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PRESS RELEASE
IPPOSI bring together all stakeholders to discuss Patient Registries in Ireland
 

The Irish Platform for Patient Organisations, Science and Industry (IPPOSI will bring together experts from science, industry, patient groups/medical charities and other key stakeholders to look at patient registries in Ireland. The event scheduled for Monday 22nd September 2008 in the Clarion Hotel, IFSC will provide a platform to discuss what is happening in the area of patient registries, what is being done to promote their development, what protection mechanisms are in place to safely manage these valuable resources and what needs to happen now.
 

Speaking about the forthcoming event, Mr Michael Griffith, Chair of the Irish Platform for Patients’ Organisations, Science and Industry (IPPOSI) said; “Patient Registries at their most basic are lists of patients who share some characteristics, such as a certain condition or medication regimen.  At their most sophisticated level they can go further by producing detailed reports on both individual patients and patient populations.  As hugely valuable resources, patient registries assist the medical community to understand the natural history of different diseases and their treatments.  They can also be used to evaluate the effectiveness of treatment as well as being useful information sources on drug safety.  The information contained in patient registries can inform research hypotheses and contribute to greater bodies of knowledge and understanding”.

 

Eibhlin Mulroe, CEO of IPPOSI commented further; “We know that patient registries are valuable to many stakeholders in the health care chain.  Some work has been done in the area of patient registries to date and some very strong patient registries exist in Ireland, notably the Cystic Fibrosis Registry and the Cancer Registry. On the 22nd of September, we will hear from the experts involved with both registries and how the setting up of those registries differed as one was legislated for and the other was not. 

 

We are delighted that some of Ireland’s leading experts in this area have agreed to present at our meeting. In particular, we look forward to an update from the Medical Research Charities Group and their ongoing work with the HSE on Patient Registries. We will also have an interesting industry perspective from a UK expert. ”   

 

Mr. Michael Griffith added; “Obviously providing, as they do, such a wealth of information, ensuring patient confidentiality and data security are important concerns.  Ultimately enhanced patient care is one of the important outcomes.  Irish patients need and deserve the best possible care and accurate, properly managed, secure patient registries accessible to our clinicians and researchers can help to ensure this.”

 Note:
The “Patient Registries in Ireland, Where we go from here?” meeting is a half day morning meeting commencing 9.30am on 22 September in the Clarion Hotel, IFSC.  Dublin.  Agenda for the meeting can be found on the IPPOSI website:  http://www.ipposi.ie
IPPOSI is a Non Governmental Organisation; a unique partnership of patients groups/medical charities, science and industry in Ireland.  Our vision is one where state of the art innovations in healthcare are available to Irish patients at the earliest stages.  Established as a platform for discussion in Ireland on policy, legislation and regulation around the development of new medicines, products, devices and diagnostics for unmet medical needs we work by affording an opportunity for experts and key stakeholders to dialogue, network, consensus build with the aim of smoothing the path in Ireland for new medicines and therapies to move from basic science in laboratories to patients who need them. 
For further information contact: Elaine Lammas: 01 4071629 / elammas@ipposi.ie
