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EuRR-Bone in brief

The European Registry for Rare Bone and
Mineral Conditions project (EuRR-Bone) is
funded by the European Union’s Health
Programme. EuRR-Bone, working closely with
ERN BOND and Endo-ERN, aims to create a
high-quality, patient-centred pan-European
registry for rare bone and mineral conditions
in collaboration with the EuRRECa project
(European Registries for Rare Endocrine
Conditions). EuRR-Bone, with the support of
ECTS, ESPE, IOF, ESE, will be of service to all
patients, health care professionals and
researchers involved in the care of people with
rare bone and mineral conditions.
EuRR-Bone is also strictly connected with
patients and their caregivers, to collect data
that really matter.

Main aims of EuRR-Bone are:

Electronic reporting of newly encountered
rare bone and mineral conditions through
e-REC to better monitor the number of new
patients seen on monthly basis: already
fully functional!
Collecting a core dataset for a wide range
of Rare Bone and Mineral Conditions (under
development, beta version running)
Identification of core outcomes that can be
collected as part of routine practice
Development of disease specific modules
on Achondroplasia, Fibrous
Dysplasia/McCune Albright syndrome,
Osteogenesis Imperfecta and Rare
Hypophosphatemia
Promotion of other high-quality more
detailed disease registries

Welcome to EuRR-Bone first newsletter!
Founded in April 2020 EuRR-Bone is 1 year active now!
Highlighting e-REC

The e-REC is a ‘light-touch’ registry. This electronic reporting system captures new patient
encounters, allowing better understanding of the occurrence of the rare conditions covered by
ERN BOND & Endo-ERN. By actively participating in e-REC, centres will trace their numbers of
new patients on the tip of their fingers, making the returns for the 6 monthly ERN updates
very easy to do. The platform is open to all experts that look after people with rare bone and
mineral conditions fully complying with any EU governance and data sharing requirements.
A full report on e-REC is available at EuRR-Bone website: https://eurr-bone.com/

Covid-19 Surveillance
Since April 2020, the e-REC
platform has been implemented
to capture COVID-19 infections in
all patients affected by Rare Bone
and Mineral Conditions and Rare
Endocrine Conditions (EuRR-Bone
& EuRRECa). For more
information visit the COVID-19
section of the website.

Number of active reporting centers per country between April and December 2020

EuRR-Bone website & twitter
Get regular updates about EuRR-Bone at the project’s new website https://eurr-bone.com/
You will also find an overview of the EuRR-Bone registry, including useful practical information
and documents. In addition, you will find updates on EuRR-Bone activities on dedicated twitter
profile @EuRRBone
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Case reported in e-REC from April to December 2020

Registry Drop-in sessions
A series of sessions have been arranged to demonstrate the Registry (e-REC and CORE) and
find out about recent developments. These sessions are scheduled on every second Friday
of the month at 2pm (CET) via ZOOM. You don't need to register, just drop in.
Please feel free to join any of these sessions.
Just press the following link to join https://uofglasgow.zoom.us/j/94470514380

New Members of the team
Ana Priego is a Pediatric Endocrinologist from Mexico.
She is a PhD candidate at LUMC working in collaboration with the
University of Glasgow. During her PhD she will work closely with EuRRBone, EuRRECa and Endo-ERN. Her work will focus in analyzing the
information that health care providers and patients provide using these
networks as well as developing new areas in these platforms based on
the needs of these two groups. The overall goal of her research is to
assess what matters to them in order to improve the experience of living
with and/or treating a rare Endocrine or Bone disease.
César Bernabe is from Brazil, and he is currently a PhD student in the
Biosemantics group at LUMC, where he is conducting research about FAIR
principles and the use of foundational ontologies for translational
research. He has a bachelor’s degree in computer science and a master's
degree in Informatics, with a focus on ontologies for software engineering.
He has also worked in academic projects for data integration and
interoperability. He is part of the EJP RD as a FAIR Steward, where he
works together with a group of young professionals acting as liaisons
between ERNs and FAIR experts. He is the main contact steward for both
EuRR-Bone and EuRRECa.
Data Access Policy
The Data Access Policy (DAP) will apply to all projects that use the EuRR-Bone and EURRECA
registries data.
It covers the process that will be followed for requesting access to the data in e-REC (and soon
also Core Registry data) and also details the composition of the Data Access Committee (DAC) that
will consist of a Core DAC composed by the Chair & Co-Chair, the Project Management Team (PMT)
and representation from allied groups including Endo-ERN, ESPE and ESE. The DAP has been
developed by Work Packages 1, 2 and 6 of EuRRECa and implemented by WP1 and 2 of EuRR-Bone.
In addition, the DAC will rely on a group of experts who will be co-opted depending on the theme
of the submitted application.
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EuRR-Bone Meetings
EuRR-Bone Kick Off Meeting - 10 June 2020. As
from April the 1st 2020 EurRR-Bone is official,
the Kick Off Meeting took place on Wednesday
10th June 2020. The Kick Off Meeting was held
online due to the COVID-19 outbreak. The
slides are available to project group members
on EuRR-Bone management platform.
EuRR-Bone Annual Meeting - 25 March 2021. The
first general annual meeting will take place on
Thursday March 25th 2021 and will be online as
well

Dissemination Activities
EuRR-Bone has been present, as poster or oral presentation, at various congress and conferences:
European Conference on Rare Diseases - ECRD2020 online meeting
https://www.rare-diseases.eu/

Bone Fragility Disorders in Children - ICCBH2020 Virtual Forum
https://iccbhonline2020.org/

European Connective Tissue Society - ECTS2020 Digital Congress
https://www.ects2020.org/
European Congress of Endocrinology - e-ECE2020 Online event
https://www.ese-hormones.org/events-deadlines/europeancongress-of-endocrinology/e-ece-2020/

The annual meetings of the European Society of Endocrinology and European Society for Paediatric Endocrinology will be held online
in 2021. EuRR-Bone and EuRRECa will be present with a joint virtual booth where informational materials, newsletters and posters
will be available for all participants.

