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Rare Disease Day 2017 in Tokyo� ˽Ñǰʬ 
 

 

T��uḙ̆� Rare Disease Day 2016̤¤ȭŰŠ�̏ȇƏȲƑ5ǈ̥ 
s��̭ :@)&�� �Leave no one behind� 
 
˽Ñǈǌ̭Ŵƞ 29ŵ 2ǒ 28ǈ̤ȕ̥11:00�21:00 
 
˽ÑıƢ̭Ǆ¦5Þ��tS�`̪F� Ru�V�����  
� �      ̤�100-6590 ǝ°˴þ¸ȩû¦5Þ̨−̬−̨̥ 

 
§Ṋ̃RDDǈǙ˽Ñ¬÷ţ̤ȞŐ̐ĤéȋöȊ±� ASridÞ̥ 
� � � � ̤RDD GlobalÜ˂̥ 
        ȞŐ̐ĤéȋöȊ±� ASrid 
 
ÿ˖̭� e{�SǦŽ¼ɑ 
� � � JCR�Q��ǦŽ¼ɑ 
� � � g�TR��h�~�ǦŽ¼ɑ 
� � � SP LineǦŽ¼ɑ 
� � � `�_l�i�i_�T�ǦŽ¼ɑ 
� � � CSL����`ǦŽ¼ɑ 
� � � þśʪʡǦŽ¼ɑ 
� � � ľǈǙ¾ĆʪʡǦŽ¼ɑ 
� � � }TX�ʡĠǦŽ¼ɑ 
� � � ľĲʪʡǦŽ¼ɑ 
� � � ǦŽ¼ɑR�s�Z 
� � � X�fTǦŽ¼ɑ 
� � � ľĲʪʡǦŽ¼ɑ 
� � � ǦŽ¼ɑɑ¼Ɠİe��i 
� � � ɠ� ÝǦŽ¼ɑ 
� � � �QTf�ǦŽ¼ɑ 
� � �  ʜīƢǦŽ¼ɑ 
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� � � ��g���h�~�ǦŽ¼ɑ 
� � � ǦŽ¼ɑZ��Q�~g�Sq_ 
� � � eTx_iǦŽ¼ɑ 
� � � ǦŽ¼ɑ�}zi 
� � � Rx Healthcare 
� � � ǦŽ¼ɑXi�tS�c�� 
� � � °˴ʡĠūǭǦŽ¼ɑ 
� � � ǦŽ¼ɑh�~��sSqg��X�hxR��` 
� � � n�^iǦŽ¼ɑ 
� � � ¥ļʪʡǦŽ¼ɑ 
� � � ǈǙǄʡǦŽ¼ɑ 
� � � ǦŽ¼ɑ��`� 
� � � � ǦŽ¼ɑ���v 
� � � � ǦŽ¼ɑ����QT� 
ƄƷ̭� āȦôÒɄ 

ǈǙ̏ȳ�Ȳȳħ¿ÿː¼̤JPḀ 
̏ȳ5�1CƻƷÛĩzqu��_� �  
ǈǙʪʡūǭÿ¼ 
ĩɞɋɜ˽ȹȊ±� ĩɞƞʉüȷɋɜk�n� 
ĩɞɋɜ˽ȹȊ±� ĩɞɨɓ�ɓɰüȷɋɜk�n� 
ĩɞɋɜ˽ȹȊ±� ǈǙüȷɋɜ˽ȹǴǱ 
ĩɞɋɜ˽ȹȊ±� üʡĮɀ�ÎŻ�ǥ̞ɋɜƢ 
DIA Japan 
ÛɦŰŠȲƑƑʅÿː¼(NORD) 
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˽Ñ3̈!.5ưƫ 
 
Greeting for Rare Disease Day 2017 in Japan  
 
Every year the world become smaller in the sense that we, the people, travel 
more and meet each other more often, and thereby learn from each other.  
Having a child with a rare disease affect the family in the same way 
regardless where they live on our earth. This means that we have so much in 
common, and bringing us all together make our cause even stronger. 
In November 11th last year we inaugurated the NGO Committee for Rare 
Diseases (CfRD) at the UN headquarter in New York. Together with patient 
representative from all part of the earth, many UN representative from 
different agenises and member states, we participated in the start of a 
journey for rare diseases globally.  
Through the Rare Disease Day, we celebrate our achievements and share our 
dreams. This is enormously important. 
I wish everyone in Japan who works in the field of rare disease a fantastic 
Rare Disease Day, and look forward coming to Japan to meet you in the 
future. 
 
Anders Olauson 
Chairman Agrenska Foundation Sweden, member of ECOSOC at the UN 
Acting chairman for Committee for Rare Disease, New York 
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˽ÑİĚ 
� §Ñʅ�I5İĚ 
 
� 2017̤Ŵƞ 29̥ŵ̩ǒ�I 3ǒ3��.�Rare Disease Day ̤¤ȭŰŠ�
̏ȇƏȲƑ5ǈ�¹¢ RDD̥�Ûĩ/˽Ñ�L(�RDD Tokyo6 8ŹɁ5˽
Ñ02J�2017ŵ 2ǒ 28ǈ3Ǆ¦5Þ��tS�`Ru�V�3.ɮǈŒǆ
�L�ˣ= 2,000±5ǜıʅO̍B(�?(�ƄƷɯɿ�ÿ˖»ǭC˫ăǑĽ
5 10ɯɿ�31ɑ02+(���3ƼB.˿Æʅ�ǜıʅ5Ƚǲ<ƇɐOȫ!
¡�K00C3�Ƚǲ2�!. RDD Tokyo5ƞð62!Ɔ2�+(�0Oǉʶ
!(�� 
� RDD20176�:@)&�̱Leave no one behinḏ	OÛĩs��0!(�
RDD Tokyo/6�ǋŵ¹¡3�c�s�r5ÕŒú�2I93ɉˏ)�/2�
ƕ�&!.ǯ!�OƬ*ű+.�()�KH��inq��Ĕ/ɩ̨ŵ��.

