eb-haus Austria: The first European Competence Centre for EB?
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Across Europe, there are approximately 30,000 people with the genetic skin disorder Epidermolysis bullosa (EB) and, of these, 500 live in Austria.

EB is a very distressing disease, involving blistering and shearing of the skin and mucous membranes as a result of even the gentlest friction. It is a rare, so-called ‘orphan’, disease, which means that in Austria there are no public financial resources to support the necessary medical care.

In Austria, the national charity organisation debra-austria – founded in 1995 – works on behalf of people with EB, and is dedicated to patient care, and research for improved treatments. Together with a group of medical specialists, debra-austria opened the eb-haus Austria in November 2005. This specialist centre is situated on the campus of the General Hospital Salzburg (Landeskliniken Salzburg, SALK) and is affiliated to the Department of Dermatology of the Paracelsus Private Medical University (PMU) Salzburg. It is open to all individuals with EB, as well as to their families. At the moment, medical care and scientific research, as well as the running costs for the world’s first EB clinic, are covered by private donations to debra-austria.

The eb-haus Austria has 3 main sections:

In the EB Outpatient Unit, doctors and therapists provide state-of-the-art medical advice, treatment, and support to patients and their families.

In the EB Research Laboratory, a research team is working on the technology required to develop a molecular therapy, which, if successful, may provide a cure for some types of EB.

In the EB Academy, multi-disciplinary education and training about EB is provided for both laypeople and experts.

At the European level, there are some initiatives focusing on rare diseases like EB. The Rare Disease Task Force (RDTF) has already defined qualifying criteria for European Centres of Reference (ECR). These criteria are met in full by the eb-haus Austria. As Salzburg is located in the centre of Austria – and thus also the centre of Europe – it can be reached very readily from the neighbouring countries. To facilitate access by any EB patient to the eb-haus Austria, we are currently pursuing accreditation of the eb-haus Austria as an ECR with regard to EB-treatment and -research. All the specialists within the eb-haus Austria collaborate closely with other major EB groups, both in Europe and worldwide, and are willing to give all EB patients a home and hope for the future.

