Patient Registries
What are patient registries?

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.  Patient registries can be electronic or in paper form.
Patient registries are hugely valuable resources.  
The information they contain can be used:

· To assist the medical community to understand the natural history of different diseases and their treatments.  

· To evaluate the effectiveness of treatment 

· As useful information sources on drug and treatment safety.  

· To provide information for education programmes

· To inform research hypotheses and to contribute to greater bodies of knowledge and understanding.

· To facilitate clinical trials

What is the difference between a patient registry and a database?

“Registries are patient driven rather than event driven and each individual person (patient) on the register is registered only once as a unique entity that is not duplicated”  

Many registries in Ireland

There are many patient registries in Ireland.  Many are stand alone .  The governance and IT arrangements for these varying registries differ from one another.   Systems do not necessarily talk to one another and data duplication can be problematic.

Some very strong patient registries exist in Ireland, notably the Cystic Fibrosis Registry and the Cancer Registry. 
The Medical Research Charities Group (MRCG) has been working together with partners from the HRB and the HSE (Population Health Directorate) in the area of patient registries.   The group has recommended that a thorough assessment of patient registries in Ireland be undertaken and research in this area is currently underway.  The outputs of the research it is hoped could help to inform recommendations and guidelines for the development of an overall strategy for patient registries in Ireland.
Some key issues surrounding the development and use of patient registries
· Cost 



(planning, data entry, security costs, maintenance costs etc)

· Lack of integration

some systems don’t talk to one another

· Data Collection


what needs to be captured – is it really necessary to capture
 everything

· Governance 

· And control of data

Who will control the data and manage it 

· Patient consent 

(opt outs etc)
· Who can have access to information

· What can the information be used for

· Privacy and confidentiality

· Data Protection

IPPOSI Meeting “Patient Registries in Ireland – Where we go from here?”  - Clarion Hotel, IFSC, Monday 22 September 2008 (half day morning meeting)
The meeting 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.

