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Register in the Core registry

Go to https://eurreb.eu/

@ EuRRECa @ EuRR-Bone [ [@]
European Registrics for European Registries for Rare RS e T
1 Bone and Mineral Conditions

- If you have no
@ Home About News Registries Patients Contact
i | account yet, you
£ e-REC
Welcome e RS & Core Regiry can request the
The European Registries for Rare Endocrine and Bone Conditions consists of EER ESPE 2023 Afnual Meetingrd : — acCcess h ere or
EuRRECa and EuRR-Bone. The registries are aimed at maximising the 21 September 21** - September 237, 2023
opportunity for all patients, health care professionals, and researchers to - ECE 2024 Annual Meeting C h oose
participate and use high quality, patient-centred registries for rare endocrine 11 May 11t - May 14™, 2024 “- . ”
and bone/mineral conditions. Thev work closely together and with Endo-ERN N fO rma tl on frO m
and ERN BOND and are supported by patients, researchers, clinicians, scientific MAY ECTS 2024 Congress 7 ”
societies, patient societies to build this database. 24 May 24™ - May 28™, 2024 t h € access b u tto n



https://eurreb.eu/
https://eurreca.lumc.nl/EuRRECaAuth/Registration/Create

Register in the Core registry

Follow the self-registration link:

@ Eﬂﬂﬁﬁﬁﬁa @ Eﬂﬂﬂ;ggﬂf e-Reporting of Rare Conditions (e-REC) and Core Registry
You need an access to Core

New User Registration Request L — registry to use the module

Fzlds marked with * are mandatary

* Application Role Requested [[) e-REC Reporter [ Core Registry Clinical Contributor
Title alg .
Fill in the mandatory
* Surname . .
information.
e Your request will be
Middle Names

approved as soon as
* Email (and User Name) pOSS|b|e.

Paszword must be at least B characters

swond must contain beth lower and upper case letters

swond must contain at keast one numeric character

= T
H OB OB W
MM omowm

swond must contain at least one of the following symbels: B # ! 7E5E% & _+-—

* Password

* Confirm Password

Telephane

I am the Centre Lead for this Centre Od

Filter Centres by Country {optional) - Select -
* Centre - Select -

-



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

Login to the Core registry

Go to https://eurreb.eu/

European Registries for European Registries for Rare
@ i Bone and Mineral Conditions

What are you looking for? ‘ Q l

@ Home About News Registriesb [ Patients Contact Logln to Co re
g eReC registry using

Welcome Upcoming Events e this button and
The European Registries for Rare Endocrine and Bone Conditions consists of sp ESPE 2023 Annual Meeting @ Information .
EuRRECa and EuRR-Bone. The registries are aimed at maximising the 21 September 21 - September 23, 2023 yO ur cre d en tl d I S
opportunity for all patients, health care professionals, and researchers to e ECE 2024 Annual Meeting

participate and use high quality, patient-centred registries for rare endocrine 1 May 11t - May 14™, 2024

and bone/mineral conditions. Thev work closely together and with Endo-ERN
and ERN BOND and are supported by patients, researchers, clinicians, scientific MAY ECTS 2024 Congress
societies, patient societies to build this database. 24 May 24™ - May 28™, 2024



https://eurreb.eu/

Login to the Core registry

Choose clinicianloginand then provide your credentials:

@ EuRRECa @
Eumpmn Hegl-alrlu Ter

Click here for Patient Login

EuRR-Bone

Europaan Fta-glmrlas for HHN
Boane and Mineral Condilions

Click here for Clinician Login

For further information visit www.eurreb.eu

Core Registry @ El"LRREca @ EEHEEEHE Core Registry
Clinician Login
User Mame
Password

— Forgotten password? To reset your password please click on the following Reset Password link
& digit PIM from your mobile device €

Mew Users

To request access to the syst

(1]

Click on the following link for further information about OTP,

thentication: OTP Authentication

T

eaze click on the following Self-Registration link

/

Provide your credentialsand 6 digit PIN,
if needed, reset your password

You will need to download
OTP authenticator




Add a new patient

Earn | rencr “nndrhors Bone and reral Conditicns

Search

Clinician Dashboard -

Patients in Centre: EURR-Bone-Test fad — Click here

Patients registered by you: 2 Deleted Patients

Sroup

Patients registered in your centre: 27 1 Downloads

Patients with outstanding actions: 0 :;
10
]
5]
4
2
i}

Child Adule

Condition Group

CALCIUM & PHOSPHATE GLUCOSE & INSULIN GROWTH & OBESITY HYPOTHAL & PITUITARY THYROID BOMNE DYSPLASIA




Mandatory ms)

fields

in the Common Data Elements

Add Patient

Fields marked with * are manaatory
* Consemt for Core Registry

* Date of Birth

* Condition Group (select all that apply)

If a pp|lcab|e =) poeydonymised ID (2.0, SPIDER)

SAVE

Sex at Birth
Current Gender

Country of Birth
Country of Usual Residence

Patient Follow-up Status

Date of Death

Primary Cause of Death

Choose “Bone
dysplasia”

