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PRAder-Willi eXcellence
in care with Story taking
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L’eccellenza nella cura della Prader-Willi attraverso la raccolta delle narrazioni
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L’esperienza di chi assiste la persona con Prader-Willi con età inferiore a 5 anni

INFORMAZIONI GENERALI
1.
Lei è:  
□ Mamma    □ Papà   □ Nonna  □Nonno  □ Fratello  □ Sorella  □ Insegnante  □ Altro _________
2.
Indichi la sua età:_______________
3. 
Paese di provenienza:     □ Italia       □ Altro Paese Europeo        □ Altro Paese Extra-Europeo        

4.
Regione di residenza: ______________________
5.
Il centro abitato in cui vive comprende

□  Meno di 25.000 abitanti                            □ Tra 25.000 e 50.000 abitanti

□ Tra 50.000 e 250.000 abitanti                    □ Oltre 250.000 abitanti

6.
Stato Civile: □ Nubile/Celibe  □ Coniugata/o Convivente □ Separata/o/Divorziata/o  □  Vedova/o

7.          Titolo di studio:   □ licenza elementare □ licenza Media □ diploma   □ laurea/master

8.
Quanti figli ha? 
□  nessuno   □ 1   □ 2  □ 3    □ 4 o più     
9.
In quali delle seguenti categorie rientra attualmente? 

□ studente  
□ lavoratore dipendente  (indicare quale) ______________________________________

□ lavoratore autonomo  (indicare quale) _______________________________________

□ pensionato 
□ non lavoro

La persona con Prader-Willi
10.
Che età ha la persona con Prader-Willi oggi? ___________________

11. 
A che età è stata diagnosticata la Prader-Willi? __________________
12
La Prader-Willi ha modificato la sua attività lavorativa sua o di un familiare?    □Si  □No


Se sì, come? ____________________________________________

Narrare la propria esperienza
La invitiamo a raccontare la propria esperienza di cosa significa prendersi cura e vivere con una persona con Prader-Willi. Può scrivere istintivamente e liberamente senza curarsi della forma e della lunghezza della storia. Qualsiasi episodio che lei ritiene significativo sarà ben gradito.
Quando ho avvertito i primi segnali che qualcosa non stava andando __________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________

Mi sono sentita/o…
__________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________

Ci dissero che si trattava di…………

__________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________

Subito dopo la diagnosi

Le strutture che abbiamo visitato, i professionisti che ho incontrato…
__________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________

Quel periodo in casa…

__________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________

Al lavoro…..

__________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________

Le persone accanto a me…
__________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________

Il cibo….
__________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________

Le cure…..

__________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________

Oggi

Oggi la persona con Prader-Willi…
__________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________

Le cure…
__________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________

Io mi sento….

__________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________

A me cosa piace fare…
__________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________

Al Bambino con Prader-Willi cosa piace fare al di là del cibo…

__________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________

La mia vita in casa è 
__________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________

Il cibo…
__________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________

Il domani

Guardo la persona con Prader-Willi e penso per lei/lui un futuro…

__________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________

E per me penso ad un futuro…
__________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________

Grazie per il tempo, l’energia e il pensiero che ha dedicato.

Le poniamo un’ultima domanda:

Come si è sentita nel poter raccontare la sua esperienza?

__________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________










Data di compilazione: _____/________/________
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