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Sweden

A A large country with few
Inhabitants and 21 county
councils

A Third largest country In the
EU (450 29%&n)

A 22 inhabitants pekm?
(10.2 mill people)

A One of the last £U
countries without national
plan for rare diseases
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Rare Diseases In Sweden

A1l in 10 000 people
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A30 mill in Europe, 350 mill all over the world

National alllance- Rare Diseases Sweden

More than 15.000 members from 65 patient organizations
Complex syndrome diagnoses (mudisciplinary, healthcare systep:

lacks expertise, often migandiagnosed)

www.sallsyntadiagnoser.se




Transition to adult healthcare&e member voices

Adolescent with PKU

A Child care until age of 20
A Who are my contacts now?

A Are there PKU experts?
A Longing for independence A How to contact them? Loss of knowledge

A Need to talk to independent A With whom to discuss A In the healthcare system
third party individual sensitive matters? A Among parents

Their parents

Adolescents with rare diseases



