oes >3 European " ERN BOND

..°. RON Reference '_.u 5,0 ONRARE BONE bIseAsEs
og0 (] eF

050’ Networks

ERN BOND EVALUATION PLAN

EUROPEAN REFERENCE NETWORKS
FOR RARE, LOW PREVALENCE AND COMPLEX DISEASES

Share. Care. Cure.

a
0099@

Q‘ . O
QCO




'-':% European ',on/’\ ERN BOND
EUROPEAN REFERENCE NETWORK

. .;.‘ Reference ‘ . ’ ON RARE BONE DISEASES
[ ]
0.0' Networks

DOCUMENT HISTORY

This document version is delivered under the activities of Work Package 3 on Evaluation (Project ID 101157116) which aims
to monitor the network, ePAGs and HCPs performances by constituting an internal monitoring system and identifying
deficiencies where more improvement actions are needed.

The first version was released in 2022 under the ERN BOND bridging grant (GA 101085766)! and was authored by the
members at the time of the Work Package 3 on Evaluation. The 2024 version is revised by ERN BOND Coordination.

INTRODUCTION

In Europe there are 30 million of citizens affected by one of the about six - eight thousand rare diseases, this is a big challenge
for the national healthcare systems.

European Reference Networks (ERNs) are virtual networks, launched in March 2017 by the European Commission (EC),
involving healthcare providers (HCPs), and patient representatives (ePAGs), with high expertise in the fields of rare or low-
prevalence and complex diseases and conditions across Europe with the aim to facilitate discussion on complex or rare diseases
requiring highly specialised healthcare and a concentration of knowledge and resources.

ERN BOND - the European Reference Network on Rare Bone Diseases -, also referred as “Network”, is one of the 24 approved
ERNs with the specific aim to implement measures that facilitate multidisciplinary, holistic, continuous, patient-centred and
participative care provision to people living with rare bone disorders (RBDs), supporting them in the full realisation of their
fundamental human rights. In 2024, 44 Full members and 6 Affiliated Partners are involved in the Network that covers 19
Member States (https://ernbond.eu/members/).

ERNs were set up under Directive 2011/24/EU on the application of patients' rights in cross-border healthcare. The following
Delegated Decision 2014/286/EU and Implementing Decision 2014/287/EU set out the criteria and conditions that the ERNs
must fulfill for establishing and evaluating the ERNs and their members?.

The evaluation process of ERNs and their members concerns both internal and external evaluations.

The external evaluation is conducted by the EC through the Continuous Monitoring Exercise and the grant reporting activities.
In this case the ERN collects data from member HCPs and ePAGs, validates and aggregates them before the official submission
to the Commission. In addition, a 5-year evaluation of the ERNs and the HCPs is planned by the EC: a first round was already
performed for the full member HCPs joining in 2017, a second round for HCPs joining in 2022. This is performed by an external
evaluation body appointed by the EC following the indication included in the ERNs the Evaluation manual?, the Technical
Toolbox* and the related set of the criteria provided by the EC.

The internal evaluation refers to the process conducted by the ERN on the network and ePAGs performances.

DEFINITIONS AND OBJECTIVES

The evaluation plan is a crucial component of the ERN BOND project, providing a structured approach to improve the project
throughout its development and implementation phases. It refers to the systematic and objective assessment of the value,
significance, and effectiveness of the actions carried out by ERNs and is designed in alignment with the EC's continuous
monitoring framework and incorporates the Evaluation Manual mentioned above.

The primary objective of this evaluation plan is to monitor the progress of the network's activities and identify areas for
improvement, aiming to address any gap. This involves the systematic collection of information, continuous monitoring of
progress, and communication of result to network members, partners, stakeholders, and the broader community.

This evaluation plan will provide the framework, the criteria and the associated set of measurable elements necessary to
evaluate the performance of the Coordinating centre, HCPs and ePAGs that are part of the network. It will therefore support
the project activities implementation by ensuring:

1 ERN BOND Evaluation Plan, version 2022

2 ERNs legal framework
3 Evaluation manual, issued by European Health and Digital Executive Agency (HaDEA). Unit EU4Health/SMP Food. Tenders CHAFEA/2019/HEALTH/18; Ref: D.3.2.2.
4 Technical Toolbox: overview of Annexes for the Evaluation process. Issued byEuropean Health and Digital Executive Agency (HaDEA). Unit EU4Health/SMP Food.

Tenders CHAFEA/2019/HEALTH/18
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A smooth evaluation process
High-quality of evaluations through proper planning
Providing the network’s members with a clear picture of the network’s performance and achievements

The ERN BOND evaluation plan focuses on three key areas:

Performance: Assessing the effectiveness of the coordination in fulfilling its tasks, including managing the
network, communicating with the EC and facilitating collaboration between members.

Contributions: Assessment of the active participation and contributions of individual HCPs, taking into
account their involvement in the network activities, their adherence to the project objectives and the quality
of their contributions.

Engagement and impact: Assessment of the level of involvement and impact of ePAGs in shaping network
activities and ensuring patient-centred care.

