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* Is there any specifc linical challenge or good practice you would like fo report egarcing the management of rare (add rare disease area here)
patients during the Family Planning counseling?

Domain 4 - Pregnancy Monitoring

* Please rate the relevance of Pregnancy Monitoring for your disease area
Very Important
Important
Moderstaly Important
Sighty Important
Notimportant

* Within your healthcare provider, do you reguiary perform Pregnancy Monitoring activies to patients with rare (add rare disease area here)?
ves 4
e

4 * Please specily below the educational actiiies provided by your centre on Pregnancy Monitoring counseling

4 * Ifyes, how s the Pregnancy Monitoring actiiies structured/organised?

* Is there any specifc challenge n the organisation of Pregnancy Monitoring actiifes?

* Do you provide any educational acivies 10 your rare (add rare disease area here) patients related to Pregnancy Monitring?
ves 4
e

4 * Ifyes, which kind of educationl actiites do you provide?
Lestitsioroznure sn scucstions) matersls
Specific face to face education sessions.
Onine saueatonsl materal
Linkto wsetu webste
ontact o pasent organisation(s) or patent forum
Otner (please spesiy below) +
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4 * Please specily below the educational aciwiles provided by your centre on Pregnancy Monitoring

* Is there any specifc linical challenge or good practice you would like fo report egarcing the management of rare (add rare disease area here)
patients during the Pregnancy Monitoring phase?

Domain 5 - Pregnancy delivery

* Is there any speciic challenge in the organisation of the Pregnancy delivery activies”

* Do you provide any educational acivies 10 your rare (add rare disease area here) patients related to Pregnancy defivery?
ves 4
e

4 * fyes, which kind of educationl actiites do you provide?
Lestitsorosnure sn scucstions matersis
Specific face to face education sessions.
Onine saueatonsl materal
Linkto wsetu webste
ontact o pasent organisation(s) or patent forum
Otner (please spesiy below) +

4 * Please specily below the educational aciuiles provided by your centre on Pregnancy deiivery.

* Is there any specifc linical challenge or good practice you would like fo report regarcing the management of rare (add rare disease area here)
patients during the Pregnancy delivery phase?
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Domain 6 - Post pregnancy, lactation and new-born management

* Please rate the relevance of Post pregnancy monitoring for your disease area
Very Important
Important
Moderstaly Important
Signty impartant
Notimportant

* Within your healthcare provider, 4o you regulary perform Post pregnancy monitoring for patients with rare (add rare diseass area here)?
e

e

* Please rate the relevance of actation monitoring/counseling fo your disease area
Very Important
Important

Moderstaly Important
Signty impartant
Notimportant

* Within your healthcare provider, do you reguiary perform lactation monitoring/counseling fo patients wilh rare (add rare disease area here)?
e

e

* Please rate the relevance of new-bom management for your disease area
Very Important
Important
Moderstaly Important
Signty impartant
Notimportant

* Within your healthcare provider, do you regulary perform new-born management for patiens with rare (add rare disease area here)?
e

e

* How s the iiare Post pregnancy monitoring, lactation monitoring/counselling, new-bom managemen structurediorganised?
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* How s the iiare Post pregnancy monitoring, lactation monitoring/counselling, new-bom managemen structurediorganised?

* Is there any specifc challenge n the organisation of Post pregnancy monitoring, lactation monitoring/counseling, nevi-born management activiies?

* Do you provide any educational aciviies to your rare (add rare disease area here) patients related to Post pregnancy moritoring, lactation
monitoringlcounseling, new-bor management?

e 4

e

4 * Ifyes, which kind of educationl actiites do you provide?
Lestitsioroznure sn scucstions) matersls
Specific face to face education sessions.
Onine saueatonsl materal
Linkto wsetu webste
ontact o pasient organisation(s) or patent forum
Otner (please spesiy below) +

4 * Please specily below the educational acivities provided by your centre on Post pregnancy monloring, lactation monitoring/counseling, nevi-born
management

* Is there any specifc linical challenge or good practice you would like fo report egarcing the management of rare (add rare disease area here)
patients related to Post pregnancy monitoring, lactation monioring/counseling, new-borm management?

Further comments
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‘The ERNtransversal Working Group on Pregnancy and Family Planning in rare and complex diseases is curently organising an ERN-vide survey. The
main aim of this survey is o outine the challenges and the good practices related to pregnancy and famiy planning in rare and complex diseases in
ERN centres.

We viould be thankiul f you could please reply 1o this survey by ansiwering the questions below. The results of his survey wil be elaborated and further
discussed in a dedicated workshop in order {0 plan further actions fo adress unmet needs and to share good practices.

Thank you in advance for your ime and for your participation i this survey!

* Please select o which ERN your centre belongs fo.
stleast 1 choice(s)

ENDO-ERN RN Paescan EURACAN
RN EOND ERNRECONNET || EURONMD
ERNCRANO () ERNRITA EuROGEN
SRNENCARE  ERNEwoScodler  GUARDHEART
ERNERKNET () ERN-EVE etsbERN
ERNGENTURIS (| ERN-RND RARE-LIVER
ERN THACA e TransplantChia
ERNLUNG ERNICA VaSCERN

* In which country s your centre based?

fvsis Gamany Polans
Begum | Greece Portugal
ugsria  Hungary Romania
Crosta eizne Siovak Repusic
s taly Siovenia
Camens Lawe Spain

Denmark Linuania Sweden
eons  Loembawg  Oter

e et

Franee  Netersnos

Domain 1 - Fertilty preservation

“The folowing questions cancern both male and female patients.
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* Please rate the relevance of Ferity preservation for your disease area.
Very Important
Important
Moderstaly Important
Sighty Important
Notimportant

* Within your healthcare provider, 6o you regulary perform fertiiy preservation activties for patients with rare (ad rare disease area here]?
ves 4
e

4 Ifyes, now are the ferity preservation actvtes structurediorganised?

* Is there any specifc challenge in the organisation of the ertiity preservation activiles?

