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Why is it important to have a 
national strategy? 

And how can Nordic collaboration help? 
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SBONN Nordic co-operation for people living with rare 
diseases

Minimum requirements for national strategies

# 1 Define and oblige to measurable goals for improved treatment and 
living conditions for people living with Rare Diseases, following 
Rare2030 recommendations 

# 2 Install mechanisms to evaluate progress 

# 3 Install a multidisciplinary monitoring organ, including people living 
with rare diseases, to evaluate progress

# 4 Allocate clear responsibilities and long-term resources to defined 
actors in the healthcare and social system 
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Norway

Need analysis à 5 prioritized areas
Clear goals
Clear orders and responsibilities 
System with RD perspective

Denmark

Need analysis à 8 prioritized themes
Clear goals
Clear orders, responsibilities, some B U D G E T
E V A L U A T I O N !

Need analysis
Legal & structural A D A P T A T I O N
Evaluation
Clear recommendation
C O S T   A N A L Y S I S

National RD strategies in the nordics
Finland
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National strategies in the nordics show:

üClear (longterm) goals
üClear prioritization of areas and efforts
üInvolving all relevant actors
üClear responsibilities
ü(Resources)
üFollow-up and evaluation

But there are still a lot of needs to be met!



Diagnose

Ø Large needs, complex challenges, planning is needed!

Results from RD Sweden’s member survey 2022
1486 participants

Access to healthcare



Reality in 
Iceland –
Early diagnoses 
are going well



Social system 
and welfair

•

Health care 

Patiens organization 
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With a minimum of requirements we can reach a lot

Our neighbours are on a good way

Needs in the RD community are huge

Take home message

Let’s collaborate and learn from each other!
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Thank you for your attention!
stephanie.juran@sallsyntadiagnoser.se
gudrunhelga@einstokborn.is
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