The results of the evaluation will be shared across the network in collaboration with WP1 (‘Network Management and
Coordination') and WP2 ('Dissemination') during ERN BOND plenary and group meetings, ensuring transparency and ongoing
dialogue among members. These areas will be assessed by constantly monitoring of the project activity via an online survey
prepared by the Coordination Team.

EVALUATION STRATEGY PER TARGET GROUP

Coordinator HCP will lead project management, ensuring quality throughout all phases of the network's lifecycle. This includes
implementing actions, measures, and the evaluation strategy.

The Evaluation plan will be oriented to monitor the performance of the following main target groups:

1. Coordination Healthcare Provider. The HCP coordinator has the responsibility to supervise the overall progress of the
network activities, organize, manage, chair and facilitate the network meetings, and work in liaison with the EC and other
ERNs. The main objective of the HCP coordinator is to implement the ERN Bond Vision and Mission and ensure that the
scientific activities are carried out with timeliness and accuracy. Coordination Healthcare Provider performance will be
evaluated through the internal indicators detailed below.

2. Healthcare providers. The success of the ERN hinges on the active participation of its member HCPs through their expert
multidisciplinary teams. Their involvement is crucial for the successful conduct of network activities, such as meetings,
virtual consultations, educational programs, the development of clinical guidelines and decision-support tools, and research
collaborations. To assess the effectiveness of HCP contributions, the HCP Global Performance Scoring System is
implemented to meet the annual monitoring exercise requirements. This system will consider various aspects of HCP
engagement, including their active participation in network activities, and their adherence to project activities and purpose.
Different levels of expected collaboration and performance will be considered for full members and affiliated partners,
reflecting their varying degrees of involvement in the network.

3. ePAG representatives. Patients are the focus of ERN BOND, all activities are directed towards enhancing patient care
through a multidisciplinary, holistic, continuous, patient-centered and participative care provision, in line with the BOND
general mission. The voice of the patients in the network is carried by ePAG advocates. Recognizing their crucial role in
representing patient perspectives, the evaluation plan meticulously assesses the level of engagement and impact of patient
advocacy organizations participating in the network. ePAG performance will be evaluated through the internal indicators
detailed below.

The evaluation process will assess the following indicators for each target group:
Achievement of Specific Objectives: Measure progress towards defined goals.
Active Participation: Track engagement in network activities, including meeting attendance.
Process Indicators: Identify and address potential obstacles to achieving network goals.

A specific set of indicators are detailed for each target group: measurable elements and their related reference expected
standards. In detail, the ERN BOND coordination team with the support of the members of the WP3 will assess the project's
impact. This assessment will delve into the project's effectiveness, efficiency, its contribution to EU added value, and its
alignment with broader EU policies.
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The evaluation of the Coordination team will encompass three key areas: the level of HCP involvement, the network's
connections with other ERNs, and the overall quality of its management. To achieve this, the evaluation will utilise a
combination of indicators, and a comprehensive satisfaction questionnaire distributed to all members, including ePAG
representatives.

The evaluation strategy of the HCPs will focus on the level of involvement in the activities of the network, such as:

Meeting Participation: Attendance at network meetings.

Work Package Contributions: Involvement in the work of different work packages.

CPMS Engagement: Participation in Continuous Professional Medical Education (CPMS) activities beyond educational
product delivery.

Clinical Study Conduct: Involvement in clinical research.

Publications: Contribution to scientific publications.

Dissemination Activities: Efforts to disseminate network information and activities.

This internal evaluation will be carried out by an annual specific data collection that will coincide with the EC continuous
monitoring program for ERNs.

These areas will be assessed by constantly monitoring the project activity using a survey prepared by the person in charge of
the evaluation and by data collected by WP leaders and a self-assessment made by each HCPS

The evaluation results will be shared with relevant stakeholders through various communication channels. An annual report
on monitoring results and internal evaluation of the network will be discussed among network members during the annual
plenary meetings.

TIMELINE AND ACTIONS

The Evaluation Plan foresees the following activities and timeline (Figure 1):
Initial planning and preparation phase for the data collection in line with grant requirements:

Define evaluation objectives aligned with the project indicators and also with the annual monitoring indicators.
Ensuring the necessary procedures to produce and collect data necessary for evaluations.

Determine required resources: data collection tools development evaluation

Publishing on the ERN BOND dedicated webpage information and update on all evaluation/monitoring activities

Evaluate the current situation and implement the necessary measure to ensure the improvement and success of the
monitoring and evaluation activities.

Data Collection for HCPs:

A permanent online survey for HCP data collection will be open throughout the year, allowing HCPs to enter the data
anytime. This will serve as the primary data source for both the annual monitoring exercise and the HCP performance
assessment. To streamline the process and reduce the effort required, the coordination team will automate data collection
wherever possible, ensuring that HCPs only need to input information once.

Intermediate internal reports and final reports to be sent to each HCP for performance monitoring during the year allowing
timely corrective actions, if needed.
Data Collection for the monitoring exercise for ePAG:

A permanent online survey for ePAG data collection will be available open throughout the year, allowing ePAGs to enter
the data anytime. This contains only ePAG internal indicators and those for the continuous monitoring exercise and it will
serve as the primary data source for the ePAG concerned indicators.

