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Background Methods (continued)
e Osteogenesis imperfecta (Ol) is a rare, heritable connective tissue disorder with multiple manifestations, and e Aimed at adults with OIl, CG (with or without OI) of children or adults with OIl, adolescents with Ol and
variable severity. Individuals with Ol typically have low bone mass and skeletal fragility, and are susceptible to relatives
morphometric vertebral fractures and compression, bone deformities, scoliosis, and growth deficiency’ ¢ Included up to 102 questions on the clinical, economic, and humanistic impact of Ol
e The IMPACT Survey aimed to describe the clinical, humanistic and economic impact of Ol on the Ol community e Was professionally translated from English into French, European Spanish, Latin American Spanish, Portuguese,
e Here we present the data on access challenge relating to consumables and services of adults with Ol (non- Russian, German, Italian, and Dutch, and fielded online July—September 2021
caregiver [CG]) across the UK, France, Italy, Spain, and Germany (EUS5), and Nordic countries Recruitment
Methods e Advertised through emails, meetings and social media engagement by the OIFE, and OIF
The IMPACT Survey Analysis
e Developed by the Osteogenesis Imperfecta Federation Europe (OIFE), the Osteogenesis Imperfecta Foundation * Responses from all languages were professionally translated into English
(OIF) and an international steering committee of Ol clinical experts * Microsoft Excel was used to clean, code, and analyse data
e Proportions are relative to the proportion of adults with Ol reporting the need for a device or service
Results
Demographics and respondent characteristics Quotes from respondents
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Access challenges
e Up to 56% of respondents who needed a queried consumable or service experienced access difficulties e Prevalence of access difficulties to powered wheelchairs was highly variable between countries (0% [Sweden] to
e Difficulty in accessing manual wheelchairs, vehicle modifications, personal care/support assistance, and dental 647% [UK]), and was the most commonly reported challenge in UK, France and Germany
work were experienced in all countries (Figure 3 and 4) e Access to dental work was the most commonly reported challenge in Spain (46%) and Sweden (27%)
Figure 3. Proportion of respondents who experienced access challenges in the EU5 countries Figure 4. Proportion of respondents who experienced access challenges in the Nordic countries
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Reasons for access challenges

Figure 5. Proportion of respondents who agreed with the reason for their access challenge e Resources were generally seen as available by a high proportion of respondents (20-100% disagree with
Resources not available | | Resources not offered Not enough Cannot afford the unavailability), particularly in Germany, Spain, France, UK, Sweden, Norway, and Denmark
by the healthcare information to access resources to manage e ‘Resources not offered by healthcare providers’ impacted accessibility for the highest proportion of respondents
30 provider the resources Ol (20—75%) in six countries (Germany, Spain, Italy, France, Sweden, and Finland)
< 60 e Respondents from all countries (14-52%) reported that they lacked information to access resources (Figure 5)
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