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01/8 0 XPEDLLVRQHR WH SUP LHJ 1 DARQDO/ ¥ XQLYHMWHY GRFDMG LQ WKH
HFRQRP LF FDSLMEOR! , QGAD ,WRIIHY/ JWDGXDM SRWVJ LDGXDM DQG UHWDUFK GHI UHHV
IQ @Z DQG D@HG GMVASQOHY 7 KH REMPWRI WH XQLYHMW LV VR DGYDQFH DQG
GLWHP LODM GDLLQ) DQG NQRZ GIGIH Rl WH @Z  DQG ) DOSURFHWHY DG WH.U LR
LQ QDARQDOGHYHIRSP HOW VR VHUYH \RFLHW LQ WH IIHE Rl @Z E\ GHYHRSLQJ LAY LQ
WIDWG VR DGYRFDR  GUDO VHYLFHV GULMDARQ @7 WHRWPV DQG WH ONH R
RUDQUH GRPMUHV WP LODY M P SRMD DG FRQHHYFHV VR SWRP RW HILFLHOW
LOVAXP HQW R \RFLDO GHYHRSP HQW 0 1 /8 0 XP ECL KDV VHVXS D & HMWH IRU
5 DK 1Q ,3 CPRQ IUWHQ FHOWMY IRU GUDO UMMDUFK ' HSDUR HOWIRU WH
3WIRP RURQ Rl ,QGXW  ,QMOQDO7WCH ' 3,,7 O QWM R &RP P HFH DQG
,QGXMW  * RYW Rl ,QGD KDV DOR HWEEQKHG ,35 &KOW LQ WH 8 QLYHMW R
DGYDOFH WHVH RENSFW

$R87"' 3,,7 ,35 &+9%$,5

' HSDUR HOWIRU 3LRP RARQ Rl , QGXWHY DQG , QMQDO7 WDGH ' 3,,7 0 LOQWM R
&RP P HFH DQG , QGXWM  * RYHUDP HOWR! ,QGD @XQFKHG D 6FKHP H IRU 3HEDIRI\
5 MWDK LQ , 35 VIRU+ ROWAF ( GXFDARQ  $FDGHP LD 635,+$  LQ WH\ HU

XQGHU Z KLFK ,35 &KOW/ KDYH EHHQ VHWXS LQ WH 0 DKDUDKWD 1 DARQDO / [¥
SQIYHMW 01/8 0 XPEDL 7KHP DLQ REMPWYH LVVR GDG KLIJK TXDOW UHVHDUFK
DQG SWRP RM Z HDLQIRWP HG LOMUEMASQODY ZRW LQ WH DUD R LOWGBRWDO
SIRSHWW @7 SROF DQG SWPWFH FRQGXPWQI 7 DIHOHW SWRIUP P HV \HP LODW/
Z RU\WKRSV DQG FRQIHHOFHY RQ ,35V 7 KWIRXJK LW CPAYMHY WH FKOWU OP V \R
SURP RW WWH XQGHIWEQGELQI DG FUMFDOCSSUIVDOR! WH LP SRUEBQW LHEBVRI ,3 @Y

$UR287 &5,3

7 KH & HOWH | RU5 HVDUFK LQ , QWTBRXDO3IRSHIV  &5,3 LVWKH IRFXVRI , QM@BAMI0
3WRSHW DPWYIWHY DQG UHVFDLFK DAVWKH 0 DKDUDKWD 1 DARQDO / I 8 QLYHUW
0 XPELL 7 KH P O.Q REMPWYH Rl WH & HOWH LV \R ®DG KLIK TXDOW UAMDFK DQG
SWRP RWM Z HDLQIRWP HG LOMGVFLS@ODY Z RWN LQ WH DUD Rl LOWMGBRMDOSIRSHIV
@Z SROA DQG SWPWFH FRQGXPWQJ [¥ DUHQHW SLRIWP P HV \HP LODW/ Z RUNWKRSV
DOG FRQIHHOFHV RQ ,35V 7 KIRXJK LW CPAMIMAY WH & HOWH DLP V VR SURP RW WKH
XQGHINVEQGLQJ DG FUMFDODSSUINVDOR! WWH LP SRUEBQW LHTVRI |3 @Y




01/8 080 %5,

+$7 $5( 5$5( ' ,6($6(6$1' 253+$1 ' 58*6""

+2 GHLOHV D BDH GMDH DV RIWQ G-ELOVIDAQ) Q@ HRQJ
GMVHDH RU GMVRUEHU Z W D SLHYDBIQFH Rl RU GW SHU
SRSXMARQ + RZ HYHU GUIHHOW FRXQMHY KDYH WHU RZ Q
GHLOMRQV VR \KIW WHU \SHFULF WHTXUHP HQW DQG LQ WKH
FROM WRI WHU RZ Q SRSXMARQ WH KHDOK FOUH \{ WP DQG
UHWRXUFHV ,Q WWH 8 6 WDH GVHDVHY DLH GH LOHG DV D G\MDWH RU
FRQGMRQ WDW DIHFW 1HZ HJ WDQ SDAHOW 1Q WH
FRXQW 1Q SHRS®! (8 GHLOHV WDWH GM\VHDHY DV
QHWUDMIQI RU FKWRQFDD GELOWAQ)  FROGWMRQV
DIHMQ) QR PRIHWDQ 1O SHRS®! -DSDQ LGHQW LHV
WH GVDHY DV GMDHY Z W THZ HJ WDQ SUHYDBIOW
FDWHV 1O WH FRXQM $FFRWGEQI VR D WXG  WDWN
WHYLHZ HG DQG DQDO ] HG GH LOMRQV DFLRW MUNGLFARQY P RW
GH LOMRQV DSSHU VR FROMGHU GIVFDH SUHYDBIOFH  EXWRWHU
FUMWIDP D DOR DSSO \RP HAP HV