Can be contacted for research purposes by clinician responsible for patient

Data can be shared for research purposes
Can be contacted for collecting Patient Reported Outcomes
Patient would like access to Core Registry

Consent for Mewsletters

)

O Optin@® ® Optout @

I o
] ADRENAL [ CALCIUM & PHOSPHATE @ () GLUCOSE & IN:
BOME DYSPLASIA @

O Male O Female O Other @ Unknown

O Male O Female O Mon-binary O Other O Asked but unkng
METHERLANDS W

NETHERLANDS ~

O Patient active (O Patient inactive (' Patient care suspended
mm./dd/ yyyy

- Select -

O Yes (O No (O Not Known

7

O Yes O Mo O Not Known

-

) ¥es ()Mo () Not Known

O Yes O Mo O Not Known

-

T} ¥es ()Mo (O Not Known



Go to condition group section

EE“HME?WE‘“EQ Egﬁﬁ:g19ﬂe Core Registry Dashboard Patiemts =  Centres = CentreUsers =  Mariya Cherenko - EuRR-Bone-Test ~
Rara § )

Bong and Wireral Conditicns

) e

PatientID - 4275 1]

Edit To Do
Fields marked with * are mandatary
* Consent for Core Registry @ Cpt-inig) O Optout @
* Date of Birth [ )
-~ Click here tofill in the
* Condition Group (zelect all that apply) [ ADREMAL [ CALCIUM & PHOSPHATE ﬂ [ GLUCOSE & INSULIN 0
[J GEMETIC ENDOCRINE TUMOURS @ (O GROWTH & OBESITY @ ([ HYPOTHAL & PITUITARY & bo n e dysp | a Si a ta b
[ SEX DEVELOPMENT @ ([ THYROID BOME DYSPLASIA @)
Pseudonymised 1D (2.9, SPIDER)
test Cher
Sex at Birth O Male ) Female O Other @ Unknown
Current Gender O Male & Female O Mon-bimary O Other O Asked but unknown
Country of Birth NETHERLANDS w
Country of Usual Residence NETHERLANDS w
Patient Follow-up Status () Patient active () Patient inactive ) Patient care suspended (O Patient care terminated (O Deceased
® Unknown
Date of Death mm/dd/yyyy
Primary Causze of Death - Select - &
Can be contacted for research purposes by clinician O Yes O Mo O Mot Known
responsible for patient
Data can be shared for research purposes O Yes O Mo O Notknown
Can be contacted for collecting Patient Reported O Yes ) No O Mot Known

Qutcomes



Edit the Patient Condition section

EuRRECa EuRR-Bone i ents - . . | .
@ oo et o Eomopean Fealerioe for Aare Core Registry Dashboard Patients ~ Centres ~  Centre Users Mariya Cherenko
Rare Endocrine Conditions Bone and Mineral Conditions

cat Pt condtr D ey e e )

Patient ID —rDate of Birth o

Senior Clinician < 18 - N/A Select a Clinician RESpOnSible
Senior Clinician = 18 - N/A for the patient
If applicable
e-RECID
First Contact with Centre - - Select the Primary condition - “PBD
. | | with decreased bone density”, for
Clinician Responsible for Patient Mariya Cherenko o e . . ” ”
Specific diagnosis — choose "0l +/- type
Date of First Clinical Manifestations mm/dd/yyyy . f .
rom the list
Primary Condition Primary bone dysplasia with decreased bone density / ~
Specific Diagnosis ' Ol type 3 o ‘

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

A 4

How Was Diagnosis Reached [ Clinical [ Biochemistry [J Genetic [JHistology (JCT [OJMRI (JPET _

-1



Give an access to the platform to your patient

Bome and Mineral Condibon

Edit Patient Condition [ coean | =
Patient ID- pateofgirth - JJJf  © RN

11-11

@ Eymﬁﬁgﬂc,a @ Emgﬂﬁ:egﬂne Core Regis‘[ry Dashboard  Patients -  Centres - Cenfre Users - Mariya Cherenkgo - EURR-Bone

Bone Dysplasia

Senior Clinician <18 - MN/A

Senior Clinician = 18 - N/A
Give an access to your
eRECID
e s - patient(in case of consent) —
Clinician Responsible for Patient Mariya Cherenko w you neEd to knOW patlent’s
Date of Condition Onset mm/dd/yyyy ) e_ma” for this
Primary Condition Primary bone dysplazia with micromelia w
Specific Diagnosis &chondroplasia w

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

Hovew Was Dizgnosis Reached O Clinical [ Biochemistry [ Genetic [ Histology [(JCT [OJMRI [JPET [JUSS [XRay []Other [ NotKnown
Date of Diagnosis i/ dd vy =
Participation in Detailed Disease Registry O Yes (O Mo (D) Mot Known

