, all participants receive a follow-

— T up questionnaire via e-mail to assess any changes in their situation since the first survey.
Baseline survey o After completing the questionnaires, participants may also fill out additional standardised
e — questionnaires regarding the individual MS symptoms.
— [3/; o Data Verification: To ensure data authenticity, verification is conducted primarily by e-mail. In 10% of

cases, verification is done by postal mail. This allows us to evaluate the effectiveness of each method. All
other participants will be verified via email.
10% 90% e Information about the online participation will be posted on all DMSG and GMSR social media channels

and promoted in person at MS centers.
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Figure 3: Procedure for Paper-Pencil Participation

e The paper-based participation involves a single data
—— Follow-up  standardised : collection at baseline.
suIvey questionnaire : Process:

@ \ ’ e Participants who prefer the traditional method send their
- — — : registration form to the MS-PAVED Trust Center and

% % . receive the baseline survey by mail.
. e Registration forms are available at the DMSG and at the MS

Figure 2: Procedure for Online Participation centers.



