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How to create an account in the Core Regqistry

Use this link for self-registration Fill in the form, choose Core Registry Clinical Contributor
https://eurreca.lumc.nl/EURREBAuUth/Registration/Create ) role to have access to the Core Registry

&+ New User Registration Request

Fields marked with * are mandatory

* Application Role Requested
e-REC Reporter )
Core Registry Clinical Contributor €

Title
* Surname
* Given Name

Middle Names

Fill in the mandatory
information.
Your request will be approved

* Email (and User Mame)

Password must be at least 8 characters

Password must contain both lower and upper case letters as soon as possible_
Password must contain at least one numeric character

Password must contain at least one of the following symbols: @ #17 €3 E£% & _+-

* Pagssword

* Confirm Password

Telephone
*| would like to be the Centre Lead for this Centre ) Yes Mo
If your centre is not listed — you Filter Centres by Country (optional)  _gqjacs .

can add it to the platform. Any

. *Cent
centre could become an active — =E
- Select - -

participant — regardless

geography and affiliation.



https://eurreca.lumc.nl/EuRREBAuth/Registration/Create

How to change your application role if you already use e-REC

If you are already using e-REC, you can easily allocate the The Core Registry Clinical Contributor role will become
Core Registry Clinical Contributor role to yourself available immediately

Choose ‘Application access’
from the e-REC menu under

your name
EuRREB, »
mcocmesmssonecoraions— @=-ReEPOTrting of Rare Conditions (e-REC) & Application Access

Returns Reporting Setup Centre Reporters Centre Users _ Pleaze select additional Application Roles from the list of available roles below as required.

Once you have allocated an Application Role to yourself it will be available immediately.

Edit A : Deotni If you require either the Centre Lead or the Centre Administrator role in the Core Registry please contact the System Administrator
Latest News e as you cannot allocate these to yourself.

Change Password

Existing Application Roles e-REC Reporte
Join FuRREB Symposium 2025 — Application Access
— Core Registry Clinical Contributor

Log Out
Mot sure about your ORPHAcode? Check this tool out!

Available Application Roles You already have access to all available Application Roles



How to log in into the Core Registry

Go to https://eurreb.eu/ and use Login button and go to the Core Registry and choose Clinician Login page
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https://eurreb.eu/
https://eurreb.eu/login/
https://eurreca.lumc.nl/CoreRegistry/Account/ClinicianLogin

Login to the Core Registry

Via this page or by following the previous steps fill in your credentials

: . . Choose how you want to receive your authentication code: mobile device or email
(username is your e-mail). You can reset password anytime

@
1 Cli El - L # = -
() Clinician Login BB Two-Factor Authentication

User Name Please select how you want to receive your authentication code:

Password 0 Use Device Code i Send Code via Email

Forgotten password? To reset your password please click on the following Beset Password link

=l Log in

Click on the following link for further information about OTP authentication: OTP Authentication

Enter the 6-digit PIN you received by either method. If using your mobile device, you will need
to request a verification email before logging in for the first time or for resetting your 2FA

8] Verify Your Identity

&, 6 digit PIN from your mobile device @)

=l Log in

If this is your first time logging in or you need to reset your two-factor authentication (2FA) device, please verify your identity by
requesting a verification link to be sent to your registered email address.

Once you receive the email and confirm your identity, you can continue to set up or reset your 2FRA device: Send Verification Email

Click on the following link for further information about OTF authentication: 0TP_Authentication



https://eurreca.lumc.nl/CoreRegistry/Account/ClinicianLogin
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Dashboard

@ it Core Registry

Dashboard Patiemls = Cenlres = Cepire Users = Patiend Users =

Ll Clinician Dashboard

B3 Latest News & Patient Access

Lipnisles mn schondionlacia module

Jain EuRRER Syrnposum 035 :

R e SR e et | You can explore the different features of the dashboard:

2 Patients in Centre: EURR-Bone-Test } . . .

Patients registered by you: 40 you have access to all patients registered in your centre
Patients registered in your centre: 55

Patients with oulstanding aclions: 1 i you can see the Iatest news

A Patient Outcomes Motifications -

® SiIET Pan il D i) # Dismiss you can see the distribution of cases by MTG and age groups

