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Agrenska is a national centre of competence for rare diseases. Our aim is to build not only knowledge but to build competence among our target groups. By being a progressive and creative meeting place between needs and knowledge we contribute to spreading information to our target groups: children, adults and families as well as to professionals. By our method of working in several dimensions: knowledge transfer from experts in a number of fields concerned, exchange of experiences, reflections. The ambition with our programmes is to build competence/capability for life. 

Since 1989 Agrenska has developed programmes for children and adults with rare diseases, their families and professionals concerned. We want to contribute and provide knowledge to the families to enhance the coping process. Agrenska strives to both develop and make proper tools available to patients suffering from any rare disease, in order to improve their everyday life.

We have run Adult programmes since 2005 as a project (financed partly by The Swedish Inheritance Fund). During three to four days we run a development programme for adults with the same rare disease. The adults learn about the medical, social, educational, and psychological aspects of their situation, we run 6 programmes per year. 

During the programme, an editor is documenting all lectures and the discussions. During a session, we collect information on the everyday life consequences of having a rare disease, which we document and make available on our webpage. The target groups are people with rare diseases, their relatives, professionals concerned and other interested parties.

Our experiences show that these unique programmes meet the needs for these groups, and they get empowered and better prepared to handle their everyday lives. 
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