
Программа форума 
«Редкие женщины»!
!
!

10:10-
11:30 

!"#$%&$'# (%)#*%$+# 
!"#$%&':  
%,-./ %,012/.3456./ 74806/ (9:4/;56/), ()&%*#+%,- ./0 «1%*$#% 2%34#3'» 
%,012/.34 #6<0.=06>? @1/?0.15, "&%*5%*6+%,- "&67,%3#8 9&%:#*%3+5$;<; =;3*6 «>&(< *;?&6»  
A/2>,>B C0../3=06>? +<./;=06, <%3%&6,-3'@ *#&%$+;& A> «1-B6&C»  

11:30-
12:00 

>;=%-?&%@$ 

12:00-
13:30 

 

)'AD#)@$%7 %&E+@#9@F&% 
!'D'G+  
  
1. 0&=633'% :6?;,%763#8 $6$ 
:;36 ;+7%+5+7%33;5+# 
<;5(*6&5+76 
2. /6D#;36,-3'% C;*%,# 
";,#+#$# 7 5=%&% &%*$#E 
:6?;,%763#@ 
3. F;5+(" $ ;&=633'C 
,%$6&5+76C: G$;3;C#$6 # &%H%3#8 
4. 96D#%3+5$#% ;&<63#:6D## $6$ 
"6&+3I&' <;5(*6&5+76 
 
J;*%&6+;&: 
'12/./ C54?/156/ 
F#&%$+;& K%3+&6 &6:7#+#8 
C%2*(36&;*3'E 5;D#;$(,-+(&3'E 
# *%,;7'E 578:%@ «J;5+'», $;() 
ICF, "&%";*676+%,- #3*#@5$;@ 
=#,;5;=## 
 
!"#$%&':  
Nada Alfy Thabet (L<#"%+) 
/;C#363+ 36 /;?%,%75$(M 
"&%C#M C#&6; *%"(+6+ 96,6+' 
"&%*5+67#+%,%@ L<#"+6; ),%3 
N'5H%<; $;35(,-+6+#73;<; 
$;C#+%+6 "; "&676C ,#D 5 
#376,#*3;5+-M; ;53;76+%,- 
«F%&%73# 36*%2*'» 
 
Sheela Upadhyaya 
(N%,#$;?&#+63#8) 
053;76+%,-3#D6 $;356,+#3<;7;@ 
$;C"63## Rarely Ordinary, 
5"%D#6,#:#&(M4%@58 36 &%*$#E 
:6?;,%763#8E. !;"&%*5%*6+%,- 
<&(""' "; &%*$#C :6?;,%763#8C 7 
HTAi (Health Technology 
Assessment International)        
 
Prasanna Kumar Shirol (O3*#8) 
!;;53;76+%,- # #5";,3#+%,-3'@ 
*#&%$+;& ORDI (Organization for 
Rare Diseases India) 
 
Bithika Ghosh (O3*#8) 
!%$&%+6&- Muscular Dystrophy 
Patients’ Welfare Society, 
#3#D#6+;& <;5(*6&5+7%33;<; 
"&;%$+6 Rare Disease Clinics 
 

A+@%"H$')@H, 
&#(+"H#$@$')@H, 
%"#&@$')@H 
  
1. !6C;7'&62%3#% $6$ 
#5+;)3#$ 73(+&%33%@ 5#,' 
2. N#+6,-3;5+- # 5+&%55  
3. P%34#36 $6$ 
"&;5+&635+7; 2#:3# 
 
!"#$%&: 
%,-./ 74806/ (9:4/;56/), 
()&%*#+%,- ./0 «1%*$#% 
2%34#3'» 
 
 
 

A+@%"H$')@H 9%9 ')$'A% 
"+*#&)@A%  
 
1. 0+ #3#D#6+#7' &;*#+%,%@          
$ "&;=%55#;36,-3'C 
#35+#+(+6C 
2. 96D#%3+5$#% />0                       
$6$ "6&+3I&' 5#5+%C' 
:*&67;;E&63%3#8 
3. J%2*(36&;*368 $;;"%&6D#8 
"6D#%3+5$#E ;&<63#:6D#@ 
4. P%35$;% ,#*%&5+7;                      
7 "6D#%3+5$;C *7#2%3## 
 
