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EU RRECa (the European Registries for Rare Endocrine and Bone Conc @

The EURRECa Core Registry collects information for a wide range of rare conditions including those that
are covered within Endo-ERN and ERN-BOND. To participate to the EURRECa Core Registry, the
affiliation to Endo-ERN and ERN-BOND is not required, although reference centers within Endo-ERN and
ERN-BOND may consider using the consent form provided by their ERN.

More information about Core reqistry, list of publications and publication plan.

To report data in the registry every center has to check with the local Ethics Committee if an approval is
required.

More information about ethical approvals and patients informed consent forms.

For more information go to www.eurreb.eu

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



https://eurreb.eu/registries/core-registry/
https://eurreb.eu/publications/
https://eurreb.eu/wp-content/uploads/2023/04/eurreca-eurr-bone-authorship-guidance.pdf
https://eurreb.eu/registries/ethics-approval/
https://eurreb.eu/patients/information-sheets/
http://www.eurreb.eu/

Gender Incongruence module

The access to transgender healthcare, especially for children and adolescents, varies extremely across Europe,
depending on where they live. In some countries, it is even virtually impossible.

This condition-specific module is aiming to collect some basic information in order to map transgender
healthcare across Europe, to analyze the trends and hopefully to deliver a better and more homogeneous care
to transgender and gender diverse youth.

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




Register in the Core registry

Go to https://eurreb.eu/

Bone and Mineral Conditions
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https://eurreb.eu/
https://eurreca.lumc.nl/EuRRECaAuth/Registration/Create

Register in the Core registry

Follow the self-registration link:

@ EﬂﬁﬁEﬁa @ Eﬂﬁﬂ;?m‘?ﬂf e-Reporting of Rare Conditions (e-REC) and Core Registry

Mincral Con

You need an access to the

New User Registration Request | Core registry to use the
Feelds marked with * are mandatary / mOdU|e
* Application Role Requested [[] e-REC Reporter [ Core Registry Clinical Comtributor
Title ory e
Fill in the mandatory
* Surname . .
information.
“ Given Name Your request will be
Middle Names approved as soon as
* Email (and User Name) p055|b|e'
Paszword must be at l=ast B characters
Password must contain beth lower and UppeEr case ietters
Password must contain at l=ast one numeric character
* Password B - -

* Confirm Password

Telephane

| am the Centre Lead for this Centre ]

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 clinician login and then provide your credentials:

EuRRECa
e s

Click here for Patient Login

Click here for Clinician Login

EuRR-Bone

European Reglstries for Rare
Bone and Mineral Condilions

For further information visit www.eurreb.eu

Core Registry @ FE’EE‘EEH @ EEH'E“EEEE 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 €

thentication: OTP Authentication

Click on the following link for further information about OTP,

= f

Mew Users

To reguest access to the systergdleasze click on the following Self-Registration link

/

Provide your credentials and 6 digit PIN, You will need to download
if needed, reset your password OTP authenticator




Add a new patient

@ EEIHHHEWEmea @ Egﬁﬂfﬂﬂe Core Registry Dashboard Patients = Centres =  Centre Users =

Search

Clinician Dashboard -

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

Patients registered by you: 2 Pelee Pt
Patients registered in your centre: 27 3  Downloads

Patients with outstanding actions: 0 :;
10
a8
g
4
2
Ju]

Child Adult

Sroup

When a patient is registered
in the system, a unique
code is generated and must
be stored locally by the
healthcare provider, who
will be the only one able to
retrieve which patient is
associated with a specific
Condition Group code.

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




Fill in the Common Data Elements

Mandatory "
fields Select “Sex
\ield“ effarked with * are mandatory deve I Opment and
* Consent for Core Registry @ opt-in@ O Optout @ M a_tu rati On”
* Date of Birth dd-mm-jjj
* Condition Group (select all that apply) ] ADRENAL [ CALCIUM &PHOSPHATEO JGLu SULlNa [ GENETIC ENDOCRINE TUMOURS ] GROWTH &OBESlTYa

[JHYPOTHAL & PITUITARY O\ZrSEX DEVELOPMENT @ THYROID [JBONE DYSPLASIA @

gL Pseudonymised ID {e.q. SPIDER)

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

Current Gender (O Male © 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 Patientinactive (O Patient care suspended (O Patient care terminated (O Deceased @ Unknown
Date of Death dd-mm-jjjj

Primary Cause of Death _Select - -
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 Not Known

Patient would like access to Core Registry O Yes O No (O NotKnown

Consent for Newsletters O Yes (O No (O Not Known

= =
SAVE



Go to the Patient Condition section @ @

T e e

Patient ID - O s
A navigation menu will
Fields marked with * are mandatory
| | r, click on “Sex
* Consent for Core Registry @ Opt-in@ O Optout @ d p pea ) ClICK O e
14
* Date of Birth 1201 /1998 a development
* Condition Group (select all that apply) [CJADRENAL [J CALCIUM & PHOSPHATEG [) GLUCOSE & INSULIN e [J GENETIC ENDOCRINE TUMOQURS 9