Data Collection for the Coordination HCP:

Data collection of the internal indicators for the coordination HCP performance monitoring will be annually performed
coinciding with the EC continuous monitoring program.
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January-March

Collection of data related Lo the
previous calendaryear

February

Subrmission of some indicators from
HCPs

September
Presentation of the monitoring outcomes
10 the Management Committee during
the ERN BOND plenary mesting

March
(depending on EC indications)
Submission of ERN aggregatad datafor
the Continuous menitoring exercise

July-September
Intermediate outcomes sent by
Coordination to each HCP

April-June

Drafting and delivery of the project
deliverable “indicators’ Repart”

December 2025 September 2027
DeliverableFirst Evaluation Report” Deliverable "Second Evaluation Repart”

Figure 1: Timeline and actions of the ERN BOND Evaluation Plan 2023-2027

INDICATORS

HCPs

HCPs indicators are detailed in the ERN BOND Global Performance System (Appendix )

COORDINATION HCP

Criterion Promoting the active participation of the member HCP teams into the activities of the network

Measurable element = HCPs have been involved for specific ERN-related tasks, sharing responsibilities among all the Members
of the ERN.

Exceptions None

Standard Not applicable

Numerator Not applicable

Denominator Not applicable

Data source Sent Mail boxes (info@ernbond.eu, cpmshelpdesk@bond.ern-net.eu), ERN Bond newsletter, post on
ECP

Comments This aims to measure the opportunities of involvement (WG leadership or membership -network

involvement on key strategic decisions) that the Coordination HCP was able to distribute.
To demonstrate this the source of data will be checked in order to find all the communication
distributed during the evaluation period.
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Criterion Participation in EC and cross ERN meetings

Measurable element = The Coordinator and the coordination team attends the cross-ERN meetings and other initiatives
Exceptions None

Standard For each year the coordination team has attended at least 80% of the meetings cross ERN meetings (in

person or virtual) regarding the ERNs (Coordinators group, monitoring working group, project manager
group, ERN CPMS Helpdesk managers group).

Number of cross-ERN meetings attended by the Coordinator and/or the coordination team

Number of cross-ERN meeting invitations received

Mail boxes (info@ernbond.eu, cpmshelpdesk@bond.ern-net.eu and personal working mailboxes).

Numerator
Denominator
Data source

Comments

Criterion Facilitation of HCP participation in the network activities

Measurable element The calendar of the online meetings is communicated at least 4 weeks before the event
Exceptions Unscheduled meetings, in-person meetings

Standard 80% of the online meetings are communicated at least 4 weeks before the event.
Numerator Number of meeting invitation sent at least 4 weeks before the event in the evaluation period

Denominator
Data source

Number of meeting arranged in the evaluation period
Mail boxes (info@ernbond.eu, cpmshelpdesk@bond.ern-net.eu and personal working mails boxes)
and electronic agenda invitations

Comments This refer to meetings of Steering Committee, Work Packages and ePAGs
Criterion Facilitation of HCP participation in the network activities

Measurable element The calendar of the network meetings is yearly communicated

Exceptions Unforeseen meetings, online meetings

Standard The network annual meeting date is communicated by the end of the year
Numerator Number of meeting invitations sent by the end of the year

Denominator
Data source

Number of meetings arranged in the evaluation period
Mail boxes (info@ernbond.eu, cpmshelpdesk@bond.ern-net.eu and personal working mails boxes)
and electronic agenda invitations

Note This refers to the network meetings only

Criterion Facilitation of HCP participation in the network activities

Measurable element Administrative and secretarial support is satisfactory provided

Exceptions

Standard Administrative and secretarial support from Coordination is rated averagely satisfactory
Numerator Number of satisfactory responses to the satisfaction questionnaire

Denominator
Data source
Note

Number of respondents to the satisfaction questionnaire
Satisfaction questionnaire results
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Contribution/participation in the activities of the Network

The ePAG regularly attends the network meetings, related to their role

Unavailability due to health issues

Meeting scheduled with short notice (less than 4 weeks)

The ePAG has attended at least 75% of the network meetings (Including: online or in-person
meetings, network or WP meetings).

Number of meetings that the ePAG representative has attended during the evaluation period
Number of meetings where the ePAG representative was invited during the evaluation period
List of meeting participants shared by the virtual meeting software for the virtual events, Mail boxes
(info@ernbond.eu, cpmshelpdesk@bond.ern-net.eu and personal working mails boxes) and
electronic agenda invitations

ePAG are intended as a team

Contribution/participation in the activities of the Network

The ePAG contributes to the work packages activities

Unavailability due to health issues, professional agendas

Each ePAG participates in at least one work package

Not applicable

Not applicable

Mail boxes (info@ernbond.eu, cpmshelpdesk@bond.ern-net.eu and personal working mails boxes)
for the statements of interest to participate.

