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Figure 2: Combined distribution of available online resources by country
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• T
 he group also considered:
– How the resources were distributed across country and stakeholder
– How the resources were categorised by therapy topic and overall theme
– How the resources were disseminated to PwMS

Resource distribution across country and stakeholder

• Country of origin was recorded for online information to determine where resources were
being distributed from. Five regions distributed 59% of all resources for PwMS.
• Materials were produced primarily by patient associations (50%), while pharmaceutical
companies (14%) and treatment clinics (12%) also contributed a variety of materials.

• A
 fter reviewing the initial data collected, additional topics and material formats were added
to the original parameters, resulting in 39 different therapy topics and 16 resource formats
(Table 1).

Resource overall theme

• T
 o allow for cross-analysis between parameter categories (stakeholder, country, format,
etc), the 39 therapy topics were combined into 10 overarching themes (Table 1).

• T
 he most common materials identified were general guides, lifestyle advice and treatment
information, which accounted for 65% of materials (Figure 3).

• Topics of the online materials varied but were grouped into 10 overarching themes.
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• F
 rom the 21 countries mapped, 1,857 different educational resources were identified across
all stakeholders, which included websites and online information, leaflets, and patient videos.
Excluding social media resources, a total of 1,672 materials were further analyzed.

• Of the 1,672 materials mapped, the highest single-country total was from the UK (322)
(Figure 2).
• Desk research and telephone interviews were conducted to investigate resources from
stakeholders including: patient associations and advocacy groups, pharmaceutical
companies, educational institutions and providers, healthcare/government services and
MS centres/clinics.
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Figure 1: Mapping parameters
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• L
 ess frequently identified (6% of all materials) were materials which dealt with effective
communication with HCPs and MS stages (Figure 3).
• T
 he majority of resources offered by pharmaceutical companies were treatment-based.
Only 5% of all resources focused on improving communication and interaction with HCPs
(Figure 4).
• For the least frequent themes, resources were analysed according to stakeholder.
• It was found that MS organisations produced the majority of resources focused on effective
patient–physician communication, how to avoid misinformation, and MS stages (Figure 5).

Resource dissemination
• W
 ebsites and online content were the most common formats, followed by booklets/leaflets
(Figure 6).
• W
 hen looking at resource format breakdown by country, website content was most
common for the UK and Italy whereas booklets and leaflets were more common
for Germany.

• T
 his study analysed resources in a snapshot of time and resource quality was not
assessed. It may also be possible that smaller organisations, without an online presence,
may not have been captured.
• T
 hese findings reinforce MS in the 21st Century’s survey data that more educational
resources are needed. The group will use this information to tailor materials and
programmes to address the identified needs and to create tools to increase the quality
of interaction between physicians and patients.
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Figure 6: Format of resources produced by stakeholders by country
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• F
 ew articles focused on patient and HCP perspectives, with no articles identified on joint
educational programmes focused on improving interaction in a consultation setting.
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• Educational resources in Europe and Canada were recorded using pre-defined mapping
parameters (Figure 1).
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• T
 here is a lack of guidance for specific stages of disease, particularly disease progression
and later stages of MS.
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Figure 5: Lowest reported resource themes by stakeholder
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Figure 3: Online resources categorised by theme
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• T
 here was a good offering of general information about MS for PwMS, but information on
specific topics, including education around communication with healthcare providers, was
lacking across all countries mapped.
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 ost materials were accessed through patient associations, although pharmaceutical
companies also contributed.

Invisible
symptoms

Pregnancy/family planning with MS

100

Denmark

Guide for teens/young adults

250

Czech Rep.

Specific MS guides

Canada

Posture

Physical
symptoms

Guide for children

120

Bulgaria

300

• T
 his research demonstrated that there is a large offering of educational materials for
PwMS but the type and number of materials varies between countries.
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• T
 he mapping exercise aimed to better understand the diversity and number of patient
educational materials available for PwMS across Europe and Canada provided by a broad
range of stakeholders involved in the care and education of PwMS.
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• In 2016, the group took a unique step forward and expanded to include a group of patient
representatives to incorporate the patient perspective.
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• In 2011, led by a steering group of international multiple sclerosis (MS) specialists, the
MS in the 21st Century initiative was formed.
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Figure 4: Online resources, for pharmaceutical companies only, categorised by theme
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Table 1: Classification of resource therapy topics, overarching themes and format
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