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Rare Obesity module

This condition-specificmodule is open for the following diagnoses

. Synd romic Genetic Obesity ORPHA240371
Prader-Willisyndrome ORPHA739
e Prader-Willi-like syndrome ORPHA398073
* Beckwith-Wiedemann Syndrome ORPHA116
* Bardet-Biedl syndrome ORPHA110
* And other diagnoses: check our Core Registry diagnosis and conditions dictionary for the full list

. Non -Syndromic Genetic Obesity ORPHA98267
Congenital Leptin Resistance ORPHA179490
* Leptin receptor gene deficiency ORPHA179494
* Melanocortin 4 receptor deficiency ORPHA71529
* Prohormone convertase | deficiency ORPHA71528
* Pro-opiomelanocortin deficiency ORPHA71526
* CEP19 deficiency ORPHA397615
* Obesity due to congenital leptin deficiency ORPHA66628
e SIM1 deficiency ORPHA369873
* Severe early-onset obesity-insulin resistance syndrome due to SH2B1 deficiency ORPHA329249

[ In this guide, we will show you how to use the module step by step ]



https://eurreca.files.wordpress.com/2022/11/eurreca_core_registry_diagnosis_and_conditions_dictionary_v6.0-16.11.22.xlsx

Register in the Core registry

Go to https://eurreb.eu/
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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 the

New User Registration Request [ Core registry to use the
Fields marked with * are mandatary / module
* Application Role Requested [[) e-REC Reporter [ Core Registry Clinical Contributor
Title alg .
Fill in the mandatory
* Surname . .
information.
" Given Name 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/
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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




Fill in the Common Data Elements

Mandatory
fields \ Select “Growth
FigldeMiarked with * are mandatory’

and Obesity”

* Consent for Core Registry ® opt-in@ O optout @
* Date of Birth dd-mm-jjj
* Condition Group (select all that apply) [J ADRENAL [J CALCIUM &PHOSPHATEQ [JGLUCOSE & INSULIN“ [JGENETIC ENDOCRINE TUMOURS [ GROWTH &OBESITYa

[JHYPOTHAL & PITUITARY @ [ SEXDEVELOPMENT @ [(JTHYROID [JBONE DYSPLASIA €

Pzeudonymized ID (2.9 SPIDER)

Sex at Birth O Male O Female (O Other @ Unknown

Current Gender (O Male O Female (O Non-binary (O Other (O Asked but unknown

Country of Birth NETHERLANDS —

Country of Usual Residence NETHERLANDS “

Patient Follow-up Status (O Patient active (O Patient inactive (O Patient care suspended (O Patient care terminated (O Deceased @ Unknown
Date of Death dd-mm-jjj

Primary Cause of Death _ Select - o
Can be contacted for research purposes by clinician responsible for patient O Yes (O No O NotKnown

Data can be shared for research purposes O Yes (O No (O Not Known

Can be contacted for collecting Patient Reported Outcomes O Yes (O No (O Mot Known

Patient would like access to Core Registry O Yes (O No (O Mot Known

Consent for Newsletters O Yes (O No (O Mot Known

= &
SAVE



Go to the Patient Condition section
Edit Patient GROWTH & 08ESITY | Generic Outcomes m

PatientID -

A navigation menu will
appear, click on “Growth

Fields marked with * are mandatory

* Consent for Core Registry @ optin@ O Optout @
)
_ and Obesity
* Date of Birth dd-mm-jjj
ondition Group (select all that apply
* Condition G | II'th | (] ADRENAL [J CALCIUM & PHOSPHATE (JGLUCOSE & INSULIN [J GENETIC ENDOCRINE TUMOURS

GROWTH & OBESITY @ [JHYPOTHAL & PITUITARY @ [ SEX DEVELOPMENT@ (0 THYROID (J BONE DYSPLASIA @

Pzeudonymised ID (e.g. SPIDER)

Sex at Birth OMale O Female O Other ® Unknown

Current Gender O Male O Female O Non-binary O Other O Asked but unknown

Country of Birth NETHERLANDS g

Country of Usual Residence NETHERLANDS g

Patient Follow-up Status O Patientactive O Patientinactive (O Patient care suspended (O Patient care terminated O Deceased ® Unknown
Date of Death dd-mmiji

Primary Cause of Death - Select - v

Can be contacted for research purposes by clinician responsible for patient () Yes (O No (O Not Known