TOOLS FOR EVALUATION

ERN BOND performance monitoring dashboard
Evaluation Manual and Technical Toolbox issued by the EC
Satisfaction questionnaire (once fully developed and in place)

Electronic case report form (draft not yet available at the time of document writing

ABBREVIATIONS

CPMS Clinical Patient Management System
EC European Commission

ePAG European Patient Advocacy Group
ERN BOND European Reference Network on rare BONe Diseases
ERN European Reference Network

HCP HealthCare Provider

RBD Rare Bone Disease

RD Rare Disease

WG Working Group

wpP Working Package

ECP ERN Collaborative Platform

SC Steering Committee
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AUTHORSHIP AND APPROVAL

This document is authored by the ERN BOND Coordination Team and delivered under the specific activities of Work
Package 1 on Coordination (Project ID 101157116) responding to the project Key Performance Indicator (KPI) no. 1
and Indicator no. 1.5 of the ERN Continuous Monitoring exercise.

The list of activities (see below) and the scoring system were shared, discussed and approved by the Steering and
Management Committees during the 9™" ERN BOND Plenary Meeting in October 2024.

INTRODUCTION

European Reference Networks (ERNs) are virtual networks involving healthcare professionals and researchers with
high expertise in the fields of rare or low-prevalence and complex diseases and conditions across Europe with the
aim to facilitate discussion on complex or rare diseases requiring highly specialised healthcare and a concentration
of knowledge and resources.

In March 2017, the European Commission (EC) launched 24 ERNs. ERN BOND - the European Reference Network
on Rare Bone Diseases -, also referred as “Network”, is one of the 24 approved ERNs with the specific aim to
implement measures that facilitate multidisciplinary, holistic, continuous, patient-centred and participative care
provision to people living with rare bone disorders (RBDs), supporting them in the full realisation of their
fundamental human rights®.

As requested by indicator 1.5 of the ERN continuous monitoring exercise and in compliance with the project KPls,
ERN BOND has developed a system for monitoring the performance of HCP members of the network described
below.

DEFINITIONS AND OBJECTIVES

The ERN BOND HCP Global Performance System, mandatory for all ERNs, is a structured scoring system
implemented to meet the requirements of the ERN grant period (2023-2027) according to the indicators of the ERN
continuous monitoring exercise and the ERN BOND project, minimizing the HCP effort in the data collection.

This system is specifically designed to assess and monitor the performance of each HCPs participating in the
network and to determine whether members meet the minimum participation standards, identify areas for
improvement, and ensure and contribute effectively to the network's overall goals. It also measures the degree of
involvement of each HCP, fostering a collaborative environment that promotes knowledge sharing, innovation, and
active participation.

This approach offers a clear and accurate picture of the HCP status, while providing valuable insights into the level
of engagement and contribution to the network's objectives.

Additionally, the system encourages continuous development by identifying strengths and areas for improvement,
supporting a culture of accountability, transparency, and cooperation. This helps to ensure that ERNs remain
effective in addressing complex healthcare challenges, advancing healthcare outcomes across Europe.

DATA COLLECTION

The ERN BOND HCP global performance system will enter into force in 2025; hence the first official data collection
will be performed in 2026. However, the data collection for 2025 (covering 2024 data) will be conducted as a testing
phase.

To optimise activities, data collection will be yearly performed, in line with the ERN Continuous Monitoring exercise
timeline set by the EC (usually by the first quarter of every year).

Data are collected via different sources: (i) via automated collection through ERN BOND coordination, work package
leaders or EC with no action required from HCPs and (ii) directly form HCPs via a dedicated survey.

1 ERNSs legal framework
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A permanent online survey for HCP data collection will be open throughout the year, allowing HCPs to enter the
data anytime. This will serve as the primary data source for both the annual monitoring exercise and the HCP
performance assessment. To streamline the process and reduce the effort required, the coordination team will
automate data collection wherever possible, ensuring that HCPs only need to input information once with the scope
to:

o Reduce effort: HCPs can enter data throughout the year.
¢ Improve data accuracy: Real-time data entry minimizes the risk of errors or omissions.

¢ Enhance data quality: Frequent updates ensure that the data reflects the most updated information.

ACTIVITIES AND SCORING SYSTEM

A comprehensive set of twenty-one activities has been identified, as said based on the indicators established in
the ERN continuous monitoring exercise (ERN data collection manual V8.1.0) and in the ERN BOND project. These
activities are categorized into two main groups: Mandatory and Optional.

Each of these activities is designed to earn a specific number of points. These points are systematically accumulated
and weighted according to a predefined table, ultimately contributing to a percentage score that reflects the overall
performance and engagement of the HCPs within the network.

By completing these activities and accumulating points, HCPs can demonstrate their commitment to the ERN's goals
and their overall impact on patient care.

The total number of points earned by completing both Mandatory and Optional activities is then weighted
according to the importance of each activity and converted into a percentage score, producing a final score that
reflects the HCP’s overall performance and involvement in the network.

The categorization into Mandatory and Optional activities ensures a structured approach, where essential activities
are prioritized while still encouraging additional contributions through optional tasks. This scoring system not only
facilitates a clear and measurable assessment of each HCP's involvement but also promotes continuous
improvement and adherence to the high standards set by the ERN framework.