B 3024-12-11, Patient |ID:450, Creape - EQ-50-5L B Dismiss

- you can check patient access status and patient and clinician outcomes

= My Diagnosis-specific Outcomes Status 9 Patient Outcomes Status

T Do ' S Ca Ly i

% Condition Groups {4 Age Groups

status




How to add a new patient

. . . . ll . .
: “p 44 “pati ” Fill in all mandatory fields in the Common Data Elements, Choose “Genetic endocrine
Click on “Add” from the menu tab “Patients y ’
Y
tumours
Eu RREB Tick this box if you want * - Condition sections marked with * contain mandatory fields that require your attention
Eivice e ond Bome condiions Core Registryr to test the module
e e e D
Dashboard Patients ~ Centres - Users = Centre Users ~ Patient Users ~ Reference Data -~ Emails Reporting
B © - ©
. Search
m Clii - ird Fields marked with * are mandatory
=}

= * Consent for Core Registry Optin @ © Optout €

La Deleted Patients
' * Date of Birth
JOINE  poionds 25 o 1966-02-28 £
Mot st Bulk Upload Lode? Check this tool out! * Condition Group (select all that apply) ADREMAL CALCIUM & PHOSPHATE o GLUCOSE & INSULIM o
B GEMNETIC ENDOCRINE TUMOURS GROWTH & OBESITY o HYFOTHAL & PITUITARY o
SEX DEVELOPMEMNT o THYROID BOME DYSPLASIA o

SYSTEMIC & RHEUMATOLOGICAL @

Pseudonymised ID (e.g. SFIDER)

* Sex at Birth Male € Female Other Unknown

Current Gender Male @ Female Mon-binary Other Asked but unknown

—



Fill in the mandatory fields in the condition group section

You can use this field

for your notes

oo T -] |

Senior Clinician <18 - N/A
Senior Cliniciam=18 - N/A

e-REC ID §)

* First Contact with Centre €} 2024-01-07 2]

* Clinician Responsible for Patient o Dr. Mariya Cherenko .

* Date of First Clinical Manifestations €) 2022-01-01 ==

* Primary Condition Multiple endocrine neoplasia -

* Specific Diagnosis Multiple endocrine neoplasia type 1 -~

The full hierarchy of Conditions and Specific Diagnoses can be found in the Core Registry Conditions Dictionary

How Was Diagnosis Reached §) 8 Clinical Biochemistry Genetic Histology
Other Mot Known

* Date of Diagnosis ) 2024-01-16 5]

CT

MRI

After the completion of the mandatory fields and

| saving the changes, a “Diagnosis-specific Outcomes”

PET

Uss

button will appear in the menu

X-Ray



Access for a patient to the Core Registry

If your patient consented for the access to the Core Registry: After ticking the correspondent answer, ‘Patient Access’
button will appear automatically in the menu

* Can be contacted for research purposes by clinician responsible for patient 0O ves Mo Mot Known

* Diata can be shared for research purposes O Yes Mo Mot Known U Patient Access

Can be contacted for collecting Patient Reported Outcomes Yes Mo @ Mot Known [ l ' m
This is a preview of the data the Patient will see if you approve this access. The Patient will also have the facility to change consents and to request data deletion.
‘ * Patient would like access to Core Reqgistry 0 Yes Mo Mot Known

Consent for Mewsletters Yes Mo @ Mot Known Peiek e | SRETCHDOCRNETIRONS | S
Patient Registry ID 7890
Consent Type for Registry Opt-out
Date added to Registry 2025-07-14
Date of Birth 1966-02-28

Pseudonymised ID (e.g. SPIDER)

Sex at Birth Female
Current Gender Female
Country of Birth GERMANY
Country of Usual Residence GERMANY
Patient Follow-up Status Patient active

Enter the Patient's Email Address, edit your default Patient Invitation Message if required and click on Grant Access to approve access to this
data. The patient will need to enter a Date of Birth that matches the one entered by you in this Registry to successfully activate the account. If
you didn't enter the actual date of birth, please provide this information in the invitation below.

* Patient Email

send the invitation link. You can write an additional massage and
choose preferred language. On the platform patient can see the
information about him and fill in the PROMs.

You need to know your patient’s e-mail address. The system will I Additionsl Message to Patient

Fatient Preferred Language - Select -

E > Back to the index
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How to start with MEN1 module

If you added the patient with MEN1 syndrome to the Core Registry, “Diagnosis-specific
Outcomes” button will appear in the menu, click there to create a new outcome

«f Diagnosis-specific Outcomes » Patient ID - 7890 ] Date of Birth -

Genetic Endocrine Tumour Syndromes

Mo Outcomes found

MWew Outcome Language = English




Fill in the data into the module

Note: For this module multiple outcomes are collected. In different timepoints — you create a new outcome.
Data from the ‘Basic module’ tab will be prefilled with the latest data you entered before.