J;*%&6+;&: 
#,0./ I0,5.5<56/ 30 
@5440J5. (1;55#8, 
N%,#$;?&#+63#8)                          
N&6)-$;35(,-+63+ =;3*6 
«F%+#-?6?;)$#», 7&6)-"%*#6+&, 
7&6)-*#%+;,;< # *%+5$#@            
7&6)-3%7&;,;< 
 
!"#$%&': 
Deniz Yılmaz Atakay (Q(&D#8)  
053;76+%,-3#D6 .55;D#6D## 
5%C%@ "6D#%3+;7 5 
=%3#,$%+;3(&#%@ (PKU) 7 
Q(&D##; *%,%<6+ Q(&D## 7 
ESPKU; ";"%)#+%,- GAP; 
";"%)#+%,- # "&%*5%*6+%,- 
B%*%&6D## &%*$#E 
:6?;,%763#@ Q(&D## 
 
Hanaa El-Sadat (L<#"%+) 
053;76+%,- Yasmine El Samra 
Foundation – DEBRA Egypt; ),%3 
O5";,3#+%,-3;<; $;C#+%+6 
DEBRA International 
 
Parvathy Krishnan (!R.) 
9&%:#*%3+ Parvaty Krishnan 
Family Foundation 
 
Angélique Sauvestre 
(B&63D#8) 9&%*5%*6+%,- 
DEBRA France; 7#D%-"&%:#*%3+ 
DEBRA International 
 
 

13:30-
14:30 

0?%* 



14:30-
16:00 

 
 

A+@%"H$')@H 9%9 A"+7$+# 
 
1. 0+ #3#D#6+#7' $ 5#5+%C% 
2. O3$,M:#8 $6$ 3;768 5;D#6,-368 
3;&C6 
3. 96&+3I&5+7; $6$ C;*%,- 
?(*(4%<; 
4. A,;?6,-368 ";7%5+$6 &%*$#E 
:6?;,%763#@ 
 
J;*%&6+;&:  
A>1;54>K !5,0.56/ (1;55#8) 
9&%:#*%3+ J.1S, &($;7;*#+%,- 
;+*%,6 &6:7#+#8 36()3'E 
"&;%$+;7 =;3*6 «F%+#-?6?;)$#»  
 
!"#$%&':  
Ravdeep Singh Anand (O3*#8) 
053;76+%,- # "&%:#*%3+ =;3*6 
Dystrophy Annihilation Research 
Trust (DART) 
 
Nadiah Hanim Abdul Latif 
(J6,6@:#8) 9&%:#*%3+ Malaysian 
Rare Disorders Society (MRDS) 
 
Dr. Durhane Wong-Rieger (>636*6) 
9&%:#*%3+ Canadian Organization 
for Rare Disorders 
 
%./2;/2>K L040M/.56/ (1;55#8) 
F#&%$+;& T,6<;+7;&#+%,-3;<; 
=;3*6 «P#:3- $6$ )(*;» 
 

A+@%"H$%7 N#$G+$% 
9%9 D#*+O+$)9+P 
&#)F&) )#DH+ 
 
1. J6+- $6$ "6&+3I& 7 
,%)%3##, 6 3% «3%7#*#C'@ 
&%5(&5» 
2. 9(+- $ *#6<3;:(: ;+ 
5#5+%C3'E "&;?%,;7 $ 
5#5+%C3'C &%H%3#8C 
3. UE;* ?%: 
56C;(3#)+;2%3#8: 
"%&%&65"&%*%,%3#% 
;+7%+5+7%33;5+# 7 5%C-% 
4. F;C6H3#@ (E;* $6$ 
#3=&65+&($+(&6 
(5+;@)#7;5+# 5%C-# 
 
J;*%&6+;&:  
#,0./ I0,5.5<56/ 30 
@5440J5. (1;55#8, 
N%,#$;?&#+63#8)                    
N&6)-$;35(,-+63+ =;3*6 
«F%+#-?6?;)$#»,                     
7&6)-"%*#6+&,                           
7&6)-*#%+;,;< # *%+5$#@ 
7&6)-3%7&;,;< 
 
!"#$%&': 
Dr. Gayatri Rangarajan Iyer 
(O3*#8) PhD, 
5%&+#=#D#&;7633'@ 
<%3%+#)%5$#@ $;35(,-+63+, 
36()3'@ 5;+&(*3#$ Tata 
Institute for Genetics and 
Society, :6C%5+#+%,- 
5%$&%+6&8 !;7%+6 "; 
<%3%+#)%5$;C( 
$;35(,-+#&;763#M O3*## 
 