Detailed Disease Registry
Detailed Disease Registry Patient 1D

Biobank Sample Available for Research O ¥es O No (O Mot Known

Biobank Details



Go to diagnosis-specific outcome

EuRRECa EuRR-Bone i ents - . . |
Bimarsson Resianten for Sirupusan Ragleiries for s Core Reg|stry Dashboard  Patients Centres Cenire Users Mariya Cherenko
Rare Endocrine Conditions Bone and Mineral Conditions

Edit Patient Condition seemene |

Patient ID - Il Date of Birth o

Bone Dysplasia Use this button to put

Senior Clinician <18 - N/A :Z;zse/(;eminders t Click here tofill in the
Senior Clinician = 18 - N/A disease-specific module
e-REC ID

First Contact with Centre mm/dd/yyyy =)

Clinician Responsible for Patient Mariya Cherenko w

Date of First Clinical Manifestations mm/dd/yyyy =

Primary Condition Primary bone dysplasia with decreased bone density v

Specific Diagnosis Ol type 3 ~

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



Fill in the new outcome

@ EH“HHH‘EEE.EQ @ Egﬁﬂ:g19:le Core Reglstry Dashboard Patients = Centres = Users = CentreUsers =  Patient Users =  Reference Data ~
F L} i Hane and L 1]

rieral Loandibsnrs

Diagnosis-specific Outcomes oo | et | G | e J i

Patient ID - 4270 Date of Birth - | NN

Bone Dysplasia

Supplemental material to complete this module

Wo Outcomes found

Click here tofill in the
new outcome for
disease-specific module




Fill in the data into the module and save

EuRRECa EuRR-Bone

o omean hegies o Eomopean Hogeiics for Aore Core Reg|st|’y Dashboard Patients ~ Cenires ~ Centre Users ~ Mariya Cherenko -

Rare Endocring Conditions Bone and Mineral Condilions

Add Diagnosis-specific Outcome

Patient ID - I Date of Birth /I Condition Group - Bone Dysplasia

Questionnaire: Osteogenesis Imperfecta - Child - Child

New Outcome

Date of Birth _ e-REC ID Primary Condition

Current Gender Male Clinician Mariya Cherenko Primary bone dysplasia with decreased bone density
Responsible for Specific Di ) - B
Patient pecific Diagnosis type
Date of Diagnosis
Anthropometry Fractures Genetic diagnosis Medication Spine Mobility Lung function Bone mineral density Musculoskeletal surgery Other surgeries
Assessment Date o /dd/yyyy !
Height (cm) [ 7]
Height SDS o  Fillin all the tabs which
are applicable
Weight (kg) L7 ]
Weight SDS (7]
BMI o



Fill in the generic outcomes

EuRRECa EURRBONE  Core Registry  puimend e -
Generic Qutcomes
Patient 1D - 450 Date of Birth - |
EQ-5D BPI-SF PROMIS Profile WHO ICF Patient Reported Outcome Request Settings
Show
Created Date Mobility Self Care

2022-11-02 Dr. Ana Priego 2
20210324 Dr. Ana Priego 1
20210324 Dr. Ana Priego EQ-50-5L

OO

Mariya Cherenko - Leiden Univers

0 e ) e )

Centres = Users = Centre Users =

Patient Users =  Reference Data =

Search:
Activity Pain Anxiety EQ VAS Actions
2 2 1 71
1 2 2 74
2 1 1 80

Current Patient EQ-5D Request Settings: EQ-50-5L every 3 months, starting on 2022-06-30

Patient EQ-50 Request Sattings Create BEQ-50D

Click here tofill in the 1
new generic outcome for
your patient: mobility,
EQ-5D or other




Choose the frequency for PROMs

EuRRECa EuRR-Bone :
@ Europaan Registrioa for Eurspean Ragiatries for Rars Core REQIStry Dashboard Patients = Centres = Users = Centre Users = Patient Users = Reference Data = Mariya Cherenko - Le

rrrrrrrrrrr

Generic Outcomes = |

Patient ID - 450 Date of Birth - || NG

EQ-5D BPI-SF PROMIS Profile WHO ICF Patient Reported Outcome Request Settings

Create or edit requests for the Patient to complete generic questionnaires

Show| 10 2 |entries

Generic Outcome Questionnaire Request Frequency (months) Request Start Date Actions

WHO-ICF Mobility ) 2022-11-01 E

Click here to choose the frequency of email requests to the
Patient to self-complete a Patient Generic Outcome
Questionnaire




Choose the frequency for PROMs

Generic Patient Reported Outcome Request Settings

These settings control the frequency of email requests to the Patient to self-complete a Patient Generic
Qutcome Questionnaire

Cutcome Questionnaire WHO-ICE Mebility

Request Freguency & months

Date of Next Request mm/ dd/yyyy

Click here to choose the frequency of
email requests to the Patient to self-
complete a Patient Generic Outcome
Questionnaire




Contact us!

Please don’t hesitate to contact us by e-mail
registries@lumc.nl in case of any questions.

Or join our regularly drop-in sessions https://eurreb.eu/



mailto:registries@lumc.nl?subject=OI%20module
https://eurreb.eu/
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