’:T?--?\\ European /b
..' S8 Refefence %&) Fn d o-ERN

..: o' Network

Activities per category for 2025 are listed here. Each has a possible score and is categorized as
mandatory, expected or bonus.
Mandatory = each HCP has to complete to retain membership
= that are not mandated for membership but expected of contributing member HCPs
undertaken by HCPs/ individual experts therein that advances our mission and seeks to improve
the Endo-ERN

Took part in our General Assembly IMm1
Have seen minimum number of new/suspected patients for
endorsed MTGs M2
Completed your Continuous Monitoring (CM) exercise |M3
Participated in at least 1 CPMS panel |M4
Measured patient satisfaction within your HCP/department |M5
Completed submissions to e-REC IM6
Expected Attended MTG specific HCP meeting El
Expected |WP2 Included Endo-ERN logo/description/ link on your HCP website  |E2
Expected |WP1 Added accurate details on expertise in CPMS E3
|Expected \WP4 Lead more than 1 new CPMS panel E4
Expected |WP4 Consulted in more than 1 CPMS panel E5
|Expected \WP4 Lead at least 1 CPMS panel E6
|Expected \WP5 Has at least 1 active user for the core registry within the HCP E7
|Expected |WP6 Hosted an Endo-ERN clinical exchange E8
Published peer review publications with Endo-ERN
[Expected  |WP7 acknowledgement E9
[Expected  Jwp7 Used Endo-ERN CPGs E10
|Expected \WP5 Entered cases into the Core Registry E11**
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Bonus ALL Acted as Endo-ERN Working Group chair B1
|Bonus External Submitted a publication to our database B2**
IBonus External Participation EC/ERN working groups B3
Involved in a leading role in European funded rare disease
IBonus External projects such as EJP RD / ERDERA / JARDIN B4
Used Endo-ERN network resources for ongoing studies/ research
|Bonus QoCIRC projects or as Endo-ERN WG member * B5
IBonus WP1 Represented Endo ERN in ESE/ ESPE rare disease committees B6
|IBonus WP1 Acted as Steering Committee or Advisory Board member B7
|IBonus \WP2 Hosted an endorsed Endo-ERN event B8
Provided patient information materials on rare conditions and
[Bonus WP2 made resource available to Endo-ERN B9
|Bonus WP3 Hosted/ ran clinical trials in your centre B10
[Bonus \WP5 Participated in/running EURREB study groups B11
|IBonus WP6 Participated in Endo-ERN clinical exchange B12
Participation in conferences for rare diseases where active
research is presented from your HCP relevant to your expertise /
|Bonus WP6 MTG B13
IBonus WP6 Ran a webinar on behalf of Endo-ERN B14
|IBonus \WP7 Contributed to Endo-ERN Guidelines & CDSTs B15
|IBonus \WP4 Collaborated with an Endo-ERN/EURORDIS patient organization *[B16
Assisted with recruiting of relevant patient organizations from
[Bonus WP1 countries or disease areas not yet represented in Endo-ERN* B17

*Indicates activities still under development in network

**Updated or new this year




