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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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Narrazione del professionista di cura 
NARRAZIONE DI UN PROFESSIONISTA DI CURA
Età ______

Genere_______

Il mio ruolo nell'equipe di cura______________________________________________________
Da quanti anni si occupa di Prader-Willi? _____________________________________________








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?
__________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________

Ho scelto di occuparmi di Prader-Willi….


______________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________


Se dovessi usare una metafora per rappresentare il mio ruolo mi descriverei così…


______________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________











Come gestisco l'inizio del percorso di cura 


La prima cosa che cerco di trasmettere all'inizio di un percorso di cura ai bambini, ragazzi, adulti...e alle mamme e ai papà...


_______________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________


Come spiego la diagnosi di Prader-Willi ai genitori...e ai bambini/ragazzi/adulti…


_______________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________





Cartella Parallela


La invitiamo cortesemente a raccontare la “Cartella Parallela*” di un bambino/ragazzo/adulto curato da Lei, considerando non soltanto gli aspetti clinici ma la persona nella sua globalità in riferimento anche al suo nucleo familiare. Scriva pure senza preoccuparsi della forma e della lunghezza della storia. Le ricordiamo, inoltre, che all’interno delle Cartelle Parallele non saranno raccolti, né trattati dati personali/sensibili dei pazienti, né indicate specialità medicinali o di principi attivi, ma si potrà fare riferimento alla categoria farmacologica di appartenenza


_____________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________


*Luogo dedicato al professionista sanitario dove scrivere dell’incontro con le persone in cura e delle relazioni. Si scrivono inoltre i progetti, le passioni, e i limiti della persona in cura in riferimento al contesto familiare e sociale di appartenenza. Si chiama “parallela” perché segue parallelamente la cartella clinica 














Il modo migliore per aiutare una famiglia in questo percorso di cura penso che sia...


________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________














Come spiego la terapia ai genitori...e ai bambini/ragazzi/adulti…e agli altri…


_______________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________











Come immagino il futuro


Come immagino il futuro per le persone con Prader-Willi…


________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________











Iniziativa promossa da








Centro di Ricerca


Area Sanità e Salute Fondazione ISTUD


Via Vittor Pisani n. 28


Milano (MI)


Tel. 0323-933801


Email: areasanita@istud.it
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