»ȬɞǨ!(�Ƕ��h¹̃3ˀɬİĚOʶˠ!(� 
� žǈ5ǜıʅ�Ąñʅ6�Ƒʅ�ŕǇE˿Æʅ3ñ��üȷƅ¬ʅ�üʡĠ

ɋɜ˽ȹʅ��L�IǙ̕ĭ3.ɋɜ˽ȹOƌ#ǅ��&!.�ʖ5Ƚǲ?/�

Ãŵ32�Ľǲ2ŷ�JO@%(�RDD�ŰŠ�̏ȇƏȲƑƑʅ0�ʖɑ¼O
,2��05/�K»Ȭ0!.�ŵ�&5˂ˏŹ�̢?+.�K�0O�˞O

C+.Ɨ"K�0�/�(� 
� ŰŠ�̏ȇƏȲƑ5̕ĭ36�(��P5�2�	�Š2�	��J�&LI

O1�E+.��K	3ĺ�.�����ɑ¼0!.��=��0/�K0ʄ

�K�&5(B36�đisT_��o�̤̕ĭ˿Æʅ̥��­�5ɉˏEɉ

Ɛ�̞ ȐOƬ*ŗK�0�˷ʬ)�Ɵ�6�Ľǲ2}q_`�V�vOC, RDD
Ąñʅ�̍�,2�K�0/��2�	E�Š2�	���K	3ĺNKċʌƏ

��K0ʄ�K��5~�oT�g�ṳƖˏ5ĺú̥�&��RDD Tokyo˽
Ñ3HJƟ��ȃB.�KR_g��3,2�K0È".�K�?(�&5(

B36�ǯ!P/ʥö#K�0C˷ʬ2ʬɫ02K�RDD 2017 in Tokyo/6�
&��+(Ɂȼ3Š!/Cˢ-�c�s�rOƶÄ/�(0ʄ�.�K� 
� �ǅ/�˪Ĥ36?)?)Ľ�5ˊ̘��K��LI5ˊ̘O�*P0ʳȅ

!.���0C�RDD Oɴɵ!.��˷ʬƏ5�,00I�K=�/�M��
³ƄCĽƀ2isT_��o�00C3�ɉˏEĸ�ƕ�O�Ř3Ť�K(B

5µƲ�O��2+.���0�Ɵ�5Âĝ/�K� 
� � �  
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žǈis�h��`�� 

 
 
�Ųʸ��`�� 
���_g�q��:@)ʛOğ�%H�̣	 
�NANBYO Library 
���_g�q�kqg�� 
� �ˤǉǂŉɀ/�!D=J!?!G�	 
�~z�ťɏ 
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˽ÑİĚ 
� is�h��`�� 
 
