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ABOUT PATIENT REGISTRIES
A patient registry is a secure, centralised database, containing health data on people with a specific diagnosis or 
condition. 

Aims:

● provide information to the public on the number of people with a particular diagnosis in Ireland and their 
health status

● collect and analyse health information to help assess and plan health services for people with the diagnosis or 
condition

● monitor the safety and effectiveness of  treatments

● compare the health of people with a condition in Ireland to the health of those in other countries

● produce publicly available reports each year that summarise registry information on the health status of people 
with a condition in Ireland

● provide an information service to governmental agencies, health boards, hospitals, health care professionals, 
approved researchers and patient advocacy organisations

● contribute to research at home and abroad.
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REGISTRIES – A BROAD VIEW - PRESENT
● 2017 - 120 National Health & Social Care Data Collections – HIQA

– Less than 20 are disease registries

● MRCG/HSE – 2012 Patient Registry Survey – 47 identified

– 69% less than 3 staff members

– Often dependent on a single visionary / mentor

– Majority operating on limited funding

● Without the proper resources it is an uphill battle

THREAT!
 UNDER-RESOURCED



CONNECTING DATA IN REGISTRIES - 
CHALLENGES

Domestic
Registries are too paper dependent

Silos of unconnected data that could feed 
registries

Centre to national
Patient connectivity

International
Be part of an international community

Retain ownership
Common standards and definitions 



The registry ecosystem encompasses various elements that 
work separately but also together to ensure the successful 
functioning of registries and their contribution to healthcare 
research, patient care, and public health.

REGISTRY 
ECOSYSTEM

CONNECTING DATA IN REGISTRIES – A REGISTRY 
ECOSYSTEM



CONNECTING DATA IN REGISTRIES – 
HOW?



CONNECTING DATA IN REGISTRIES – CORE 
SERVICES



DIGITAL CLINICAL WORKFLOW FOR PATIENT 
REGISTRIES





AN INDEPENDENT FEDERATION OF 
DIGITISED PATIENT REGISTRIES

Vision

► An Independent Federation of Registries 

► A trusted third party – filling gaps in health intelligence

► Appropriately funded

► Sharing common resources
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Thank you!