Patient ID - 7890 Date of Birth-
Genetic Endocrine Tumour Syndromes

Condition Group - BAReminders for Responsible Clinician - Dr. Mariya Cherenko ) Add

Add Reminder

Reminder

—

You can easily

| 1 month || 2 months

Questionnaire: MEN1_beta-version MName

Reminder Date Created On

. dmonths || 6 montha || 1year || 2years
Details [ [ 2

3 years || 4 years || 3 years

Created By Actions

Mew Outcome | 10 years

Mo reminders found

set up " Name 1 year
reminders to © Beminder Dot =
eminder Date 2026-07-01
yourself. “
Date of Birth e-REC ID Primary Condition Muhiple endocrine necplasia . ]
Responsible Details 10 be filled in)|
- . - . . _ _ clinician will p
Current Gender Femnale Clinician Mariya Cherenko Specific Diagnosis  Multiple endocrine neoplasia type 1 ) =
Responsible for receive a

Fatient Date of Diagnosis  2024-01-16 notification via

e-mail
Basic module Genetic testing Follow up
Patient hlStDF}I’ Clinical manifestation MReminders for Responsible Clinician - Dr. Mariya Dherenkoo- Add
Reminder
S s ; Primary hyperparathyroidism
Assessment Date '0' yyyy-mm-dd Has the patient o Remind Created
ever been Pituitary adenoma Name Date Details On Created By Actions
- ; Predictive testing as child of an affected parent diagnosed with...?
Type of diagnosis 9 DP neuroendocrine tumours (NET) . Dr. Mariya m
Cascade screening because a new diagnosis of b 2026-01-01 2025-07-01 hﬂ .
) _ Lung NET months Cherenko
MEM1 in a (first-degree) relative
Genetic testing because of clinical phenotype or Thymus NET 1 year 2026-07-01 1o &llin 2025-07-01 DIF_-;ETLYE E
a clinical/familial diagnosis Gastric NET Cherenke
Clinical diagnosis (2 MEM1 main tumors) Distant metastasis from a NET 2 years 2027-07-01 2025-07-g7 B Mariya E
Cherenko
One MENT main tumeor plus a diagnosis of Adrenal lesions

MFN1 affartad ﬂ

E > Back to the index

MEMT in first-degree relative(s)

Mother

Skin lesions

Other manifestations



Fill in the data into the module

Note: For this module multiple outcomes are collected. In different timepoints — you create a new outcome.
Data from the ‘Basic module’ tab will be prefilled with the latest data you entered before.

Genetic Endocrine Tumour Syndromes

10 | entries per page Search:

Created Date Latest Assessment Date Completed By Questionnaire Current Specific Diagnosis Actions

20250714 2025-07-14 Dr. Mariya Cherenke  MEN1_beta-version  Multiple endocrine neoplasia type 1 m m _

1

New Outcome Language = English y

You can easily edit your
record or add a new time

point via ‘amend’ button.
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How to fill iIn PROMs for this module

You can fill in PROMs for your patient or the patient can do it himself after activating his
access to the Core Registry platform.

Choose ‘Generic Outcomes’ to see which PROMs are available.

For this module we are currently collecting EQ-5D. We will notify you when other PROMs
will be available.

= e e e e )

EQ-3D BPI-SF MSHK-H NP5 OHIP-14 Transition WHO ICF Patient Reported Outcome Request Settings

10 | entries per page Search:

Created Date v Completed By Type Mobility Self Care Activity Pain Anxiety EQ VAS Actions

Mo Patient Reported Outcomes found

Current Patient EQ-5D Request Settings: EQ-5D-5L every 3 months, starting on 2025-07-14

Patient EQ-5D Request Settings Create EQ-5D

Use this button to
decide on the
frequency of PROMs.
Patient will receive

EQ-5D Request Settings

These settings control the EQ-5D type which will be provided to the Patient for self-completion
and the frequency of email requests to the Patient to self-complete the EQ-5D

EQ-5D Type O eqsp5. ©) EQ-5D-Y €
EQ-5D Request Frequency 2 monthz -

notification via e-mail.
E > Back to the index




Funded by
the European Union

Ways to contact us:

@ eurreb.eu

b4 registries@lumc.nl

g drop-in sessions via Zoom

m European Registries for Rare
Endocrine and Bone Conditions
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Endocrine and Bone conditions
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https://eurreb.eu/
mailto:registries@lumc.nl
https://eurreb.eu/drop-in-sessions/
https://eurreb.eu/drop-in-sessions/
https://eurreb.eu/drop-in-sessions/
https://www.linkedin.com/company/european-registries-for-rare-endocrine-and-bone-conditions
https://www.linkedin.com/company/european-registries-for-rare-endocrine-and-bone-conditions
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