78 Living with a Rare Disease: a Study of Living Conditions for Persons with Rare Disorders.
Patient driven innovative projects for rare diseases
Private database information : (for Eurordis only) - code : 78
Keywords :
Keyword
Living conditions, rare disorders, questionnaires

Summary :
Summary
Living Conditions for people suffering from rare disorders are far from well described ! In a unique Danish study of families suffering from thirteen different rare diseases individuals and families and their living conditions from birth to adulthood are subject to a thorough investigation. The mappings of living conditions is based on answers from totally 891 questionnaires and number of group interviews. All in all it is possible both to detect the living conditions for the special rare disease in question and for a variety of rare diseases - the differences as well as the similarities.

Text :
Abstract text
Living Conditions for people suffering from rare disorders are far from well described ! In a unique Danish study of families suffering from thirteen different rare diseases individuals and families and their living conditions from birth to adulthood are subject to a thorough investigation. The mappings of living conditions is based on answers from nearly 900 answered questionnaires and a number of group interviews. 
The mappings are carried out by the Danish National Centre for Rare Diseases and Disabilities but is patient driven in the sense that the patient associations have been a leading force in formulating, distributing and gathering the questionnaires to the members/families. Also the patient associations have drawn attention to topics of particular relevance to their patient group.
All in all it is possible both to detect the living conditions for the special rare disease in question and for a variety of rare diseases - the differences as well as the similarities.
For example the investigation shows several indications of what is really the rare about having a rare disease: how it inflicts life that nobody knows about the disease and the implications of the lack of knowledge to the support you can get from family and authorities.
Also it is possible to tell the differences between living with a visible versus an invisible rare disease: what the implications are when family and carers show suspicion to you and you always have to explain the pain and tiredness and other symptoms.
The importance of knowledge of the disease and of coordination between the various sectors involved in support and care is well recognized but the implications of lack of coordination is shown with great strength in the mappings.
An important topic in all the mappings is the importance of patient associations and the support each individual and family can obtain from the patient association.
The above topics will be thoroughly described and elaborated on in the poster presentation.

Living conditions have been investigated for - among others: Spielmeyer-Vogt/Batten, Ehlers Danlos Syndrome, Marfan Syndrome, Crouzon Syndrome, Soto Syndrome, Galaktosaemia Syndrome and Angelman Syndrome.
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