�Z��x�`kqg���ņ00C3Ȧ�.��̱ɕ0áɇ	
 
ʾ!ƣ̭ ĞȩʚʦȀ̤ áɇŗ́ɱɣƏɌúȴƑʅ5ǽʱ  ̥
ʇ�ƣ̭ʫǛ˱ʩ̤RDDǈǙ˽Ñ¬÷ţ̥ 
 
Ğȩ�P6�įȢɆ̝ʌ/üȷƅ¬ʅ0ƑʅOs��3

ƺƁ!.�Káɇŕ/�J�RDD̝ʌ5§Ñʅ/C�
K�&!.ÀHJ̪Ù5ǽʱ0!.ǈ�O˫�!.�K�¹ë6�ƊȤȷȊķ

0!.ȳ̄3ùB.�(��˻ł5ȳȁȹȴƄ3�ņ5Ʌȳ3Ŝƍ#K�0O

ȅƖ�ņ5Ú̄�ȅ?+(ǌǗ�I[��ƺƁ3Ȇ̖!.�K�³ĥ6�ƺJ

(B(ɩ̫�ǡ5�*̫ǡOƩâ!�˻ł5�0�Ƕł� ł5�0�Ł5�

0�&!.ʓ˞5ʟʢ215ƗƓ00C3̨ą̇̄ǡOɭ´�L(�ĿÂ5H�

3�N���ɁOʭ,B(áɇCė?L.�K���L6.P�P˷ɛȹÁƄ

3ĥƈ!.˩P/�K0�5C505�0��50�6�Ƅ˰ȴ�ǻK0ʴN

LK 40ã˾O˫�.CȹÁOǸBK�0�/�2�+(&�̤ Ŷ�3!.Ƅ˰

ȴ62�+( �̥ʓãʓ˞�Ʌȳ3ƚL.�(ǌ3˘�+(âǜ¬)+((B�

ǽʱ0!.5ʓã5ƠB5ƖĜCė?L.�K0ˇǉ�L(�Ğȩ�P�ěJ

5±3�ņ5ȳȁ/�KɱɣƏɌúȴOˇǉ#K0�36��˰½Ə5ȲƑ/�

Û˞5�IFK0�M3ʗƏ5ʎȵ�âKȲƑ	0�N�JE#�½�.�K

05�0�ȣĪ�ǧǙȼ2ȇȷȊ62��ŚȴȷȊ�¥Ɗ�Ê±ŬCľ���

ǈ˨ǒǹ5üŌ5ȹť3H+.ȇȷ�˨P/�J�ǧǙȇȷ5˽ȹ�Ǖ?LK� 
ǑƄ3�Ğȩ�PHJ��º˾OȃB.�RDD2014 inǝ°¼ı/�KZRm
3ǜ(ǌ36�RDDĄñʅ˾5¯Ȍ�2�.ǻƍ)+(�%+��ʕĜE˿Æ
5�K±�̍?KǴ¼��K53C+(�2�0Ǝ��ʓã/&5H�2ıO

ÁM�0 RDD̝ʌ˽ÑOȅ
Ɩ!(�Ûĩ�(K0�M/

ƒP/�K±(*��#�3

˥�KıO@P2/Á+.�

�?!G�	0�¼ı5Ąñ

ʅ3�qk�hO½�(� 
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�T�u�o_g���Rare Disease Day06	
 
ʫǛȪŰň̤RDDǈǙ˽Ñ¬÷ţ̥ 
 
T�u�o_g��0!.�RDD5Ǻč2I93ǙŵŹ5s��3˿#Kˇǉ
O��2+(�RDD6 2008ŵ3iVW�t�/ń?J�ǈǙ/6 2010ŵ�
IǾŵ˽Ñ!.�K�RDD2017/6�ǈǙÛĩ 35�Ƣ?/Ü˂˽Ñīĭ�ŷ
�+.�K�³ŵ6��:@)&�� ̱Leave no one behinḏ	5s���í
̘5�ˉ�±ʀ�ăJ3!2�	5ȅƖ5C0�»Ȭ!�³?/5�ɉK	�

�ʾ#	��ʄ�K	3ñ�.��ǯ!A	OȘȗ3Õ.(�Ąñʅ0�ɸ3

T��uO,�J��.����0���qk�hO½�(� 
 
�ĮˋˍȒ�ȣı5Ǒëɹ�I̱ɋɜ�˽ȹ5ȣı�I̱	
 
 
ēʢÔȀ̤°˴ľŌľŌ̄üŌɋɜɗ� ÞɗŌˍźʒŸØȱŌ̥ 
ēʢȀ6��ʺȷ�ɋɜ�˽ȹ	5ʮȗ�I�̢Ŏö

ʍȖ3,�.ɭ´!(�Ƒʅ6ǈǙ3ɩ 6,000±ŊĪ
!�Û˞5ʤɢ�Ȟ3ŀ�0�M3Ȗȴ�˘�(J�

ɬ�2K�,?K��˲6ƪľ!.öʍȶ32+(J

#K215ĺú�ȹȦ#K˷ɤ2ȲƑ/�K�ȇȷʡ

6�is�TvEØȱƥêʡOȨ�K��ĂĦCȞŐ

�L$�ǧǙȇȷ?/36ʔ+.�2�ȣȟOˇǉ�

L(� 
˰½ȇȷOɋɜ!.�KřŢɉċčȀ0�ʒŸü/�JƑʅ¼0,2�J5�

KēʢȀ��379ĕ5ƑʅʤȎe���OĈ̍�ãǟ!(�&LIOÎŲ± 2000
±5e���0ǿ˟!�Øȱ3˷ʬ2ãň p40�̢ŎöʍȖ5ȹȴ3˿NK�

0Oɝ�ǸB(�p405Ò�Oƥê#KƦ¿ʪì̤Vi
s]y��̥6�ŝŲƏ©ȸ5ȇȷʡ0!. 20�±¹
¡3ÂȨ�L.�Kʡì/�J�̢ ŎöʍȖ3Ǔõ2ċ

ʌƏ��+(�&5(B�ŠǀƑʅ̤3ĕ̥3Ś#Kʽ
̠ȼɋɜOŒǆ!�žʿüʡĠ�ȇȷʡ02KċʌƏO

6"B.ɏ!(�³Ƅ�I2KʒŸʽ̠/Œʻ�Ƌʬ)

��Ƒʅ�Š2�Œǆ�̏!�ŒƓOˇǉ!(� 
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&5>��\Tv�T�ÁƞEȱŌON�JE#�ɭ´�L�ĮɎȲƑ/6 IgG4
˿˧ȲƑOÃ3�t��ViOÁK21ˀɬ3ɭ´�L(� 
 
țǩŨÈȀ̤įȢüɗľŌb{�üŌɋɜk�n�̥ 
țǩȀ6�̏ȳ×ǔɋɜ5ȣı�I5ĸ0!.�˨ʥƏ

̡úƏɽɶȰſƞȴ̤ FOP ɋ̥ɜ��hW_uOɭ´!

