


PARENT (PAtient REgistries iNiTiative)  background

A Joint Action co-funded by the European Commission and some Member States 
(May 2012- November 2015).

– Overall objective:
● to support the EU Member States in developing comparable and 

interoperable patient registries in clinical fields of identified importance  
(e.g. chronic diseases, medical technology). 

– Aim:
● to rationalize the development and governance of interoperable patient 

registries, thus enabling the use of secondary data for public health and 
research purposes in cross-organizational and cross-border setting

– EUBIROD group is a member of Associated Project Group (APG) of PARENT JA. 



Key issues patient registries experience

• unstable funding and therefore limited sustainability
• many legal issues concerning registry set-up, data protection and re-use; 

legal backgrounds in MS differ a lot
• roles of registry stakeholders although very important, often not very 

clear
• various modes of data collection, access and sharing
• lack of alignment to standards (process, semantic)
• data quality and context
• transparency and information quality
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1. Methodological guidelines

● Target group: registry holders, researchers, healthcare providers, 
developers, competent authorities responsible for registries

● Prepared by PARENT JA partners - Croatia, Finland, Greece, 
Hungary, Slovenia, Spain and some experts; approximately 40 
authors

● PDF and Wiki tool
● Available in October 2015
● Future: potential implementation/pilot testing within EMA, 

EUnetHTA





2. Registry of Registries (RoR)
(www.parent-ror.eu)



RoR 2 - Core services

● Registry browsing: search, registry details, registry 
metadata, customizable comparison tool

● Services: 
● registry quality and interoperability readiness 

assessment
● data dictionary access
● registry benchmarking
● alignment with PARENT Guidelines
● repository of archetypes (clinical models in openEHR) 

that can be reused
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Descriptive statistics
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Assessment and comparison



Description of the EUBIROD Activity in PARENT JA

● EUBIROD representatives (M.Massi Benedetti, F.Carinci, I. Štotl) have 
participated in regular meetings of PARENT project, that were open for 
APG.

● EUBIROD project/initiative is mentioned and explained in guidelines as a 
good example and model to be re-used for other chronic diseases as well. 

● EUBIROD PIA initiative has been identified and included in the guidelines 
as very useful and related with the goals of the PARENT project.

● I. Štotl presented a presentation about EUBIROD group approach 
regarding business models in platforms for cross-border use of patient 
data.



Description of the EUBIROD Activity in PARENT JA (2)

● EUBIROD member registries have participated in series of structured 
interviews conducted for the purposes of the Cross-border patient 
registries initiative:

● Cyprus - Diabetes Registry

● Slovenia - Child Diabetes Registry

● Latvia - Register of Patients with Particular Diseases, Patients with 
Diabetes Mellitus

● Final report and results of interviews will be available as a result of 
PARENT WP4 (October 2015)



Questions





Core services
Compon
ent

Service Available 
now

Available  
by the end  
of 2015

For future 
developme
nt

RoR v1.0 List of registries +

Registries metadata +

Questionnaire for registry holders +

Customized (by selection) or full (complete list) registry 
browsing

+

Customizable search function (search filters) +

Customizable comparison tool +

Patient registry submission – PARENT editor published +

Access to registry contact details +

RoR v2.0 User registration +

User authorization + +

Cross-content and user linking (tagging) +

Questionnaire-profile with criteria for quality and 
interoperability dimensions assessment

+

Patient registry submission – user published +

Integrated access to registry guidelines +

Data dictionary access + +

Customizable user profile + +

Customizable registry profile + +

Access to registry Assessment tool + +

Advanced and customized search filters +

User profile browsing +

Data dictionary editing and submission permissions +

Copyright and consent form generator +

Exportable user profiles (XML, csv) + +

Uploadable user profiles + +

File upload (forms, data structure, registry metadata) +

Standardized registry metadata +
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Component Service Available 
now

Available  
by the 
end of 
2015

For future 
developme
nt

Assessment 
tool

Profile completeness assessment +

Registry benchmarking + +

Alignment with PARENT Guidelines + +

Registry quality assessment + +

Registry interoperability readiness 
assessment

+ +

Coding sandbox (modular site, reusability 
assurance)

+ +

Pilots (EAR...) + +

Guidelines 
v1.0 Static

+ + +

Guidelines 
v2.0 Wiki

+ +

Case study (Arthroplasty register) +

OpenEHR Repository of archetypes (clinical models) 
that can be reused

+ +

Creation and verification of new archetypes + +

... Creation of new templates based on 
archetypes

+ +

OpenEHR 
server

Implementation of registries (data 
structures, forms) based on OpenEHR 
templates

+ +

Querying registry data using AQL + +

Reporting 
tool

Creation of custom reports about registry 
content

+

Core services (continued)
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