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Experience from family- 
and adult programs 

•  To few among different professionals have appropriate 
knowledge about RD 

•  Services from society don’t coordinate for persons who 
have a RD 

•  There is a need to discuss possibilities rather then 
obstacles 

•  Describe themselves as ”outsiders” 
•  They always have to explain and defend their condition 

because of it’s rareness 
•  They need in different phase of live receive knowledge 

and meet other who also have the same RD 
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Present time! 
•  RD – needs both geographically and 

occupationally cross border cooperation 
•  Insufficient activities from the Healthcare system 

because of lack of proper knowledge about RD 
•  Oftentimes wrong or severe delayed diagnose 
•  Parents stay home from work unnecessary 

because of insufficient knowledge 
•  They know to little about the diagnose and where 

to seek knowledge of proper support 
•  To little cross border cooperation between 

different centre within the system 
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•  Assure easier reliable access to 
information 

•  How to go from a problem pathology 
perception to a potential family oriented 
perspective? 

•  How can we, authorities, and the medical 
profession, patient organizations in 
different countries get in closer contact to 
increase knowledge, spread ideas, and 
assess best treatment/therapies? 

•  What will life be like for my child as an 
adult and how can I influence that when 
the child is young? 

Other comments and needs.. 
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•  How to change attitude towards disability 
more positive and acceptable in the 
professionals, families and the society? 

•  How can we speed up the diagnosis and 
how can the information about the disease 
to the family be better and more 
understandable? 

•  Educational perspective! 
•  How will services be accessible for 

minority groups in our society? 
•  The economic perspective, income and 

costs from an individual perspective. 
(Investment rather than costs!) 
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International 
activities 

• Norway 
• Sweden 
• Finland 
• Estonia 
• Spain 
• France 

• USA 
• Argentina 
• Australia 
• New Zeeland 
• ? 
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Suggested activities 

•  Start a workgroup who should… 
•  Set up a network among present and 

planned centre 
•  Make a global survey about which 

and where there are centre working 
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The Agrenska Virtual  
International Academy 

 
•  Virtual centre for research 
•  Stimulate further and 

deeper research regarding 
rare diseases 

•  Based upon experiences 
from Agrenska programs 

•  Holistic perspective 
•  International cross boarder 

cooperation's 
•  Scientific council 
•  Appointed “NGO in 

Special Consultative 
Status with ECOSOC, UN 
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“In order to understand how it is to 
be a parent to a disabled child – 
you have to be a parent to a 
disabled child yourself!” 

   Åke Martinsson, Sweden 