(�FOP6�˿ɣ5?NJ3̡�/�(J�ɡʈ5˾
3C̡�/�/�ö�2�2+(J#K˰½ƏȲƑ/�

K�ȹȴȡ6 200�ã5̨/��t�öȝC,�L$�ĮɎɋɜC/�2�ȟ
ȉ)�țǩȀI6�ĮɎɋɜʅ)�/2��ʒŸɋɜʅOñ�(p��3��

hW_uOȹ˚�&5Ƅ�ɦĩ/ĂĦ˰½ň�ȹʭ�L�ɵ�.̡˃ŞĦň BMP
5ʑĊŖ¿ ACVR1̧ALK2�ĺȰ!.�K�0�ĂĦ0ƕŐ�L�˰ ½ňǫǤ

�ċʌ02+(�,?J�FOP6�ALK2�ĺȰ!.̡OÁKg`w�OȌ!
ɵ��&5ɱǢ̡�Ƌʬ¹¡3ſƞ�L.�K�0�ã�+(5)�țǩȀ6

ȣĪɋɜ�L.�K FOP5ȇȷʡ3,�.ɭ´!�15ɰ˜C ALK25g`w
�5@OǸBKʡì5˽ȹ�̏!�0ˇǉ!(�&�/ƃ5p��6�ALK2

OƦ¿3HJ˯ƨȼ3́Ŕ/�K0ʄ��ɋɜ˽ȹO˨B

.�K�BMP��quOɡʈ3ĬBˡP/Á+(�t�
�Vi3H+.�Ʀ¿OÂ+.ǫʵ!(ɱǢ�̡ ſƞ�/

�2��0�ɍ˂/�.�K� 
ǑƄ3țǩȀ6��ɕ(*)��/�K�0Oʄ�.�(

��&P2C562��ˉC�/�K5)�L1C�ˉC

�E+.�2��0OEL7ʗ�5/62��0Ǝ��Ʀ

¿5ɋɜ3˝@äJ?!(	0ɋɜ<5ș�Ǝ�O½�(� 
 
¥Ǜȇ̌Ȁ̤ĩɞɋɜ˽ȹȊ±ɨɓ�ɓɰüȷɋɜk�

n�u��i��g�w���tS[�k�n�̥ 
¥ǛȀ6ȇȷʡOÁK(B5ɋɜ5ĮɀOÁK36�1

�!(ʗ���0��ʲȗ�IˍȒO��2+(�ɋɜ

Ƣ�ȳ̄�»ǭ5ȧŏŌ�ȇȷʡO¤3â#�0OɁƭ

!.ĉJɯP/�K��ŰŠȲƑ6ƑʅǀCŠ2�ɋɜ

˽ȹ�˨?2�̕ĭ/�K�ǋ³/6�Ƒʅ�P5Ɠİ
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O�̍B.�˓B.�ȋȨ#K	�0�˷ʬ02+.�K�¥ǛȀ6�ʓã5

µ¬6�ŰŠȲƑ5ʒŸ˽ȹƳ˨5(B5ĮɀǁÐ	)0ˇǉ!(�Ã�7�

Ƒʅ�hiu�C�Ȟ3ŰŠȲƑ/6Ƒʅ¼EƑʅ�Ą

ñ!H�0!2�L7˭ƞ#K�06/�2��¥ǛȀ

6�]���v6ȧ�ŏ�Ō�Ƒ/�J��5̫ʅ�ɋ

ɜ5ĮɀO0C3ÁJ��.��53˷ʬ/�K0ˣ

=(�?(�Œ̈5ɋɜȣı5ȟȉOȡɂ3ɭ´�L(� 
ǑƄ3�¥ǛȀ6�ɋɜO�?�˨BKµɯ@OÁK�

06�Û.5˿NK±(*�§Ƃ/�K	�0�?(ȧ

ŏŌƑO˙�.��ʖ5ǅ�C§Ƃ32KƋʬƏOʹ�?!(� 
 
���_g�q�kqg���ˤǉǂŉɀ/�!D=J!?!G�̣	
 
²ɗƐʁň̤ICTƾò̥̇�˶®80@̤ǈǙ ALSÿ¼̥ 
 

 Ǚkqg��36�
̏ȳƑʅE˷Ź̉

Ŕʅ5ǅ5c��

xa�g��ƻƷ

OŒǆ!.�K

NPOȊ± ICTƾò
̇ƾò̇5²ɗ�P�2I93ǈǙ ALSÿ¼5˶®�P�ȺĶ!�ˤǉǂŉɀ
OȨ�(��_g�q�OŒǆ!(� 
Ǒç3���~��P�˶®�P3Ė�+.ǍǼ��2+.�Kc��xa�

g��ſŽ/˶®�P5ʴʝO8M��ʓŭɭ´O!.�()�(�ɵ�.�

ǊÓOȨ�.��~��P�I˶®�P5Ȧȋɭ´��+(�˶®�P5�ŕ

Ǉ6Ł0ňÄ 2±/�ǃȤ6ȠɞO˶®�P�ȅB���~��P�&5ƭɏ
5C0ǃȤ!.�K�ļâǌ36�ȑÐO!(J�úɧO!(J�ǔʨOȅB

(J0�ò�OÍJ2�I�ʓã/ȅŐ!.�K�?(�ÜÝ¯˥Ǵ˿OÂ��

ȍļ3Cʥ��˶®�P6ȹʧ5ǑƄ3�ɕ6Ȧ?LĺN+.C�ALS32K
0!.C�ɕ32J(���5ıOÍJ.�e��u!.�()�.�K��

~��P����sSR&!.ɕ5ŕǇ3ƗˎOˣ=(�0Ǝ�?#	05ʴ

ʝO½�(� 
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� &5Ƅ�²ɗ�P2I93³®�P̤ICTƾò̥̇5��v5C0�¼ı5
Ąñʅ3ǂŉɀO˵ů!.�Œ̈3ǂŉɀ/5c��xa�g��O¿̠!.