The total points from both Mandatory and Optional activities are summed and weighted, and the final percentage
score is derived from this weighted total, as outlined in Table 1 below.

TABLE 1: POINTS AND PERCENTAGE SCORE OF THE ACTIVITIES

No. of indicators Points Total score

Mandatory activities

Optional activities

Table 2 and 3 list all the activities contributing to the ERN BOND global performance, along with references to the
related linked indicators of the ERN monitoring exercise (ERN data collection manual V8.1.0) and of the project,
data source, score for each activity and the percentage weight used in the final calculation.
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TABLE 2: LIST OF THE MANDATORY ACTIVITIES OF THE ERN BOND GLOBAL PERFORMANCE

% of
Points Total
Score

Monitoring
exercise | Project KPI
indicator

WP Source

Mandatory Activities

A i i lly) th |
WP1 ttend (in per'son or virtually) the annua Coordination team 3 |8.57%
Plenary meeting
All WPs Attenfj (in person or virtually) at least 2 WP WP leaders 3 |8.57%
meetings per year
Perform at least 1 documented o
wp2 dissemination activity of ERN BOND 71 HCPs 3 |857%
I h I i -
WP3 ComP et?t € ann‘ua Continuous Coordination team 3 |8.57%
Monitoring exercise
WP4 |Open or participate at least 1 CPMS panel 2.2 7 EC/WP leaders 3 [8.57%
WP5 |Submit data to e-REC 5.3/5.4 10-11 | EuRR-Bone coordination team 3 |[8.57%
Contribute as organiser or speaker to an
i ivi ERN BOND
WP6 educatlo_nal activity relevant for ERN BON 41/42 | 171020 HCPs 3 |8.57%
community (e.g. workshop, courses,
webinars)

TABLE 3: LIST OF THE OPTIONAL ACTIVITIES OF THE ERN BOND GLOBAL PERFORMANCE

% of
Points Total
Score

Monitoring
exercise Project KPI
indicator

WP Source

Optional Activities

Collaborate with other ERN-related
projects (e.g. JARDIN, ERDERA, ERICA,
other ERN BOND partnerships, etc.)

Include the ERN BOND logo or publish of a
webpage on the HCP website
Organise/Host an ERN BOND endorsed
event (or an ERN BOND dedicated session
within the event)

Acknowledge ERN BOND in at least one
peer review paper in the ERN BOND area
of expertise as per the continuous
monitoring exercise guidelines
Acknowledge ERN BOND in clinical
trials or observational studies (with at
least 2 ERN BOND Member States) as per
the continuous monitoring exercise
guidelines

Submit a clinical research proposal to
the ERN BOND online tool or participate to a
published clinical collaborative research
project

Participate in the activities of the Orphanet
transversal working group

Attend the monitoring exercise
webinars (both organised by EC or ERN
BOND)

WP1 HCPs 1 ]2.22%

wpP2 HCPs 1 ]2.22%

wpP2 HCPs 1 ]2.22%

WP2 5.2 Coordination team/HCPs 2 14.44%

wpP2 5.1 HCPs 1 ]2.22%

WP2 Coordination team 1 (2.22%

WP2 Coordination team 1 (2.22%

WP3 Coordination team 2 14.44%
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Have a minimum of 1 active user in the
core registry within the HCP (if the core

WP5 . - o 53-54 EuRR-Bone coordination team 1 |2.22%
registry is approved within the center) — Not
applicable option is foreseen
Develop accredited or non-accredited

WP6 Training Courses including an RBDs 41-42 10-11 HCPs 2 |a.a4%

session (the so-called ERN BOND thematic
workshop/session)

Collaborate in training or dissemination
WP6 |activities with centres in Member States HCPs 1 ]2.22%
not part of ERN BOND yet
Collaborate with RBD patient
organisations

Participate (in person or virtually) in
initiatives with scientific societies
WP6 |representing specialties involved in the care HCPs 1 (2.22%
of patients with RBD (e.g., ECTS, ICCBH,
ISDS, IOF, ESE, ESPE, ERA, EORS, EULAR).
Participate in the production of ERN BOND
Guidelines or Clinical Decision Making 6.2 23-24 Coordination team/HCP 2 |4.44%

Tools
18 40%

To ensure active and meaningful participation in the network, all HCPs are required to reach a minimum
performance threshold of 60% which is designed to maintain high standards of engagement and contribution
across the network. The score is calculated based on a combination of mandatory and optional activities.

WP6 14 HCPs 1 ]2.22%

wWP4 /
WP7

Mandatory activities are those essential for meeting the core objectives of the network, and they carry a higher
weight in the HCP overall performance assessment. Completion of these activities ensures HCP contribution to the
fundamental goals of the ERN. Optional activities provide additional opportunities for professional development
and network engagement, but they have a lesser weight in the final performance score.

If an HCP’s score falls below the minimum threshold, it may indicate that there are areas where the performance
could be improved. In such cases, the coordination team will provide support and guidance to help HCPs identify
and address these areas, encouraging them to assess their engagement with both mandatory and optional activities
and to take proactive steps to address any gaps.