(D) GROWTH & OBESITY @ (JHYPOTHAL & PITUITARY @ SEX DEVELOPMENT @ (J THYROID () BONE DYSPLASIA @

Pseudonymised ID (e.g. 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 o

Country of Usual Residence NETHERLANDS o

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



Edit the Patient Condition section @ @

i Patient Conditon £ =2 2 2
PatientID-527" =~ ~ »f Birth- 1999-12- o

01 XY DSD - Cloacal anomaly a
XY DSD - Congenital Adrenal Hyperplasia
. XY DSD - Disorder of androgen action

Sex Davelopment and Maturation XY DSD - Disorder of androgen excess
XY DSD - Disorder of androgen synthesis
Senior Clinician < 18 - N/A XY DSD - Disorder of gonadal development
XY DSD - Leydig cell defects
XY DSD - Non-specific DSD
XY DSD - Persistent mullerian duct syndrome
e-RECID XY DSD - Other
XX DSD - Cloacal anomaly
XX DSD - Congenital Adrenal Hyperplasia

Senior Clinician = 18 - N/A

First Contact with Centre

Select a Clinician XX DSD - Defects of mullerian development
Responsible for o ) ) _ XX DSD - Disorder of Androgen Excess
Clinician Responsible for Patient XX DSD - Disorder of gonadal development

the patient XX DSD - Other

Isolated Congenital Anosmic Hypogonadotropic Hypogonadism
Isolated Congenital Normosmic Hypogonadotropic Hypogonadism

Transgender, male to female
Transgender, female to male hd

Primary Condition [ - Select - M

Date of First Clinical Manifestations

Specific Diagnosis - Select -

Select a primary
condition

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

B = save




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

Patient ID - Date of Birth - - [ ) it To Do
01

Sex Development and Maturation

Click here to fill in the

Senior Cli N/A . . pe
enior Clir disease-specific module

Senior Clinician = 18 - N/A

e-RECID

First Contact with Centre mm/dd/yyyy |

Clinician Responsible for Patient Dr. Mariya Cherenko v

Date of First Clinical Manifestations mm/dd/yyyy [

Primary Condition Transgender, male to female v
Specific Diagnosis Transgender, male to female e

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



Fill in a Diagnosis-specific outcome

[ e e oy £y

Patient ID - Date of Birth -

% Development and Maturation

I-DSD Registry

No Outcomes found

New Outcome Language English v

Click here to fill in the
new outcome for the
disease-specific module




Fill in the data into the module and save

Add Diagnosis-specific Outcome
Patient 1D - Date of Birth - Candition Group - Sex Development and Maturation

Questionnaire: Test version 2 Gender Incongruence - Gender Incongruence

Mew Outcome

Date of Birth eREC ID
Current Gender Clinician Respansible for Patient
General information Gonada hormonal suppresion Gender affirming medication Fertility preservation Surgery

Transition type - Select - il Please fill in the
Deransiion ° ~sela- v required information

First consultation with paediatric endocrinclegist conceming Gender Incongruence mm;/dd{yyyy a - - -
clicking on the five
Age at the earliest memory of Gender Incongruence - Select - v -
different tabs
Mental health comorbidities o - Select - w

o ey available. Remember
i e e to click on “save”

[ Obsessive-compulsive disorder
() Personality disorder

Specific mental health comorbidities

[ Other
Other
Has the patient transitioned to the adult care? - Select - W
Date of transition to adult care if applicable mmy dd /yyyy w]
If the patient is last to follow-up please provide date of last examination [ 7] i dd /yyyy [m]

Y @ | Save




Fill in the data into the module

Diagnosis-specific Outcomes R -“”““""“ ""’“ ﬁ m

Patient ID - 5219 Date of Birth - 1999-12-01

Sex Development and Maturation

I-DSD Registry
Show| 10 ¢ | entries Search:
Created Date L Latest Assessment Date Completed By Questionnaire Current Specific Diagnosis Actions
2023-10-20 Dr. Mariya Cherenko Test version 2 Gender Incongruence - Gender Incongruence Transgender, male 1o female
1
Mew Outcome Language Englizh W

When reporting a patient in the system, it can happen that
at that moment not all the required information is
available. You can add new information later by opening
the patient and clicking on “amend”.




Fill in the data into the module

In case a change occurred and you need to modify a specific
outcome, please click on “new outcome” and fill in the information.

Example: Patient A got lynestrenol for gonadal hormonal
suppression from the day XX-XX-XXXX to the day YY-YY-
YYYY.

Atday YY-YY-YYYY the switch to GnRHa was agreed.
Please click on “new outcome” and update the “gonadal
hormonal suppression” tab. Do not modify the previous
outcome in order to not delete the information about
lynestrenol administration.



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/

	Slide 1
	Slide 2
	Slide 3
	Slide 4
	Slide 5
	Slide 6
	Slide 7
	Slide 8
	Slide 9
	Slide 10
	Slide 11
	Slide 12
	Slide 13
	Slide 14
	Slide 15
	Slide 16
	Slide 17