�()�(�ǂŉɀO˾3Ư@�30cm5˛̎3.Ė��Ē��̖Oö��$Ɂ
5@Oö�!.�ǂŉɀOö�!.ǂŉOˈ@ĉ+.��Áǭ3Ƚ�Ąñ!(�

ALSƑʅ�P0��2�Ǵ¼C�J�ěJ/ɟ̙5CLK¥�Ƒʅ�P05c
��xa�g���¯N�L(� 
kqg��5ǑƄ3�˶®�P6�Ƚ�P6�³ǈ6À�,�B?!(�̰ɕ

5H�2ǅ3â¼�?!(Iʾ!.@.�)��	0�ɺB��+(� 
 
�i��e��ƄƷɯɿkqg��
 
� Ǒç3�RDDi��e�»ǭ5�ɑ/�Ke{�SǦŽ¼ɑŷİ˲5ȩ¥Ż
ƌȀHJ»ǭȋöɭ´��+(�e{�Sɑ6 RDD Japan3 2008ŵ�IĄñ
!.�J�ȣĪ6¤ȭđī/˽Ñ�LK RDD3ɛǮȼ3ĄȬ!.�K�³ŵ6
ɑÞ»Ȭ0!.����ȳƑʅ�P5ŕǇˍȒ¼�p��sS»Ȭ/�K

Running for RDD��qk�h�YuR�uO˽Ñ!(�ɭ´Ƅ�e{�S�
I JPA̤ǈǙ̏ȳ�Ȳȳħ¿ÿː¼̥3ŗ̂˹5˗ę��+(� 
� Ƕ3�JPA¬÷ţ˻5ȂˑŶĐȀ�I JPA5ɭ´��+(�JPA5ʸɞɰɻ
EȣĪ5ñȿɯɿǀ�§2Ƃî3,�.5ˇǉ��+(�JPAñȿɯɿ5Ľ�
�īĭ§Ñʅ0!. RDDO˽Ñ!.�J�³ƄC�I2K˧ƹO��2+.�
�05c��u��+(� 
� ɵ�.�̏ȳ5�1CƻƷzqu��_Ų÷Ȥ¬5ɔũƘĘȀ�I�zqu

��_5Ƃî3,�.ˇǉ��+(�zqu��_/6�Ƀˌ�¯Ȍ�ģȹ5

̪,Oǣ0!.�ųŷ�ȋöOť˽!.�K�~z�/Cƴˠ!(��'IÝ

Ğĩ5ʸɞ21�Ȟʘ5�KȋöOɭ´!(� 
 
�ȍļƑʅ¼ȋö5ɭ´
 
ȄǙ̟̤RDDǈǙ˽Ñ¬÷ţ̥ 
 
� ČȏŰŠȲƑĮ˹̤Taiwan Foundation for Rare Disorders̤TFRD̥̥3�
ǈǙ�IŧḝĐȀ̤g��c������uU�iȳƑʅ̥0ȄǙ�ʷL(

ǲň5�tZ�ƽǊ�L(�TFRD6 1993ŵ3ʸɞ�L�³/6 248ɚ̛5
ŰŠ�̏ȇƏȲƑOėA 1�±¹¡5Ƒʅ�ŕǇ�I2Kɯɿ/�K�ȇȷȊ
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˽ȹEƿʉ�šô5ȥĴOǁÐ#K0�+(Ľǲ2ȋö5¥/C�Ȟ3�?ï

OÚL.�KƑʅ�ŕǇ5(B5ɔɒǆʸ5żʸ3,�.�Œ̈5żʸ«Őī

0ǆʸ5ȞƉ�ɭ´�L(�Ƒʅ�ŕǇ5@2I$ǲ�2˿ÆʅOŮ�ˡP/

ȋöOť˽#K TFRD5Ņ�I�ǈǙ5Ƒʅ¼ȋöEƻƷOʄ�K�+��0
2+(� 
 
�Ƒʅ5Ȧ5ĸ
 
ȍˬƌÇȀ̤�q]����Z���TuȴÌʂƑʅǙ±̥ 
ɔũ��JȀ̤]�qi���ȳƑʅǙ±̥ 
ʢĂÎǶȀ̤ÖĿƏ˼ʍǵƸȴƑʅ5Țʱ̥ 
ʫǛȪŰň̤RDDǈǙ˽Ñ¬÷ţ̥ 
 
� Ƒʅ5Ȧ5ĸ/6�ȍˬ�P�ɔũ�P�ʢĂ�P5 3ĕ5ŰŠ�̏ȇƏȲ
Ƒ5Ƒʅ�ŕǇ�ȺĶ!(�ʓ˞5˿Æ#Kȳȁ5ȴȟEȦȋ5>��³ŵ5

RDD5s��3Ȉ+.�ʓã�˝@â!(0Ǝ+(�062P/#�̰	0�
�ʾ̘� 3±�IƎ�Ǝ�3˄IL�Ľ�5Ąñʅ�̜�ÚKH�3ʇ�Ú+
(�ʢĂ�P�I6ȳĕO��(ɾ�JEŁŇ/ň1CO@.���05ľä