By regularly reviewing its performance and taking proactive steps to improve, each HCP can significantly enhance
both the individual impact and the collective success of the network.

DEFINITION AND INSTRUCTIONS

The tables below provide a comprehensive overview of the activities to support HCPs in the successful completion
of the activities.
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ATTEND THE ANNUAL PLENARY MEETING (IN PERSON OR VIRTUALLY)

WP Description

Regular participation in the annual network meeting is
essential for fostering collaboration, knowledge
sharing, and building strong relationships within the
network. This event provides a platform for all ERN
BOND members to stay informed about the activities,
receive updates, and participate in collaborative
discussions to drive future growth.

WP1

Instruction

How to attend the ERN BOND plenary meeting?

You can attend the meeting in person or virtually (if hybrid
version is provided) following instructions promptly provided
by Coordination team via communication channels and
newsletter.

ATTEND AT LEAST 2 WP MEETINGS PER YEAR (IN PERSON OR VIRTUALLY)

WP

Description

Involvement in ERN BOND Working packages is
essential to meet the project’s goals.

All
WPs

Instruction

How to join a Work package?

If you are interested in joining a Work package, kindly reach
out to the ERN BOND Coordination Team who will provide
you with more information about the WPs and the process
for joining.

For more details about the different WPs and their
activities, please visit the ERN BOND website.

PERFORM AT LEAST 1 DOCUMENTED DISSEMINATION ACTIVITY OF ERN BOND

WP

Description

Dissemination activities ensure that knowledge and
awareness are spread beyond ERN BOND.

In all dissemination activities (e.g. oral/poster
presentations in congresses, conferences, meetings), it
is important to clearly state your involvement in the
network using the ERN BOND logo in vyour
presentations or posters, etc.

WP2

COMPLETE THE CONTINUOUS MONITORING EXERCISE
WP

The EC annual monitoring exercise is fundamental for
measuring appropriate outcomes for the ERNSs,
identifying areas of success and potential pitfalls, and
demonstrating ERNs' added value.

wpP3

Description

Instruction

Where can you find the logo and/or presentation template?

If you need the ERN BOND logo and/or presentation
template, please contact the ERN BOND coordination team at
info@ernbond.eu

Please, also remember to inform in advance the coordination
team about your dissemination activities.

Instruction

How complete the monitoring exercise?

Data collection is performed during the first quarter of each
year and refers to the previous year results/data.
Coordination team promptly informs, members about
procedures and timeline of the continuous monitoring
exercise.

Instructions, helpful tips, and additional resources are
available on the dedicated webpage.
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OPEN OR PARTICIPATE AT LEAST AT 1 CPMS PANEL

WP Description Instruction

The Clinical Patient Management System (CPMS), is a | How to participate or open a CPMS panel?
secure web-based application that supports the ERNs
in the diagnosis and treatment of rare or low
prevalence complex diseases or conditions across
national borders.

Detailed instructions and additional resources on how to
navigate the CPMS 2.0 platform and effectively participate in

WP4 panels are on the dedicated section on ERN BOND website.

If you encounter any difficulties or have further questions,
contact the Operations Helpdesk at
cpmshelpdesk@bond.ern-net.eu

SUBMIT DATA TO e-REC OF THE EURR-BONE REGISTRIES

WP Description Instruction

e-REC (e-Reporting of Rare Conditions) is an How to submit data to e-REC?
electronic reporting system which captures activity If vou need helo to enter new cases:
wps |and allows for a better understanding of the ¥ P )

occurrence of the rare conditions covered within * lookate-REC U|.de .
networks such as ERN BOND e attend the drop-in sessions or

e read more information on the EUREBB website.

CONTRIBUTE AS ORGANISER OR SPEAKER TO AN EDUCATIONAL ACTIVITIES RELEVANT FOR ERN BOND COMMUNITY (E.G.
WORKSHOP, COURSES, WEBINARS)

WP  Description Instruction

Accredited or non-accredited education/training | Remember to track:
activities aimed at all relevant stakeholders (HCPs,
students, or patients) providing your expertise on rare
skeletal diseases and complex conditions.

Activity details (title, dates, venue, programme, links)

e  Number of trainees

e Number of countries of origin of trainees who completed
training

WP6 In case of accredited event, the following accreditation will
be considered, according to the EC guidelines:

e National accreditation systems providing CME credits
e The European accreditation system of UEMS-EACCME
e ECTS accreditation

Please remember to inform in advance the Coordination team

TABLE 5: OPTIONAL ACTIVITIES

COLLABORATE WITH OTHER ERN-RELATED PROJECTS

wp Description Instruction

Collaboration with RD-related projects such as: JARDIN | How to collaborate with other ERN BOND related projects?
WP1 |Joint action, ERDERA, ERICA and /or other ERNs|Participation at the requested activities (survey completion,
(https://ernbond.eu/erns/), etc. meetings/webinar attendance, etc.) communicated by email or
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via the newsletter by Coordination team or directly by the
involved project.