* Do you provide any educational acivies 1o your rare (add rare disease area here) patients related 1o ferlity presenvation actiities?
ves 4
e

4 iyes which kind of ducatonsl scites co you provide?
atleast 1 choice(s)
Leateistrochure and ecucaonal materils
St face o fac ecuaston sessons
Onine ecuesonal mateial
Uinkto usetl webste
Gontac o patent srgansstn(e orpetent o
Ot sesse sy oo +

4 * Please specily below the educational aciiies provided by your centre on ferlity preservation

* Is there any specifc linical challenge or good practice you would like fo report egarcing the management of rare (add rare disease area here)
patients related to feriiy preservation?
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Domain 2 - Pre-conceptional counselling

* Please rate the relevance of Pre-concepfional counseling for your disease area
Very Important
Important
Moderstaly Important
Sighty Important
Notimportant

* Within your healthcare provider, 4o you regulary perform Pre-conceptional counseling to patients with rare (add rare dissase area here)?
ves 4
e

4 * Ifyes, how s the Pre-conceptional counseling is stuctured/organised?

4 * Ifyes,which Pre-conceptional counseling activties are performed by your centre?

* Is there any specifc challenge in the organisation of the Pre-conceplional counseling?

* Do you provide any educational aciviies (o your rare (add rare disease area here) patients related o Pre-conceptional counseling?
ves 4
e

4 * Ifyes, which kind of educationl actiites do you provide?
Lestitsioroznure sn scucstions) matersls
Specific face to face education sessions.
Onine sauestonsl materal
Linkto wsetu webste
ontact o pasent organisation(s) or patent forum
Otner (please spesiy below) +

4 * Please specily below the educational aciiies provided by your centre on pre-conceptional counseling
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Pre-implantation diagnosis

* Please rate the relevance of Pre-implantation diagnosis or your disease area
Very Important
Important
Moderstaly Important
Sighty Important
Notimportant

* Within your healthcare provider, 60 you regulary perform Pre-implantation diagnosis o patients with rare (add rare disease area here)?

ey

e

4 * Ifyes, now s the Pre-implantation diagnosis is structurediorganised?”

* Is there any speciic challenge n the organisation ofthe Pre-implantation diagnosis?

* Do you provide any educational aciviies 10 your rare (add rare disease area here) patients reated o Pre-implantation dizgnosis?

ves 4

e

4 * Ifyes, which kind of educationl actiites do you provide?
Lestitsioroznure sn scucstions) matersls
Specific face to face education sessions.
Onine saueatonsl materal
Linkto wsetu webste
ontact o pasient organisation(s) or patent forum
Otner (please spesiy below) +

4 * Please specily below the educational aciiiies provided by your centre on pre-implantation diagnosis.

* Is there any specifc linical challenge or good practice you would like fo report regarcing the management of rare (add rare disease area here)
patients during the Pre-implantation diagnosis phase?
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Prenatal diagnosis

* Please rate the relevance of Prenatal diagnosis for your disease area
Very Important
Important
Moderstaly Important
Sighty Important
Notimportant

* Within your healthcare provider, do you regulary perform Prenataldiagnosis to patients with rare (add rare disease area here)?
ves 4
e

4 Ifyes, now s the Prenatal diagnosis is stuctured/organised?

* Is there any specifc challenge in the organisalion of the Prenatal dagnosis?

* Do you provide any educational acivies 1o your rare (add rare disease area here) patients related to Prenatal diagnosis?
ves 4
e

4 * Ifyes, which kind of educationl actiites do you provide?
Lestitsioroznure sn scucstions) matersls
Specific face to face education sessions.
Onine saueatonsl materal
Linkto wsetu webste
ontact o pasent organisation(s) or patent forum
Otner (please spesiy below) +

4 * Please specily below the educational aciivies provided by your centre on prenatal giagnosis

* Is there any specifc linical challenge or good practice you would like fo report egarcing the management of rare (add rare disease area here)
patients during the Prenatal diagnosis phase?
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Domain 3 - Family Planning counselling

“The folowing questions concen both the patients and their pariner.
I ths survey, Family Planning counselling incluges also the topic of contraception

* Please rate the relevance of Family Planning counseling for your disease area
Very Important
Important
Moderstaly Important
Sighty Important
Notimportant

* Within your healthcare provider, 60 you regulary perform Family Planning counselling to patients wilh rare (add rare disease area here)?
ves 4
e

4 * Ifyes, how s the Family Planning counseling is sructured/organised?

* Is there any specifc challenge in the organisation of Family Planning counseling?

* Do you provide any educational aciviies 10 your rare (add rare disease area here) patients related 1o Family Planning counseling”
ves 4
e

4 * Ifyes, which kind of educationl actiites do you provide?
Lestitsioroznure sn scucstions) matersls
Specific face to face education sessions.
Onine saueatonsl materal
Linkto wsetu webste
ontact o pasent organisation(s) or patent forum
Otner (please spesiy below) +

4 * Please specily below the educational aciiies provided by your centre on Family Planning counseling.