���ɔũ�P�I6ˉ/C2KċʌƏ5�KŰŠ�̏ȇƏȲƑ<5˿ƊO̢

BK˷ʬƏ��ȍˬ�P�I6Ƒʅ¼Oʸɞ#KȅƖ�˄IL(� 
� Ƒʅ�ŕǇ�I5Ȧ5ĸO�+��3�80J/CĽ�5±�ŰŠ�̏ȇƏ

ȲƑ3˿ƊOC*�˝@â#�+��0!.Ƿ!�� 
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�_��h�`kqg��
 
ʫǛ˱ʩ̤RDDǈǙ˽Ñ¬÷ţ̥ 
 
� 2016ŵ 11ǒ3x����_5ĩ˧Ǚ˲3.ʸɞ�L(�NGO Committee 
for Rare Diseases5ʸɞ5ɰɻ5ˇǉ0�¼ː¥3ƽǊ�L(ǈǙ�I5�t
Z�qk�h�¡Ǌ�L(��tZÞ/6�ǘǞ˅Ȁ̤AMED�Ȥ¬˻̥�̢
ǳŋ̋Ȁ̤ƜƝʃĳľŌƿƱ�ǈǙşÙɗŌ¼¼˻̥�ǈ˸Ă˷ǉȀ̤ʆ˜ñ

ĩ̈ȳ̄ĕˁ̄˻̥3ñ��ǪŶňȀ̤JPA�¸ʧ̥�şǠÈɖȀ̤̏ȳ5�
1CƻƷÛĩzqu��_�¸ʧ̥�I5�qk�h�Ȍ�L(�¤ȭ/ñ˦

#KŰŠ�̏ȇƏȲƑ5zqu��_O¼ı3�K±Ûġ�Ɨ"ILKǴ¼0

2+(� 
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˽ÑİĚ 
� Ųʸ��`�� 
�  
���_g�q��:@)ʛOğ�%H�̣	
 
»Ȭǰʬ̭³ŵ5s��3*2P)�:@)ʛ	�&5ʙ3@(.(ʘȬȨ

ɪ5|�uOȽ�P3Á+.�()�(�ǲ�2ʘ�ľ��3Á+.�()

�(|�u0�qk�h/���v3(��P5ʙOğ�%(̣  
 
� ��_g�q�/6Ǿŵ�Š!ʧȣ3˩9O�L.&LOʓȪ3ǯ!P/�

()�»ȬOʄ�.�K�³ĥ6�:@)ʛ	5ʙ3ʭɞ.(|�uOÁƞ!

(�Ń�2ʘ5ʘȬȨɪO˯;�Ń�2Ǭßſ3äK�Ń�2ų3ƧK0�+

(˲ã/�RDD5�T�s��/�K�@P2*�+.@P2��	5¿ƗO
Ɂȼ0!(� 
� žǈ�50ʘ5ʘȬȨɪOë3Ǝ�Ǝ�3Ń�2ʘO˯9�1P2ľ��3!
H�̰C+0¦�ä+(>�����2̰0�@2�PǙž3�M�Mʽʥ˺

ˆ!.�Ɋ�ǌ˾/#�ǯ!P/Á+.�()�(�ʣʐ3ƧKūəC�ľʊ

3ľ��ƧK80�ɬ���Ř3ƧK800�? ?/�+(�&L'L5Ê

ƏOƎ�Ŋãǯ!P/�()�(�03���v5¡/6��LC��4	0

¶5±05�*��	Oǯ!P/˔�(��*��	3ʕĜOƬ,�0��5

6¶±OɉK(B5ǅȊ580,0Ǝ��23�0Ď<2I�ȼ32+.!?

��*2ǈǙ5¥/�Š!$,�*��	Oǯ!A�0Oʯ��C+0Ľ�5

±�Ȧ�E#�ÝŊ!.��K¤ȭOɁƭ%(I0��Ǝ��Ąñʅ3½N+

(0Ǝ��(��P5ʙ� RDD2017ǝ°¼ıOƀ+(� 
 
�NANBYO Library
 
� »Ȭǰʬ̭ŰŠ�̏ȇƏȲƑ5Ƒʅą9ƑʅŕǇ�ǐ�(ǙO¥Ɗ3Ĉ̍!

(�T�����ŰŠ�̏ȇƏȲƑ3,�.�ɉJ�Ō;�+��O�ɴɵȼ

3ƶÄ#K�0OɁȼ0!( RDD2014�I5ɴɵ»Ȭ�ǋŵ�IË5ɩ 400
àO NANBYO LibraryÞ/̀ʰ/�KH�ĉJƵ��c�s�rOÕŒ�%(
ǐɥɭ´àň5˵ůOʥ+(� 
� RDD2017 in Tokyo5 NANBYO Library/6�Ǆ(2ĉJɯ@0!.
Kindle5ŒǴ5ʸʀ�ʞʅ5ʶˠ3ȑ"(ȲƑ 50̒̔5ǐɥ̅æOʥ+(�
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KindleŜȨǐɥ3,�.C¶5ǐɥĔǲ3̀ʰ/�KH� Kindle5ŒǴO 3
Čʸʀ!(��HJĽ�5±3ƣ3ĉ+.CI�36��TRVu5ūŁ�i