INCLUDE THE ERN BOND LOGO OR PUBLISH OF A WEBPAGE ON THE HCP WEBSITE

WP Description Instruction

Include the ERN BOND logo or publish of a dedicated | Where to find the ERN BOND logo?

he HCP i ot
webpage on the HCP website Please contact ERN BOND coordination team at

info@ernbond.eu who will support you providing the logo and
a template text for the webpage.

ORGANISE/HOST AN ERN BOND ENDORSED EVENT OR SESSION

WP Description Instruction

ERN BOND member can request endorsement for|How to request the ERN BOND endorsement?

activities such as courses, webinars, conferences, or|You can request the ERN BOND endorsement for activities such
educational programs (e.g., thematic events). as courses, webinars, conferences or educational programme.
Eligible requirements for ERN BOND endorsement:

e Organizer Affiliation: the organizer must be an ERN BOND

member.
e  Focus Area: The activity must address the ERN BOND area
of expertise.
WP2 e  Programme approval: the event programme must be

reviewed and approved by coordination team as part of
the application process.

In your endorsement request, please provide the following
information:

1. Type of educational activities: workshop, courses, webinar
2. Activity description including Programme

3. Venue and date

ACKNOWLEDGE ERN BOND IN AT LEAST ONE PEER REVIEW PAPER IN THE ERN BOND AREA OF EXPERTISE

wp Description Instruction

Ensure that knowledge and awareness are disseminated | How to acknowledge ERN BOND in publications?

beyond the ERN BOND. If your publication/product has co-authors from ERN BOND

HCPs from two or more EU Member States, one of the
following acknowledgements can be used, depending on the
scenario:

"This work is generated within ERN BOND - the European
Reference Network for rare BONe Diseases
wp2 (https://ernbond.eu/), which is funded by the European Union
within the framework of the EU4Health Programme 2021-2027"

“This work is supported by ERN BOND - the European Reference
Network for rare BONe Diseases (https://ernbond.eu/), which is
[funded by the European Union within the framework of the
EU4Health Programme 2021-2027"

“This work is supported (not financially) by ERN BOND - the
European Reference Network for rare BONe Diseases

8
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(https://ernbond.eu/), which is funded by the European Union
within the framework of the EU4Health Programme 2021-2027"

If the authors are from one EU Member State only, or if the
journal does not allow the statements mentioned above, you
can alternatively use:

“[author name(s)] are members of ERN BOND - the European
Reference Network  for rare BONe Diseases
(https://ernbond.eu/)”

ACKNOWLEDGE ERN BOND IN CLINICAL TRIALS OR OBSERVATIONAL STUDIES (WITH A LEAST 2 ERN BOND MEMBER STATES) AS
PER THE CONTINUOUS MONITORING EXERCISE GUIDELINES

WP Description Instruction

Ensure that knowledge and awareness are disseminated |How to acknowledge ERN BOND in clinical trials or
beyond the ERN BOND as per monitoring indicators. observational studies?

WP2 You can include the following in the clinical trial summary:
“The [HCP/DEPARTMENT] is member of ERN BOND - the
European Reference Network for rare BONe Diseases
(https://ernbond.eu/)”

SUBMIT A CLINICAL RESEARCH PROPOSAL TO THE ERN BOND ONLINE TOOL OR PARTICIPATE TO A PUBLISHED CLINICAL
COLLABORATIVE RESEARCH PROJECT

wp Description Instruction

ERN BOND aims to favour research collaborations among | How can you contribute to clinical research on RBDs?
HCPs. To reach this, a clinical research toll has been

created and made avilable in ERN BOND website * Submitting a Clinical Research Proposal:

https://ec.europa.eu/eusurvey/runner/BONDcollaboratio
WP2 nCall

e Participating in Existing Collaborative Research Projects:
https://ec.europa.eu/eusurvey/publication/BONDcollabor
ationCall

PARTICIPATE IN THE ACTIVITIES OF THE ORPHANET TRANSVERSAL WORKING GROUP
WP  Description Instruction

The Orphanet Transversal Working Group aims to revise | How to participate to Orphanet transversal working group?
the classification of primary bone dysplasia and

. To participate, please, contact ERN BOND coordination team
dysostosis.

info@ernbond.eu

ATTEND TO THE MONITORING EXERCISE WEBINARS (BOTH ORGANISED BY EC OR ERN BOND)

WP  Description Instruction

Monitoring webinars provide instruction about|How to attend the monitoring webinars?
WP3 monitoring exercise process You will be notified in time regarding webinars organized by:
1. DG SANTE (usually in December of the previous year)
2. ERN BOND for HCPs (usually one month before deadline)
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HAVE A MINIMUM OF 1 ACTIVE USER IN THE CORE REGISTRY WITHIN THE HCP (IF THE CORE REGISTRY IS APPROVED WITHIN
THE CENTER) — NOT APPLICABLE OPTION IS FORESEEN

WP Description

The Core Registry collects common and condition
specific datasets for a wide range of endocrine and bone
conditions including those that are covered within Endo-
ERN and ERN BOND. The data collected will be used to
improve clinical care as well as research.

WP5

Instruction

How to submit data in the Core Registry?

