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Seminar highlights need for national plan for rare diseases

Over 100 delegates from the Irish, UK and European rare disease communities attended a seminar in Dublin today (Wed) to highlight the need for a national plan for rare diseases in Ireland. 

Organised as part of Rare Diseases Week – Ireland’s celebration of International Rare Diseases Day (Feb 28) - the seminar brought together rare disease patients and their families as well as representatives from patient groups, the scientific community, industry, charities and government to discuss the current situation regarding rare diseases in Ireland and how they can work together to ensure a national plan for rare diseases is developed for Ireland.  

The event is a joint collaboration between the Genetic and Rare Disorders Organisation (GRDO), the Irish Platform for Patients’ Organisations, Science and Industry (IPPOSI) and the Medical Research Charities Group (MRCG).

Speaking about the seminar, Avril Daly from GRDO said it was aimed at raising the profile of rare diseases in a way that would result in key stakeholders working together to deliver actual results.

“In Ireland, around 140,000 people are affected by a rare disease so while the conditions themselves are rare, those affected are spread through every community in the country. Rare Diseases Week is about highlighting the significant and real difficulties that rare disease patients face, particularly with regard to sourcing appropriate information and scientific knowledge, delays in access to accurate diagnosis and appropriate treatment for their conditions.  We hope that today’s seminar, by bringing patients, medics and policy makers together will be an important step in working towards a suitable framework for addressing rare diseases in Ireland.”

Eibhlin Mulroe, CEO, IPPOSI said that already significant strides in the area have been made at EU level with the issuing in November 2008 of the EC Communication and Proposal for a Council Recommendation on Rare Diseases; “This communication sets out an overall community strategy to support EU Member States in diagnosing, treating and caring for the 29 million EU citizens with rare diseases.  This should be useful in helping Ireland and other EU countries to develop a national plan for rare diseases which will be influenced by the EC Communication and Proposal for a Council Recommendation.  At today’s seminar we heard about the national plans that France, Spain, Bulgaria, Hungary and Romania have established on rare diseases.  We can adapt models that have worked in other countries but also learn from mistakes made. Ultimately, Ireland’s health system is unique and any National Plan must be tailored for us.”

“We have a thriving pharmaceutical and bio-tech industry as well as an ever-growing research base. These elements, coupled with the enthusiasm of key stakeholders and their willingness to work together means that the momentum is there to work with government to build a model that works for Ireland” she added.
Among others, speakers at the seminar included: Dr. John Devlin from the Department of Health and Children; Christel Nourissier, General Secretary of EURORDIS; and Paolo Morgese, Market Access Manager, Health Policy & Market Access – Europe, with Merck Serono SA, who covered topics including: the Government’s role in developing a plan for rare diseases; a plan for rare diseases in Europe; and the economics of orphan medicines.  Delegates also heard about patients’ own personal experiences of living with a rare disease.  

In his closing remarks at the seminar, Chairman of the MRCG, John McCormack (also CEO of the Irish Cancer Society) said the seminar was a hugely important opportunity for the rare disease community to come together to discuss the current situation in Ireland.  “Rare Diseases Week 2009 is all about raising awareness of this very important issue.   I hope that following on from today’s dialogue and discussion, we can work together to develop and implement an Irish national plan for rare diseases at the earliest opportunity.” 
The seminar was one of a number of events arranged as part of Rare Diseases Week 2009.  A special event, ‘Patient Care: A Public Affair’ for rare disease patients and their families on Saturday (28 Feb) from 11am to 2pm at The Mansion House in Dublin will bring Rare Diseases Week 2009 to an end. 

· For more information see http://rarediseaseweek.ning.com
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