How to use
Reproductive health module
in the Core Registry

European Registries for Rare
Endocrine and Bone conditions




Use this link for self-registration
https://eurreca.lumc.nl/EuURREBAuth/Registration/Create

—>

Fill in the mandatory
information.

Your request will be approved
as soon as possible.

If your centre is not listed —

you can add it to the platform.

Any centre could become an
active participant — regardless
geography and affiliation.

Fill in the form, choose Core Registry Clinical Contributor

How to create an account in the Core Regqistry

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

* Email (and User Mame)

Password must be at least 8 characters

Password must contain both lower and upper case letters

Password must contain at least one numeric character

Password must contain at least one of the following symbols: @

-t

* Password
* Confirm Password
Telephone

*| would like to be the Centre Lead for this Centre )

Filter Centres by Country (optional) Select -

* Centre

- Select -

FITESES G _+-

Yes Mo


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 allocate the Core The Core Registry Clinical Contributor role will become
Registry Clinical Contributor role to yourself available immediately

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

EuRREB

Europaan Registries for Rare

esocme s e contion:—— @=-Re@porting of Rare Conditions (e-REC)

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

Once you have allocated an Application Role to yourself it will be available immediately.
If you require either the Centre Lead or the Centre Administrator role in the Core Registry please contact the System Administrator
Edit Account Details as you cannot allocate these to yourself.
Latest News ! !

& Application Access

Change Password

Existing Application Roles e-REC Reporte
Join EURREB Symposium 2025 T — R ——

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

How to add a new patient

Click on “Add” from the menu tab “Patients”

Fill in all mandatory fields in the Common Data Elements

EuRREB &+ Add Patient

Eurspaan Ragistries for Rare
Endocrine and Bone conditions

Core Registry @ Is Test Case @)

Dashboard Patients = Cenires -~ Users - Centre Users ~ Patient Users -~ Reference Data -~ Emails Reporting Fields marked with * are mandatory

.| search * Consent for Core Reqgistry
Ll Clii ird
List
* Date of Birth §)

Add
La tian '

Peleted Patients * Condition Group (select all that apply)
Join E Downloads 25

Bulk Upload .
Mot su tode? Check this tool out!

Pseudonymised ID (e.g. SPIDER)

* Sex at Birth
Current Gender

* Country of Birth
* Country of Usual Residence

* Patient Follow-up Status

—

_ | Tick this box only if you want to test the module |

Opt-in € Opt-out )

yyyy-mm-dd &

ADRENAL CALCIUM & PHOSPHATE o GLUCOSE & INSLITIN o
GENETIC ENDOCRINE TUMOURS GROWTH & GBESITYO =H“r’F"CI'TH;ﬂxL & PITUITARY ﬁ
SEX DEVELOPMENT o THYROID BOMNE DYSPLASIA o

SYSTEMIC & RHEUMATOLOGICAL

Male Female Other Unknown
Male Femnale Non-binary Other Asked but unknown
METHERLANDS -
NMETHERLANDS -
Patient active Patient inactive Patient care suspended Patient care terminated
Deceased Unknown




Fill in the mandatory fields in the condition group section

EuRREB
Er‘»durl‘.jlﬁe and B-:‘-M.' tdnﬂ:liuns CO re’ REQ istry

Dashboard Patients = Centres ~ Users = Centre Users = Patient Users = Reference Data = Emails Reporting

You can use this
field for your notes

(¢ Edit Patient Condition » Patient ID -

L — . e

Senior Clinician =18 - MN/A
Senior Clinician =18 - MN/A

e-RECID ©)

* First Contact with Centre )

yyyy-mm-dd

After the completion of the mandatory fields and
saving the changes, go to “Life-course outcomes”




For any patient who is in the Core registry, you can go
to the “Life-course outcomes” to fill in the
Reproductive health questionnaire

EuRREB
.En-ulo s uEI r\-?<‘l:|n-dl:1|u L1 Cu‘re RE’giStry
Dashboard Patients = Centres = Users = Centre Users = Patient Users = Reference Data = Emails Reporting _

«f Life-course Outcomes » Patient ID -

* - Condition sections marked with * contain mandatory figlda

] | e )

Reproductive health
10  entries per page Search:
Created Date v Latest Assessment Date Completed By Questionnaire Actions
Mo Outcomes found
Outcome Questionnaire - Select -

MNew Outcome Language

e

Reproductive health questionnaire (women) - beta version 2 (only for testing)

el
—>

Choose “Reproductive health questionnaire from the
list” and press on “New outcome”. Currently only
English version is available.




Reproductive health module

Note: many tabs have dependency and are hidden.

Add Life-course Qutcome

Patient ID -

Questionnaire: Reproductive health questionnaire (wormen) - beta version 2 (only for testing)
Date of Birth
Current Gender

Basic information about your health Information about your previcus Pregnancies Information about your actual pregnancy

Baszic infermation about your health . .
Mote: if you do not remember exactly, your best guess is fine

Mote: if you do not remember exactly, your best guess is fine
y ny 9 Height (cm) 0
Height (cm) 0
Weight (kg) [ 7]
Weight (kg) [ 7]
BMI o
BMI [ 7]

Do you have brothers or sisters? No Yes

Indicate your educational level [ 7] Low education (ISCED 0-2)
Medium education (ISCED 3-4)
High education (ISCED 5-8)

Unknown

Were you ever given one (or more) of the diagnoses below? (select all that apply) No

Polycystic ovary syndrome

Premature ovarian insufficiency/early menopause
Hypothyroidism

Hyperthyroidism/Graves' disease



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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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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