nq��I5ɭ´�Ǐ3Ƌʬ/�K0Ɨ"(�?(ǐɥ̅æ5�TRVuOɳ

�!(�0/�ǜıʅ�˿Ɗ�K̏ȳǙ3(1JɈ�E#�2+(�ǅ�̛ɼ

ȲƑ̤Ã̭ȔȵƏľʏȖ�_���ȳ�IBD̥5ûè3˿#KĢ�ĒN%OĽ�
Ċ�·�(�³ĥ6ʞʅ5ʶˠ3ȑ"(ȲƑĕ/̅æʭâ!OÁƞ!(��ƣ

3ĉKÏ5ʮȗC³ƄñĜ!.��ƋʬC�K0Ɨ"(�ǋŵĔǲĉJƵ�5

2�ȲƑ3,�.5Ģ�ĒN%OĽ�Ċ�(��T����5ƪÕ6ɴɵȼ2

óï�Ƌʬ/�M��ɷ".ʴ�7ŰŠ�̏ȇƏȲƑ3˿Ɗ5�Kǜıʅ30

+.�̐Ų3R_ki!E#�»Ȭ/�+(0Ǝ��ǙO�+��3ǜıʅ0

inq�05ȋȹ2c��xa�g��OĨK�0Câǜ(�Ǐ3ǜıʅĔķ

5c��xa�g��CȋƏú/�Kı3/�L7�ǐɥ5̅æc�w�3Ȯ

?I2�»Ȭ3ȹť!.��H�3Ǝ�� 
 
�~z�ťɏ
 
� »Ȭǰʬ̭RDD˽Ñ5Ɩʃ5�,/C�K�ɉK	Os��0!.�ŰŠ�
̏ȇƏȲƑ3˿NKǲ�2u�q_�ǑǄ5ƓİOȾJˡP) 16ǡ5~z�O
¼ı3ťɏ!(�?(�đ~z�5ʳˇöȬCÁƞ!�~z�00C3Ûĩ5

RDD˽Ñīĭ3˵ů!�īĭ¼ı/5ťɏCŒǆ!(� 
� ³ŵ5~z�ťɏ»Ȭ5§2ȞƉ0!.��Ãŵ¹¡3c�s�r5ÞŖ3

ïOÚL(�0�	
 đ~z�5ǰʬOˇǉ!.�KʳˇöȬOÁƞ!(�05 2
ȗ�Ʈ�ILK� 
� �ƭŐ̏ȳEşÙƙƏȞŐȲƑ3,�.6ǑǄ5ƓİOȾJˡP)ȲƑ�ʰ

5~z�OÁƞ!(�ȲƑǀ�̐Ų3Ľ��¶3ǿ=.ǂŉ�ş��~z�3

2+.�(3C˿NI$�̐Ų3Ľ�5ǜıʅ�˚OǸB.șƊ3~z�O�

ʰ32+.�(5�Ā˒3ǻ+(�?(�Ǆʡ˽ȹ5ȌLOɭ´#K~z��

NGO/5ĉɯ@3,�.ɭ´#K~z�21�ǋŵ?/5~z�36ė?L.
�2�+(u�q_CĽ�ĉJÚL.�J�ŰŠ�̏ȇƏȲƑ5̕ĭ3,�.

ÀCɉI2��œǲ�I�2Jˀ!��œǲ?/�ǲ�2ʋǎ5ǅ��À�Ǆ

!��0O�ɉK	�0�/�KÞŖ3#K�0OƖˏ!.Áƞ!(� 
� 	
 ³ŵçB.5ĉɯ@0!.�~z�5ʳˇöȬOÁƞ!�ǝ°¼ı)�/

2��Ûĩ5¼ı3C~z�00C3˵ů!(�~z�5ÞŖOýã3ˇǉ/
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�Kinq���2�īĭ¼ı21�I6ŃʼO�()�((B�³ƄCɴɵ

!.��(�� 
� ?(�³ŵ6¼ıÞ/5ťɏǅȊOĺǏ!(�0C�J�ɞ*Ǹ?+.~z

�O�ʰ32+.�()�(�œǲ�̐Ų3Ľ�+(�~z�5ÞŖ3,�.

CÃŵ¹¡3Ľ�5�œǲ�IŃʼO�()�(0Ɨ".�J�ǜŵ¹̃C³

ŵ5ʗ�+(�T�u6ɴƤ!,,�HJʗ�»Ȭ3!.��(�� 
 
���_g�q�kqg��
ˤǉǂŉɀ/�!D=J!?!G��
 
� is�hkqg��ÉªƄ�Ųʸ¼ı3ıƢOɘ!�ˤǉǂŉɀOȨ�(�

�_g�q�OŒǆ!(�ICTƾò̇5²ɗ�PE³®�P�ASLÿ¼�I6
ȺĶ�()�(˶®�P3ñ�ŪōƐ¨�P�ĵȩȓ�P3CĄñ�()�(� 
� 6"B6ơƔ+.�(ǜıʅ5ǅ�C�ʕ ǉǂŉɀO˥!�̄ Ȍ!Ē+(J�  
�KəŹˤǉǂŉɀ/�!D=J�/�(J#KH�32K0�Ľ�5ǅ�

