Patient participation in the process of producing information material
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Patient participation on different levels in the Norwegian health care system has been a major issue for the government over the last 15 years. The legislation states that the patient’s voice is a key element in developing health care services for the public. Both individuals and patients’ organizations have the opportunity to influence the services they can rightfully claim, using their experiences and opinions. 

The Centre for Rare Disorders at Rikshospitalet University Hospital is a national interdisciplinary resource centre which offers assistance to anyone, both patients and their health and support network, affected by one of the 50 rare diagnoses that are assigned to us by the health care government. The Centre cooperates methodically with patients and their families towards a systematic collection of patient insight. We use this important tool to reach the best possible solutions for both individuals and groups of patients. 

Producing, developing and distributing information concerning the diagnoses in question is one of the Centre’s main objectives. The Centre for Rare Disorders has developed a model for this kind of patient participation in the making of information material, where the patient’s involvement in the project from start to finish is one of the main targets. The patients play a major role in this respect, contributing with their experience and ways of making the material useful for both other patients and their health and support network. The production phase starts with an initial brainstorming, attended by a widely composed reference group, followed by several quality assurances.
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