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8.30
R

egistrazione dei partecipanti

9.15
S

aluti di benvenuto 
E

. G
araci 

P
residente dell’Istituto S

uperiore di S
anità

9.30
S

aluto del M
inistro della S

alute 
S

en
. L

ivia T
u

rco

I S
essio

n
e 

M
oderatori: F

. P
alu

m
b

o
, D

. T
aru

scio

9.45
C

ollegam
enti in video-conferenza con le iniziative delle 

R
egioni e delle A

ssociazioni dei P
azienti

- R
egione Lom

bardia: G
. B

arald
o

, S
. G

arattin
i

- R
egione T

oscana: A
. L

eto
, E

. R
o

ssi
- A

ssociazione S
indrom

e di C
risponi e M

alattie R
are 

(S
ardegna):E

. S
erra

- A
ssociazione S

indrom
e di P

rader W
illi 

(C
alabria): D

. P
o
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o

10.35
Il m

ovim
ento europeo delle A

ssociazioni dei pazienti: la 
giornata delle m

alattie rare
S

. B
ellag

am
b

i 

10.45
La giornata di sensibilizzazione sulle m

alattie rare in Italia
M

. M
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rì

11.00
Intervallo

11.15
T

avola R
otonda: esperienze a confronto

M
oderatore: L

. O
n

d
er 

Interverranno: pazienti, fam
iliari, ricercatori, pediatri, 

m
edici di m

edicina generale, m
edici specialisti, scrittori

M
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. C
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. D
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. G
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o
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S
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D
. T
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alattie R
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R
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, F
. B

erto
g

lio
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A
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M
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R
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S

. D
o
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p
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. V
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i

13.20
D

iscussione

13.30
P
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14.30
Iniziative delle A
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.E
. C
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n
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iu
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a
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anizzazione della m
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D
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E
m

iplegia A
lternante

R
. V
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uberosa

V
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La collaborazione tra A
ssociazioni di genitori e ricerca 
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alattie rare. La storia di proR

E
T
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ricerca.
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L
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R
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G
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M
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g

n
o

lo
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A
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G
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eurologiche
R
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G
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o
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etria 
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assa tandem
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C
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u
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Il case m
anagem
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m
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A
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E
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A
. Z
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A
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alati e S
S

N
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G

. S
erra 

T
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orragica ereditaria: un m
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C

. S
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à

F
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M
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N
el corso della giornata sarà allestito nell’antiaula P

occhiari uno
sp
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a
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d
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ttività
intraprese da A

ssociazioni dei pazienti ed Istituzioni nazionali,
regionali e locali.
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o
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M
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G
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n
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azionale per la ricerca sul cancro,

G
enova

G
iu
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 D
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 D
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