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How to get an account for the Core Registry?

Patient Access to Core Registry inbox x

® no-reply-registries@lume.nl
. tome -

Dear Patient,

You will need an invitation.
The invitation is sent by the responsible

You have requested access to the Core Registry. To access the registry, please click on the following link and follow the instructions to create a user account. CI |n |C|a 1] to yo ur ema || a d d ress

You can now have an access to the platform as you have previously asked. Best wishes, Mariya Cherenko

Create User Account

If the link does not work, please copy the following link and paste it into your browser:

o - ) _ To activate your account, click the link.
https:/feurreca lumc_nl/CoreRegistry/PatientAccount/Create ?id=12 25&token=ea65876d-c100-4f6e-968c-59 27bf6609 59 . . .
Afterwards, a confirmation will be sent.

Yours sincerely,

Matasha Appelman-Dijkstra

Centre Lead - Leiden University Medical Center

Core Registry Patient Account successfully created inbox You can Iogin with your date of
birth or another date if your
no-reply-eurecca@lumec.nl . . 5
.=. wme - physician entered this.
Dear Patient
You have successtully created o user account for the Core Registry Confirm you r pa SSWOfd .

\.-G-r e nEme R -

Click on the following link to go to the Core Registry Login Page: Login
Yours sincenely

Matasha Appelman-Dijkstra

Coantre | aad = | siden |Inhsesity Bedics) Cantee

E ’ Back to the index




How to log in into the Core Registry

Go to https://eurreb.eu/, click on Login, then on Core Registry and choose Patient Login.

= registries@lumc.nl Our Registries FAQ Publications | English v

EuRREB About v News v  Research v
Furopaan Regstsies for Rare
N Endoctine and Bone conditions
-

Login
’ Below you can login to our two registries. Click anywhere on the blocks to access (back or front side).
{
3‘ Learn more about e-REC and Core Registry.

European Registries for .Rare‘
Endocrine and Bone Conditions

/

Quick Links

» Ethics approval

g « Patient information

« Participating centres
Drop-in Sessions a

E ’ Back to the index



https://eurreb.eu/
https://eurreb.eu/login/
https://eurreca.lumc.nl/CoreRegistry/Account/PatientLogin

Login Page

EuRREB

European Registries for Rare

Endocrine and Bone conditions Co re Reg istry

O
@@ Patient Login

User Name

Password

Forgotten password or user name? To reset your password please

click on the following link: Reset Password If you have forgotten your password,

please reset it here

_ Use your email and password

%) Login

For further information visit www.eurreb.eu or contact us
at registries@Ilumc.nl




Login Page

= Two-Factor Authentication

Please select how you want to receive your authentication code:

0 Use Device Code = Send Code via Email

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

[&] Verify Your Identity
For security reasons two-factor authentication
is needed.

. . &, Enter the 6-digit code you received by
Choose any option which you prefer.

email

=) Log in

Didn't receive the email? Resend Code

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




Home Page

3 Patient Details

Latest News

Survey Psychosocial consequences of living with a pituitary tumour

Read our latest news

This i5 a copy of the data held in the Care Registry eiating 1o your Case 5 you want 1o reqlest £3andss or coemectians 10 1his cada please coctact the System Adminiziatoe mglssaasfiome nl

Patiest nfo SALCRIN L FHOEPHATE Cutcomes  CALCIUM & FHOEPHATE SEX DEVELCPMVENT EONE DYSFLAEA tcomes - BONE OYSFLASLA Centr Fatont fapocted Owoames - EQ.50 Patioet Reportad Cuncomes - Qo =oting
Pytent Regisiry 1D 4008

Consent Typa Tor Registry O dn

Date added to Registry O/2172322

Dale of Dirth 127819490

Psepdanymised ID (g SPIDER)

Sex at Birth Feirale
Current Gender Female
Country of Birth NETHFERI ANDS
Country of Ususl Residence NL HHERLANDS
Patiant Follow-up Status Datient active

Edit Account Details Change Password Request Deletion of Data

Via these buttons you can change your email address, password or your decision to
share your data with the registry.

E ’ Back to the index



Settings

Patient Details

3

This is a copy of the data held in the Core Registry relating to your case. If you want to request changes or corrections to this data please contact the Syste
Administrator: reqgistries@iumc.n

Patent Info CALCIUM & PHOSPHATI Cutcomes - CALCIUM & PHOSPHATE SEX DEVELOPMEN] BONE DYSPLASIA Outcomes - BONE DYSPI

Centre Patient Reported Outcomes - EQ-50 Patient Reported Outcomes - Generic Settings

| can be contacted for research purposes by my responsible clinician at my local centre Yes

My data can be shared for research approved by the Data Access Committee Yes

| can be contacted by the registries on behalf of my local centre for the collection of Patient Reported Outcomes on an ongoing

. Yes
basis

| would like to receive the EURRECa/EuRR-Bone newsletters by email Yes
Preferred Language English

Change Password Request Deletion of Data

You can change your preferred
language and level of consent.