Sushma Gopalan (O3*#8) 
>,#3#)%5$#@ "5#E;,;<, PhD; 
&($;7;*#+%,- 5,(2?' Child 
Life 7 ?;,-3#D% Manipal; 
;53;76+%,- D%3+&6 Kridavat 
Child Life and Beyond 
 
Mercedes Alessandri (V#,#) 
>;;&*#36+;& "&;<&6CC' 
5%5+&#35$;<; (E;*6 36 *;C( 
DEBRA Chile, 
*#",;C#&;763368 
C%*5%5+&6 
 
Dr. Omar Jagne (A6C?#8) 
A%3%&6,-3'@ *#&%$+;& 
C%2*(36&;*3;@ 5%+# 
?;,-3#D Africmed. 
9&%*5%*6+%,- 
J%*#D#35$;<; # 
63+#*;"#3<;7;<; $;C#+%+6 
/6D#;36,-3;<; 
;,#C"#@5$;<; $;C#+%+6 
A6C?##   
 

A+@%"H$')@H 9%9 AQI'& 
 
1. !+#<C6, 7#36 # $(,-+(&3;% 
*67,%3#% 
2. 0+ ,#)3;@ +&6<%*## $ 
,#*%&5+7( 
3. P#:3- 7 (5,;7#8E 
3%;"&%*%,I33;5+# 
4. 9(+- <%&;8: C(2%5+7; 
";75%*3%73;5+# 
 
J;*%&6+;&: 
',=</ C40RK156/ (1;55#8) 
U)&%*#+%,- =;3*6 «A;&*%@»  
 
!"#$%&': 
Catherine Jayasuriya (!R.) 
053;76+%,- # #5";,3#+%,-3'@ 
*#&%$+;& Coalition Duchenne; 
&%2#55I&, "&;*M5%& 
 
Vlasta Zmazek (W;&76+#8) 
9&%:#*%3+ DEBRA Croatia, ),%3 
O5";,3#+%,-3;<; $;C#+%+6 
DEBRA International; ),%3 
!;7%+6 *#&%$+;&;7 
RareResourceNet 
 
Clair Malik (L<#"%+) 053;76+%,- 
# &($;7;*#+%,- #35+#+(+6 *,8 
,M*%@ 5 36&(H%3#%C 5,(E6 "&# 
.3<,#$635$;@ D%&$7# 7 >6#&% 
 
%./2;/2>K S04>J54/ 
(1;55#8), V,%3 "&67,%3#8 100 
«/6 ;*3;C *'E63##», 
;53;76+%,- ;3,6@3-&%5(&56 
*,8 &;*#+%,%@ *%+%@                         
5 C($;7#5D#*;:;C CF Kids; 
"%&%7;*)#$ # 5"%D#6,#5+           
"; C%2$(,-+(&3;@ 
$;CC(3#$6D##; <#*-"%&%7;*)#$ 

16:00-
16:15 

9%&%&'7 
 
 
 



16:15-
17:45 

 
 

MAN’S HAND 
 
1. J(2)#36 7 5#+(6D## &%*$;<; 
*#6<3;:6: ;+ &%6$D## $ *%@5+7#M 
2. J(2)#36 $6$ ;";&6 5#5+%C': 
2#:3- &8*;C 5 «&%*$;@ 
2%34#3;@» 
3. 1%*$68 2%34#36 <,6:6C# 5'36: 
$6$ =;&C#&(%+58 7;5"&#8+#% 
5%C-# 
4. J(2)#36 <,6:6C# *%+%@: 
=(3$D#8 ;+D6 7 (5+;@)#7;5+# 
5%C-# 
 
J;*%&6+;&:  
)04<0B $/2>TK., "5#E;,;<, 
+&%3%&, $;35(,-+63+ 
 
!"#$%&': 
Ravdeep Singh Anand (O3*#8) 
053;76+%,- # "&%:#*%3+ =;3*6 
Dystrophy Annihilation Research 
Trust (DART) 
 
+<54= L:62;6>.56 - X&#5+ 
$;CC%&)%5$;@ "&6$+#$# Nevsky IP 
Law, "6+%3+3'@ ";7%&%33'@, 
"&%";*676+%,--#55,%*;76+%,- 
$6=%*&' #3+%,,%$+(6,-3'E "&67 
J;5$;75$;<; <;5(*6&5+7%33;<; 
M&#*#)%5$;<; (3#7%&5#+%+6 #C. 
0.L.>(+6=#36 (JAX.)  
 
