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Hereditary Haemorrhagic Telangiectasia (HHT) or Rendu Osler Weber (OMIM 187300/600376/601011/610655) is a rare disease with autosomal dominant inheritance causing vascular dysplasia leading to telangiectasias and arteriovenous malformations. Clinical criteria to diagnose HHT are based on the presence of epistaxis, telangiectasias, internal organ involvement and familiar history (Shovlin et al. Am J Med Genet 2000;91:66-7). Several HHT centres have been created worldwide sponsored by the HHT International Foundation. 

In 2002, the Spanish HHT Unit began to work based on three structures:
1) Reference Hospital (Hospital Sierrallana, Torrelavega, Cantabria): we offer HHT screening procedure (blood tests, X Ray, abdominal ultrasound, thoracoabdominal multisliced CT, brain angio MRI, contrast Ecocardio, capilaroscopy, QOL survey and evaluation by ENT, Ophthalmology, Neumology, Gastroenterology and Rheumatology). We provide specific treatments (including interventional radiology), and follow up. Genetic test, counselling and embryonic pre-implantation selection are available.
2) Molecular Research (Centro Investigaciones Biológicas, CSIC, Madrid): We perform investigation on molecular basis, models with blood outgrowth endothelial cells and genetic therapy using mice, supported with grants from the Sanitary Investigation Funds, National Investigation Program and Ramón Areces Foundation. Members of CIBERER (Spanish network of groups studying rare diseases).
3) Spanish Patient’s Association and its web site www.asociacionhht.org: providing update of information and resources for families in Spanish and Portuguese, yearly meeting, promotion of collaboration with European associations. Member of FEDER (Spanish Federation of Rare Disease Associations).

Projects in course: 
1) Certification in ISO 9001 as a method to improve standards of quality in clinical care and as a previous phase to get the nomination as a national reference centre for HHT (Spanish Health Ministry law 1302/2006). 
2) Development of a European network of HHT Units: VIIth European framework program (Public Health/Health Program) 2nd call.
Summing up, our aim is to offer the widest possibilities of diagnosis, treatment and prevention for HHT patients.
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