
Healthcare needs in Sweden - a rich western 
country with high social welfare standards
Results from Rare Diseases Swedens’ member survey 2022 with 1.483 participants
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Problem

Modern Healthcare systems are badly adjusted to the needs of 

people living with rare diseases. Lack of knowledge about the 

disease meets lack of collaboration and coordination between 

highly specialized healthcare professionals. Besides individual 

storytelling, data is needed to raise awareness for the complex 

but highly needed system change. But data is scarce because no 

registries exist and disease codes for the more than 7000 rare 

diseases known today are not being used consequently. Instead, 

patient organizations via their member registries offer the only 

access to the target group: people living with rare diseases.

Method

Rare Diseases Sweden performed a digital member survey with 

over 100 questions in winter 2021 with 1483 participants.

Conclusion

Healthcare systems need to adjust better to the needs of people 

living with rare diseases, even in countries with high social 

welfare standards. Statistics showing the large challenges are 

scarce and we strongly suggest more research collaboration to 

utilize the valuable sources available in patient organizations.
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