Centre Information

Patient Details

Thisis s cCopy of the data held in the Core F’-'_;l'.? v r=ist ng 1o yo case 1P you want o request chanpess or conrections 10 thes date | =85 comact the "';'_; sterm Administrator fegisines _'i mcn
E HOSF SEX 1 \ ' Pe '
- ] (ad
Centre Name Leiden University Meaica!l Center
Address
Centre Lead Name Natasha Appelman-Dukstra
Centre Lead Email po1@iumen

6 Accoure Deeas Request Defetion of Dus

Here you can find information about your centre and the name of the person
who functions as the centre lead for the registry.
Attention: This can be a different person then your doctor.



Specific Condition Information

Condition Group Bone Dysplasia
e-REC ID

First Contact with Centre

Clinician Responsible for Case Mariya Cherenko

Date of First Clinical Manifestations
Primary Condition Primary bone dysplasia with micromelia You WI” flnd information abOUt your SpECifiC
condition here.

Specific Diagnosis Achondropiasia
You can see what your doctor has added.

How Was Diagnosis Reached

Date of Diagnosis

Participation in Detailed Disease Registry
Detailed Disease Registry

Detailed Disease Registry Patient ID
Biobank Sample Available for Research
Biobank Details

Biohank Patient ID



Outcomes

Patient Details

This is a copy of the data held in the Core Registry relating to your case. If you want to request changes or comrections to this data please contact the System

Agministrator: reqgistnes@iumec. nd

Created Date Completed By Questionnaire Current Specific Diagnosis

- o Achondropiasia PROs -
2023-10-27 Patient ‘ Achondropiasea
Achondroplasia PROs

‘ Press new outcome to
m see the questionnaire

Here you can see the list of previously completed outcomes. You can
view, amend or delete them.

E ’ Back to the index



Patient Reported Outcomes: EQ-5D

Patient Details
This is a copy of the data held in the Core Registry relating to your case. If you want to request changes or corrections to this data please contact the System

Administrator: registries@iumec.nl

Patient info CALCIUM & PHOSPHATE Outcomes - CALCIUM & PHOSPHATE SEX DEVELOPMENT BONE DYSPLASIA Outcomes - BONE DYSPLASIA
tre atie - e ne ) Patient Repor utcomes - Gener Settings
Created Date Completed By Type Mobility Self Care Activity Pain Anxiety EQ VAS
2023-11-03 Patient EQ-50-5l 3 3 2 3 4 53 m
2022-06-21 Mariya Cherenko EQ-SD-5L 3 2 2 3 2 80

B M) Press here to fill in EQ-5D questionnaire on your quality of life.

This can also be filled in by your clinician if you already did the questionnaire
at the clinic.

“°°°“'”"‘°"’ Your physician has set the number of questionnaires to be filled.

You are able to see all the dates and the results in the list.



Patient Reported Outcomes: EQ-5D

Patient Details

This is a copy of the data held in the Core Registry relating to your case. |f you want to request changes or corrections to this data please contact the System
Administrator. registries@lumc.nl

Patient Info CALCIUM & PHOSPHATH Outcomes - CALCIUM & PHOSPHA SEX DEVELOPMEN] BONE DYSPLASIA Outcomes - BONE DYSPLASIA
Centre Patient Reported Outcomes - EQ-SD Pabent Reported Outcomes - Generic Settings

A new outcome will appear immediately

Created Date Comileted Bi Tiﬁ Mobillli Self Care Actuviti Pain Anxieti EQ VAS l on the tOp of the |iSt, and your doctor

Casi ; s , , : = will receive a notification that you have
2024-01-26 Patient EQ-S5D-5L 2 3 3 2 K 77
completed an outcome.

™~

2023-11-03 Patient EQ-5D-5L 3 3 2 3 4 93

2022-06-21 Mariya Cherenko EQ-5D-5L

N
N
(O3
N
o
o

Change Password Request Deletion of Data




Patient Reported Outcomes: Generic

Patient Details

This is @ copy of the data held in the Core Registry relating to your case. If you want to request changes or comrections to this data please contact the System

Administrator registries@iumc.n

Fabent Infc SALCIUM B PHOSPHATE Outcomes - CALCIUM & PHOSFHATE sEX DEVELOPMEN BONE DYSPLASIA dutcomes - BONE DYSPLASIA
- f ris , £Q-5D Patient Repocted Oulcomes - Generic