ALSƑʅ�P50�M<ʥ��ɛǮȼ3ʾ!��.�(�  
� �5kqg��/6�ÎŲ/62�0Cc��xa�g���/�K�0�  
&!.�&5ǯ!��ľä�O¿Ɨ!.�()�(0Ɨ".�K�˽Ñë6�

Ƒʅ�P05¯Ȍ3ˮƛ�LKǅ7�J)+(I1�!H�0��£ŎC�+

(��«ƕ¹¡5ć̓O�()�(�  
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˽ÑİĚ 
� ŷİȋö�ŗ·¬ǭ 
 
�ŷİȋö
 
� Rare Disease DayOHJĽ�5ǅ3ɉ+.�()��Ǚ̕ĭ3ɁOĖ�.�
()�(B3��in�Ep�g�Website21OȨ�(ŷİȋöOŒǆ!(�
�in��p�g6ƄƷɯɿ�ÿ˖»ǭ3Ė�.ť˽#K00C3�¼ıEˢ

̊ɯɿ3C˵ů�ƴɏOÅ̗!(�?(�2017ŵ 2ǒ 6ǈ36��i���i
OÜ˽!��tSR<5ť˽O��2+(� 
� http://rarediseaseday.jp/files/2017/pressrelease2017JAPAN_final.pdf 
 
� RDD2017uq���h36�³?/ RDDT��u3Ąñ�L.�2�ǅ3
Ci��j3�Ȥʳ�()�KH��RDD2017ÜŽǊÓOƴˠ!(�?(�
RDD2017ÜŽ˽Ñīĭ3.ťɏ�L(~z�5ˇǉ�tZOÜ˽!��ŵ5?
0BC�N%.ɭ´!(��I36�2017ŵ 1ǒ3ĩÞƑʅI�ĉǚ!(Čȏ
ŰŠȲƑĮ˹̤TFRD̥5ʷĢǊÓCuq���h3ƴˠ!(� 
� RDD Facebook/6�RDD»Ȭ301?I$�¤ȭ¥/ť˽�L.�KÊè
ȲƑ5ɑ¼ģȹ5ǈ̤Ã� ¤ȭ��5ǈ̥Cɭ´!��ŵO˥!.ɑ¼5˿Ɗ

O̍BK(B5ūŁO��2+(� 
� RDD2017 Website̤ĩÞ̥̭http://www.rarediseaseday.jp/ 
� RDD2017 Website̤Global̥̭http://www.rarediseaseday.org/ 
� RDD2017 Facebook̭https://www.facebook.com/rddjapan 
  RDD2017 in Tokyo Facebook : https://www.facebook.com/rddtokyo/ 
� ?(�³ŵŹ6Ûĩɪ/ RDD3�N%(Û̑ŷĚ�ƴˠ�L�ŰŠ�̏ȇƏ
ȲƑ3,�.˿Ɗ�ʠ�Ŧ3Ś!.CR���O#K�0�/�(� 
� ˈĹǄʇ̤ʫǈǙȜ̥2017ŵ 2ǒ 25ǈǖå̤Û̥̑ 
� ˈĹǄʇ̤ǝǈǙȜ̥2017ŵ 2ǒ 27ǈĻå̤Û̥̑ 
� ?(��2(5ÎŻȻɗ3 RDDĉǚʶ¬�ƴˠ�L(� 
� http://kenko100.jp/articles/170324004268/#gsc.tab=0 
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�ŗ·¬ǭ
 
� Rare Disease Day ˿˧»ȬOõǢȼ3Œǆ#K(B�2014ŵŹ�Iŗ·¬
ǭO˽ń!�³ŵŹCɴɵŒǆ!(�HJĽ�5ǅ3�˖Ĕ�()�(B�`

qj5ɚ̛Cľų3ĵE!ť˽!(� 
� ¬ë3WebsiteE Facebook�Iŗ·¬ǭĄȬʅOøK00C3�˽Ñžǈ
3C�ǜıʅ3�ƻƷ�()�(� 
� ǶŵŹ¹̃C�HJĽ�5Ƚǲ3 RDDȋöOɉ+.�()�(B�RDDī
ĭ˽Ñ§Ñʅ00C3ŗ·¬ǭOɴɵ!.Œǆ!.��� 

 
̮1̯RDD2017Z�Sg����}qh 
̮2̯RDDZ�Sg���d��}qh 
̮3̯RDD2017Z�Sg��`��sS�`[�v 
̮4̯RDD2017Z�Sg���n�kqu 
̮5̯RDD]��}iu�u}q` 
̮6̯RDDZ�Sg���dXqp�`�`�� 
̮7̯RDD�WTig�� 
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˽Ñ¬÷ţƓİ̭ 
 

 
 
RDDǈǙ˽Ñ¬÷ţ̤NPOȊ±Ri�qvÞ̥ 
¾Ƣ � �113-0033 � ǝ°˴ǂ°ûǙ˳ 5�Ɂ̪0ȯ 20ď�  
� � � � e��TjǙ˳ 4F�  
� � � � NPOȊ±Ri�qvÞ� RDD Japan ˽Ñ¬÷ţő 
˧ɲÖ� rdd@asrid.org  
̦�Ģ�ĒN%6 e-mail/�̚�ȫ!¡�?# 

 
� � � � � � � � � � � � � � � � � � � � � � � � � � � � � � � � �  
 