Data can be shared for research purposes OYes ONo O NotKnown



Edit the Patient Condition section

@ Em?eﬁﬁsﬁs%a @ gml",lemﬂags;gfggme Core Reg|St|’y Dashboard Patients ~ Centres ~ Centre Users ~
Rare Endocrine Conditions one and Mineral Conditions

et Patent Conditon 0 e = 1
Patient ID - Date of Birth -- o

01

Growth and Genetic Obesity

Senior Clinician <18 - N/A

Senior Clinician = 18 - N/A

e-REC ID

First Contact with Centre dd-mm-iii

Clinician Responsible for Patient Not Assigned - —

Select a Clinician Responsible
for the patient

Date of First Clinical Manifestations

dd-mm-jjjj
Primary Condition - Select - v} _
Specific Diagnosis ] « ]
Siler Russell Syndrome * Select either “Syndromic or Non-
. - . . . oonan Syndrome
The full hierarchy of Conditions and Specific Diagnoses can be found in the ¢ GH Resistance synd . . . ”
yndromes
oriResieiance synaro Syndromic Genetic Obesity
. ) Syndromic Genetic Obesity ° H H :
How Was Diagnosis Reached e e otie Ohesity Select a Specific Diagnosis from the
Date of Diagnosis dd-mm-jjjj IISt

Participation in Detailed Disease Registry O Yes O No O NotKnown
B = [sove




Access the Condition-specific Module @ @
Edit Patient Condition m

Patient ID Date of Birth - o
01

Growth and Genetic Obesity

Senio - N/A

Edit To Do

Click here tofill in the

Senior Clinician = 18 - N/A dlsease'speC|f|C mOdU|e

e-REC ID

First Contact with Centre dd-mm-jj

Clinician Responsible for Patient o

Date of First Clinical Manifestations dd-mm-jjj

Primary Condition Syndromic Genetic Obesity ~
Specific Diagnosis Prader-Willi Syndrome ~

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

How Was Diagnosis Reached (O Clinical (0 Biochemistry [J Genetic ([JJHistology (JCT ([OMRI CJPET [(JUSS [JX-Ray [(JOther [JNotKnown
Date of Diagnosis dd-mm-ijii
Participation in Detailed Disease Registry O Yes (O No O NotKnown

E-



Fill in a Diagnosis-specific outcome @ @

@ EEN?QEEE? @ Eﬂ?ﬁﬁ gfoﬂe Core Regis‘[ry Dashboard Patients ~ Centres ~ Centre Users ~

o e e e

Patient ID - . Date of Birth

Growth and Genetic Obesity

No Outcomes found

New Qutcome Language English ~

New Outcome

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




Fill in the data into the module and save

EuRRECa EuRR-Bone : e - . .
European Reglsiries for Europaan Registries for Rars CO e Reg | S‘[ ry Dashboard Patients Centres Centre Users
Rare Endocrine Conditions Bone and Mineral Condilions

Add Diagnosis-specific Outcome
Patient ID - Date of Birth - Condition Group - Growth and Genetic Obesity

Questionnaire: Rare Obesity - PW & PWL syndrome - V3 Published October/22

New Outcome

Core data fields Parental data Genetics Clinical phenotype Comorbidities Medication Other therapies
Assessment Date o dd-mm-jjjj
Genetic finding Prader-Willi and Prader-Willi-like - Select - ~
syndrome
Other (freetext) [ 2]

Type of genetic variant - Select - ~

ﬂ Y ¢ | Save




Give the Patient access to the Core Registry

EUHHEca EURH'Bﬂ“E CDI’E Registr'}l’ Dashboard Patients = Centres = Users = CentreUsers =  Patient Users =  Reference Data =

Europaan Registrios for European Aegisiries or Rore
- [} | Baona and Wreral Conditices

) e ) e

Patient ID - o
Give access to your patient
Fields marked with * are mandatory *: . .
. - o ¢ o if consent was givenin the Common
* Consent for Core Registry (@ Opt-in (_r Opt-out .
Data Elements section
* Date of Birth =
* Condition Group (select all that apply) [J ADREMNAL B CALCIUM & PHOSPHATE @@ (O GLUCOSE & INSULIN @ (O GENETIC ENDOCRINE TUMOURS €

[ GROWTH & OBESITY @ (] HYPOTHAL & PITUITARY @ ([ SEX DEVELOPMENT @) [ THYROID
[ BONE DYSPLASIA @

Peeudonymized I {e.g. SPIDER)

Sex &t Birth ® Male O Female O Other O Unknown

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

Country of Birth NETHERLANDS v

Country of Usual Residence NETHERLANDS -

Patient Follow-up Status ) Patient active () Patient inactive () Patient care suspended (O Patient care terminated (O Deceaszed @ Unknown

Date of Death mmy/ dd/yyyy

Primary Cause of Death _Select - w



Contact us!

Please do not hesitate to contact us by e-mail at
registries@lumc.nl in case of any questions

We invite you to join our regularly drop-in sessions https://eurreb.eu/



mailto:registries@lumc.nl
https://eurreb.eu/
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