For more information about the Core Registry please visit: Core
Registry - EURREB (EURRECa and EuRR-Bone)

If you encounter any difficulties or have further questions you
can contact the Registry Team at registries@lumc.nl

DEVELOP ACCREDITED OR NON-ACCREDITED TRAINING COURSES INCLUDING AN RBDS SESSION

WP

Description

Deliver education and training activities on RBDs and
complex conditions by maintaining and improving the
ERN BOND educational programme in collaboration with
ePAGs, RBDs patients and advocacy organisations and
Scientific Societies (so called Thematic events, which
consists of stand-alone workshops or sessions included
into disease specific congresses, scientific societies
meetings, or events promoted by RBD patient
organisations, in order to spread knowledge on RBDs
among a very large number of disease-experienced (and
non-expert) healthcare professionals all over the world).

WP6

Instruction

In case you develop an education and training activities on RBDs
and complex conditions, please timely inform coordination
team and remember to track the following information
requested by EC:

e Activity details (title, dates, venue, programme, links)

e Number of trainees

e Number of countries of origin of trainees who completed
accredited training

e Attendees gender

The following accreditation will be considered, according to the
EC guidelines:

e National accreditation systems providing CME credits
e The European accreditation system of UEMS-EACCME
e  ECTS accreditation

COLLABORATE IN TRAINING OR DISSEMINATION ACTIVITIES WITH CENTRES IN MEMBER STATES NOT PART OF ERN BOND YET

WP

Description

Deliver education and training or dissemination activities
in centres located in Member States that are not yet
represented in ERN BOND, including Ukraine

wpP2 /
WP6 /
WP8

COLLABORATE WITH RBD PATIENT ORGANISATIONS

WP Description

Instruction

How to contribute to the ERN BOND area of expertise in
Member States that are not yet part of ERN BOND?

In case of dissemination activities, see the mandatory activity
“PERFORM AT LEAST 1 DOCUMENTED DISSEMINATION
ACTIVITY OF ERN BOND”

In case of education activities, see the mandatory activity
“CONTRIBUTE AS ORGANISER OR SPEAKER TO AN
EDUCATIONAL ACTIVITIES RELEVANT FOR ERN BOND
COMMUNITY (E.G. WORKSHOP, COURSES, WEBINARS)”

List of member states part of ERN BOND is available on the
website

Instruction

Funded by the
European Union

10
Version: February 2025



https://eurreb.eu/registries/core-registry/
https://eurreb.eu/registries/core-registry/
mailto:registries@lumc.nl?subject=A%20question%20to%20EuRREB%20%28EuRRECa%20and%20EuRR-Bone%29%20via%20website.&body=%0A%0A%0A%0A%20via%3A%20Core%20Registry%0A%20url%3A%20https%3A%2F%2Feurreb.eu%2Fregistries%2Fcore-registry%2F

L
e:, European
@520 Reference
. ....

o0’ Networks

Gew

<Y 5\

0."/ y o

" é EUROPEAN REFERENCE NETWORK
@ 9.~ ONRARE BONE DISEASES
o 4

Patients are the focus of ERN BOND, all activities aim to
improve their medical care through implementation of
measures  facilitating  multidisciplinary,  holistic,
continuous, patient centred and participative care

wpP6 provision, in line with the BOND general mission.

How to collaborate with patient representatives?
For instance:

e Include patient representatives in the event programme
you are organising

¢ Involve them patient in meetings/activities

e Participate in their events/governing boards

e [Etc.

PARTICIPATE (IN PERSON OR VIRTUALLY) INITIATIVES WITH SCIENTIFIC SOCIETIES REPRESENTING SPECIALTIES INVOLVED IN THE
CARE OF PATIENTS WITH RBD (E.G., ECTS, ICCBH, ISDS, IOF, ESE, ESPE, ERA, EORS, EULAR).

WP Description

One of the strengths of ERN BOND is its active
collaboration with the scientific societies in the ERN
BOND area of expertise.

Instruction

A list of related activities that demonstrate your active
participation, such as, but not limited to, membership, meeting

attendance, working groups, etc.

PARTICIPATE TO ERN BOND GUIDELINES OR CLINICAL DECISION MAKING TOOLS PRODUCTION

WP Description

Develop guidelines or Clinical Decision Making Tools is
one of the goal of ERN BOND

wpa/
WP7

Instruction

Currently ERN BOND plans to work on development of the
following guidelines:

e Transition from pediatric to adulthood (WP7)
e  Pregnancy in women with RBDs (WP4)
e Genetic testing in RBDs (WP4)

See above “How to join a Work package?” for joining the
activities on guideline development.

ERN BOND Website https://ernbond.eu/

ERN data collection manual V8.1.0 for the Continuous Monitoring Exercise

GLOSSARY

European Reference Network. Virtual network of centre of expertise that cooperate to share

Healthcare provider. In the present document HCP refers to any institution that provides healthcare

CPMS Clinical Patient Management System
EC European Commission
ERN
knowledge and advance the state of the art in one or more specific thematic areas.
ERN BOND European reference network on rare bone diseases
HCP
services.
RBD Rare bone disease
WP Work package
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