Created Date Completed By Questionnaire

2023-10-31 Mariya Cherenko BPI-SF - Brief Pain inventory Short Form n

® Show Requested Questionnaires Only () Shaw All

Questionnatre - Select - v _ Here you will see other questionnaires

- requested by your responsible clinician.
New Outcome

Oral Health impact Profile (OHIP-14)
MSK-HQ - MUSCULOSKELETAL HEALTH QUESTIONNAIRE




Patient Reported Outcomes: Generic

Patient Details
This is @ copy of the data held in the Core Reqistry relating Lo youw case. I wou want 1o request changes or corrections to this data please contact the System

Admnistrator registries@lamc.n

Fatieedt Inf CALCIUM & TROSPHATT Dutcomes - CALCIUM & PHOSPHATE SEX DEVELOPMENT DONE DYSPLASIA Outcomes - BONE DYSPLASH

L

CEre Patient Repocried Quicomes - £0-50 Patient Reported Qutcomes - Generc

Created Date Completed By Questionnalre

2023-10-31 Mariya Cherenxo BPRI-SF - Prie! Pain Inventory Shott Form n

_) Show Requested Questionnaires Only @ Show All .
— You can also fill in other

Questionnaine Sclect v . . .
BT E——  2vAllable questionnaires.
m BP1-SF - Briet Pain lnventory Shart Form
MSIK-HO - MUSCULOSKELETAL HEALTH QUESTIONNAIRE
Oval Health Impact Profde (GHIP-14)
Profile 25 (Child) - PROMIS Paediatric Profile vz §

Edh A Desalls ’:"1:-1. - _z- (Parent P—Ilili'{l -_P-R‘.’: MIS :"c: 1 Proxy Prafile v2 0
Profile 20 (Adult) - PRONIS Profile 29 v2 1

Profile 37 (Child) - PROMIS Paediatric Profile v2 €

Profile 37 (Farent Proxy) - PROMIS Pacent Proxy Profile v2.0

Prohke 49 (Child) - PROMIS Paedistne Profile v2 0
Profle 40 (Parent Proxy) - PROMIS Parent Proxy Profile v2.C
Profibe 57 (Adult) - PROMIS Profile v2.3

WHO-ICF Mobility




Reminders

EURREB Patient Reported Outcome Reminder inbox x

o) no-reply-registries@lumc.nl
@ e~ Sometimes you will receive a reminders to fill

_ in questionnaires.
Dear Patient, . . . .
Follow the link in your e-mail or click on the

items highlighted in red on the homepage

| would be very grateful if you could complete a special questionnaire which enquires about your health condition.

To complete the PRO, please click on the following link : New Outcome.

Thank you for your help.

Yours sincerely,

Mariya Cherenko

Leiden University Medical Canter * Some of your requested questionnaires are now due, please fill them in by following the highlighted tabs.

Patient Info CALCIUM & PHOSPHATE * Dutcomes - CALCIUM & PHOSPHATE GENETIC ENDOCRINE TUMOURS Outcomes - GENETIC ENDOCRINE TUMOURS

- - -~ -

i L
| € Reply || o~ Forward

. - g -

e
x'-.l I.f! @ H‘-.I Outcomes - BONE DYSPLASIA Patient Reported Outcomes - Life-course Centre Patient Reported Outcomes - EQ-5D * Patient Reported Outcomes - Generic
P Y )
~ 'H..\_\___‘__.-'




Your participation

& registries@lumc.n Our Registries FAQ  Publications English b

FURRE.B About ~ MNews v Research Patients « Metwork ~ Contact ~ o

Patients overview

Patients are at the heart of our registries. They are not only the focus of our work but also active
articipants i y logging in and answering surveys, they contribute directly to research. Additi
articipants in it. By logging in and answering surveys, they contribute directly to research. Additionally

patient representatives play a key role in all our studies and committees.
Thank you for your participation! This helps to
o e improve the healthcare system for rare conditions.

General Registries Information Patient Information If you want to fmd more information — please g0 to
More information about what we do More information on what it means to be a patient particapting our WebSite tO patients’ Section

in the registries

There you can also find more information about all the
qguestionnaires we are working with.

e HII t?a

Contribute as a Patient Tools and Outcomes Patients FAQ

Patients can contribute to the registries in Learmn more about the surveys that you can fill Find here the answers to frequently asked

different ways out on the platform and what their results questions by patients

mean


https://eurreb.eu/patients/
https://eurreb.eu/patients/
https://eurreb.eu/tools-and-outcomes/
https://eurreb.eu/tools-and-outcomes/
https://eurreb.eu/tools-and-outcomes/

Funded by
the European Union

Ways to contact us:

@ eurreb.eu

b registries@lumec.nl

g drop-in sessions via Zoom

m European Registries for Rare
Endocrine and Bone Conditions

European Registries for Rare
Endocrine and Bone conditions
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EUROPEAMN REFERENCE NETWORK
ON RARE BOMNE DISEASES



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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