+6/. 9:4/;56 
U)64#@58 11 $,6556, 5'3 &%*$;@ 
2%34#3' 
 
Dr. Omar Jagne (A6C?#8) 
A%3%&6,-3'@ *#&%$+;& 
C%2*(36&;*3;@ 5%+# ?;,-3#D 
Africmed. 9&%*5%*6+%,- 
J%*#D#35$;<; # 63+#*;"#3<;7;<; 
$;C#+%+6 /6D#;36,-3;<; 
;,#C"#@5$;<; $;C#+%+6 A6C?##   
 
  

A+@%"H$')@H  
+ )'(+*%$+# 
 
1. 0+ ,#)3;<; ;"'+6                    
$ ;?4%5+7%33;C( *7#2%3#M 
2. !;;?4%5+7; $6$ #5+;)3#$ 
5#,' 
3. 0+ "&#38+#8 *#6<3;:6 $ 
";#5$( &%H%3#@ 
4. Y#)368 #5+;&#8 $6$ 
5;D#6,-3'@ &%5(&5 
 
J;*%&6+;&:  
',=</ C40RK156/ (1;55#8) 
U)&%*#+%,- =;3*6 
«A;&*%@»  
 
!"#$%&': 
Shruti Gupta (O3*#8) 
053;76+%,- LAMA2India 
 
Shikha Metharamani 
(O3*#8) 9&%:#*%3+                      
# ;53;76+%,- Indian Prader-
Willi Syndrome Association 
(IPWSA) 
 
Priscilla Vicent   Chassama 
(Q63:63#8) 
!;;53;76+%,-3#D6 Tanzania 
Sicklecell Warriors 
Organisation (TASIWA) #  
"&%*5+67#+%,- #3+%&%5;7 
"6D#%3+;7 5 
5%&";7#*3;$,%+;)3;@ 
63%C#%@ 
 
)5U>K !025?>.21/K (!R.) 
053;76+%,- 
«O55,%*;76+%,-5$;<; 
=;3*6 N%&' 9%5;)#35$;@»; 
()65+3#D6 NTSAD 
 
 
 
 
 
 

)#!%&%O+7 *+%C$'(%                     
'@ "+L$')@+ 
 
1. 0+ "6D#%3+6 $ 5(?Z%$+( 
5;?5+7%33;@ 2#:3# 
2. !+#<C6, 7#36 # 5;D#6,-368 
#:;,8D#8 
3. !;;?4%5+7; $6$ 
"&;5+&635+7; 5#,' 
4. A;,;5 2%34#3 5 *#6<3;:;C 7 
<,;?6,-3;C *7#2%3## 
 
J;*%&6+;&:  
&5V/ D/R,006/ (1;55#8) 
Q&%3%& "; "(?,#)3'C 
7'5+(",%3#8C # 5#5+%C3;C( 
C'H,%3#M 
!%&+#=#D#&;763368 
=#36,#5+$6 :6",'76 
Bosphorus Cross-Continental 
Swimming Race  
 
!"#$%&': 
$/;/,=K )140T856/ (1;55#8) 
O5";,3#+%,-3'@ *#&%$+;& 
=;3*6 «F%+#-?6?;)$#» 
 
Toni Roberts > Cady Ward 
(X.1) !;;53;76+%,# DEBRA 
South Africa 
 
A045.>1/ A5,5J/ (1;55#8) 
9&%*5%*6+%,- J0W>0 000 
"N0O" W6?6&;75$;<; &6@;36. 
9%*6<;<-;&<63#:6+;& 
6*6"+#73'E $(,-+(&3;-
C655;7'E C%&;"&#8+#@ *,8 
,M*%@ 5 0NS  
 
Setsuko Shiraishi (J%$5#$6)  
O5";,3#+%,-3'@ *#&%$+;& 
DEBRA Mexico # ),%3 
O5";,3#+%,-3;<; $;C#+%+6 
DEBRA International. 

18:00 S6$&'+#% =;&(C6 

!
!
!


