Breaking the Silence

Patient driven innovative projects for rare diseases
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In 2006, IPOPI obtained a European Commission grant to provide a Europe-wide Consensus Conference on the Diagnosis and Management of Primary Immunodeficiencies (PIDs) in the EU. This has provided a model for Europe but also for the rest of the world - and indeed for rare diseases other than PIDs.
Primary Immunodeficiencies (PIDs) are a group of more than 100 rare diseases of the immune system. They are genetic conditions that range in severity and bare the clinical hallmarks of persistent, recurring infections. Left un/misdiagnosed, PIDs lead to a lifetime of chronic illness, permanent organ damage, disability or even death. Treatments in the form of antibody replacement therapies (immunoglobulins) are available, and have a long history of proven efficacy, leading to reductions in illness and burden on healthcare provider resources. The core issue with PIDs is therefore one of chronic under diagnosis, with symptoms often not recognised by doctors, sufferers or their families. 

With funding from the European Commission’s 2005 Public Health Programme, the International Patient Organisation for Primary Immunodeficiencies (IPOPI), the European Society for Immunodeficiencies (ESID), the International Nurses Group for Immunodeficiencies (INGID) and the European Federation for Immunological Societies (EFIS) held an EU PID Consensus Conference in June 2006. The aim of which was to increase recognition of PIDs as a public health issue, and create a forum for experts to discuss and propose a consensual public health approach to PIDs.

The European PID Consensus Conference successfully brought together clinicians, patients, policy makers, regulators and manufacturers, and is an outstanding example of how the EU Public Health Programme can enable cooperation among organisations which play different roles in supporting improved care for a rare disease.

The presentation at the 2007 European Rare Disease Conference covers the development and execution of this project, and will include evidence of the success this project has had in communicating the negative impact PIDs have on healthcare systems and undiagnosed patients, the disparities of care and treatment across the EU and actions and initiatives that can be taken to reduce the burden of PIDs.
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