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Welcome to EuRR-Bone third newsletter!
Founded in April 2020 EuRR-Bone is 2year active now!
EuRR-Bone in brief

The European Registries 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 highquality, patient-centred pan-European registries 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.

News on CORE Registry

EuRR-Bone website & twitter
Get regular updates about EuRR-Bone
activities at the project’s website
https://eurr-bone.com/
The website will provide an overview
of the EuRR-Bone registries, including
practical information and useful
documents. For more updates, follow
EuRR-Bone twitter profile
@EuRRBone. Today the twitter
account has 228 followers!
The website has been visited by more
than 3000 different visitors
worldwide!

EuRR-Bone Website Countryview at 29/03/2022

The CORE Registry collects a core data set
for a wide range of rare bone and mineral
conditions.
The Achondroplasia disease specific module
(https://eurr-bone.com/achondroplasiadisease-specific-module/) is open for
patients and HCPs! In addition, a module for
Fibrous Dysplasia/McCune-Albright
Syndrome has finished the testing phase
and will be launched shortly; modules for
Osteogenesis Imperfecta and Rare
Hypophosphatemia are under construction

Transfer of server
As of May, EuRR-Bone’s
data server will be
transferred to the
Leiden University
Medical Centre, in the
Netherlands. During a
short period the
registry will be offline
to secure a proper
transfer. Afterwards all
will be working as you
are used to only from a
different URL. Check the
website and Twitter for
the exact timing and
the new URL.

PROMs Delphi Survey
What are the needs of the bone and endocrine community regarding PatientReported Outcome Measures? The first round of this survey, aimed at
patients, patient representatives and health care providers in the bone and
endocrine community, was open from December 2021 through February 2022.
Responses
Patients and patient representatives: 241 - Health care providers: 86

Table - Domains more frequently rated as relevant and irrelevant by patients, patients representatives and HCPs

We will invite first round survey respondents to participate in the second
round. The links to the surveys will be sent by email and published on the
registries’ websites and social media.

Registry Drop-in sessions
A series of sessions, scheduled on every second Friday of the month at 2pm (CET) via ZOOM,
have been arranged to demonstrate the Registry (e-REC and CORE). 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 (Passcode: 755169). In addition,
some demonstration videos are available @ https://eurreca.net/e-rec-demonstration-videos/
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Highlighting e-REC

e-REC is an electronic reporting system which captures new patient encounters and allows for
a better understanding of the occurrence of the rare conditions covered within networks such
as ERN BOND and Endo-ERN.

This is a joint platform originally set up
by EuRRECa and has been specifically
adapted for EuRR-Bone. The platform is
open to all centres that look after
people with rare bone and mineral
conditions.
By December 2021, a total of 42 centres
from 18 countries had reported on eREC.

Meetings & Dissemination Activities
EuRR-Bone Annual Meeting – 8 February 2022. The second general annual meeting took place online on Tuesday
February 8th, 2022
EuRR-Bone PGB Meeting – 8 February 2022. The EuRR-Bone Project Governing Board (PGB) meeting took place on
Tuesday February 8th, 2022. It was held online due to the COVID-19 outbreak

EuRR-Bone has been present and will be present at various congress and conferences:

ERN BOND 2022 Final Meeting – Feb 2022 [Joint with EuRR-Bone]
European Connective Tissue Society – ECTS Congress in May
2022 in Helsinki
24th European Congress of Endocrinology – ECE2022 in May in Milan
10th International Conference on Children's Bone Health – ICCBH2022
in Dublin in July

ERN BOND bridging grant

As part of the EU4Health programme (2021-2027), the EC announced an increase in the funding to the ERNs (€26
million to be divided between the 24 ERNs). The previous EC grants for the ERNs’ coordination and operational
activities ended on 28 February 2022.
New direct grants, beginning on 1 March 2022, will ensure the ERNs’ continuity until August 2023, when
multiannual grants (including grants for IT and registry activities currently supported by the separated grants) will
also simplify funding and reduce grant management requirements. ERN BOND has submitted an 18-month
proposal, which will be evaluated between March and June 2022, with results announced by the EC in July. This
proposal includes new implementations in EuRR-Bone and continuity in coordination of EuRR-Bone, after the
specific grant ends in March 2023.