EXUHOMD LQ ,QAD 2 LBKDQ GMVHDH LV XVHG X QRO P RX\O

Z LMK D WDH GVHDH DQG GUXI VVR WHDAMKHP  DUH FDABG 2 LBKDQ
" KIV $VSHUWHL HZ ' IV & @QQLFDO7 UDO5 XV DQ
2 BKDQ ' WKJ LV GHLOHG DV D GXJ LOMQGHG VR WHDW D
FRQGMRQ WDNDIHFW QRWP RIH WDQ ILYH @NK SHIRQV LQ
,QED 2 USKDQ GUXJV DH WH GUXJ V DQG QDWDOSIRGXFW X\HG
1O WH WHDR HQW GLDIQRMYV RU SLHYHOMRQ R WDH GMVHDHY

2 BKDQ GUKJVP D EH GH LOHG DV GUXJ V WDWOLH QRWGHYHRSHG
E\ WH SKDUWP DFHXWFDO LOGXWA  IRU HFRQRP LF UHDRQV EXW
Z KLFK UHAVSRQG VR SXEQF KHDAOK QHHGV



https://www.financialexpress.com/about/rare-diseases/
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3XEQF KHDOM DQG KR\SMIY LV SUP DUO® WM \KEMFW 6VENHKREGHU FRQUXODARQ
Z W WH 6VBM * RYH.QP HOQW WHTXUHY DQ HDERWDM GMVXWRQ $ | XQGDP HOWO
FKDOMQI H LQ UHWDUFK DQG GHYHIRSP HQWIRU WH P D\RUW Rl WDWH GMDHY LV WDV
WHUH LV UHIDAYHD @WBH NQRZ Q DERXWWKH SDMRSK\ MRARI\  RUVKH QDALDOKLMRU Rl

WHVH GLVHDVAV 7 KH FKDEBQI H EHFRP HY HYHQ J UHDAMU DV UDLH GVADVAY DUH FKLRQLF LQ
QDMXWH ZKHH RQ WP [IRGRZ XS LV SDUARX@UWD HWHMDO $V D UHKXAQV WDH
GMDH/ @FN SXEDKHG GDM RQ RQ WP  WHDP HQW RXWRP HV DQG LV RIWQ

LOFRP SGMD FKODAMLL] HG

$V ,Q3AD LV WA GHYHRSLQ) WHH LV D \HEDFN 1Q WHIDWG R WHIX@ARQ DOG
GHYHRSP HOW.Q RUSKDQ GVHDH UAMVDUFK 5 HFHQWD P RELAOW LV\VHHQ LQ VAP VRI LDWH
GMWDH UMVDUFK 1Q ,QAD ' UITHHOW LQMDAYHY DH LQ SWRFHW Z KLFK  LOFOXGHV
LQMDAYH [LRP WH UHIX@RY MGH LQWDAYHY [LRP DFDGHP LF  LOWAMYWMY QRQ

JRYH.QP HQVEO RU DQ DARQV DQG RWHU LHDWG VHRRYY |, Q WH SUVHOWVFHQDUR
WHH LV D VARQI QHHG |RU WH DAVHIP HOWRI WH \SHPWKP DQG EXUGHQ Rl RUSKDQ

GMDH DQG [Z DIHOHW SWIRIUP V 1Q P DW UHIDWEQI RBKDQ GIMDHY 6WRQ
SRAOFLHV DQG LQMDAWYHY DUH QHHGHG 1LRP WH J RYHUDP HOWDQG DFDGHP LF DQG SUYDM
LOWAMWRQV | RURUSKDQ GUXJ GHYHIRSP HOW

7 KH UHYLVHG 1 DARQDO3R@A IRUSDH' LDV P DNHV P HOWRQV WKH QHHG IRU
WH SLRP RARQ Rl GRFDDGHYHRSP HOWRI GUXJV E\  SKDUP DFHXWFDOFRP SDQLHV 7 KH
QHHG GULMDAYH WP HZ RIN LV HYLGHQW Z KIFK  Z RX@ WHQIWHQ WH  KHDOK
LQI LDWAKPVWUH DQG SURYLGH UHDH VR WKH QXP HIRXV LDLH GLVHDVH \iXI I HLHDY WKURXJ KRXW
WH FRXQW

,QGD GRHV QRWKDYH D @Z RQ RUSKDQ GUXJV DV\ HWVEXWMH GLD WKV LHBDHG E\
WH KHDOK P LOVAM RQ D LI X@RY 1P HZ RWN | RU FOQLFDOWIDY LQ , QGD GH LOH
RUSKDQ GUXJ VDV WRWH LOWQGHG VR WHDAD FRQGLARQ WDAD | HAW | HZ HUWKDQ

SHRSO!

( TXDD® LP SRUBQWLY WH 1DPWWDNVIWLY XQFGDU Z KHKHJ RUSKDQ GUXJV FDQ EH
\KENMPWMR FRP SXGRU @FHOVHV & RP SXORU  QFHQVHY DUH SHIP IWMG XQGHJ $ UAF®H

R 75,36 DQG DORZ JRYHUQP HOW VR FLUFXP YHOWSDMOWUWI KW RQ SXEQF
KHDOK JWRXQGV E\ DARZ LQJ JHQHIF P DOXI DRMUHY/ VR SURGXFH DQG GLMMEXWM WH
GUXJ DAVD GRZ HJSUFH Z KL® IDLLD FRP SHOWDAQJ WH RUWI LODOWI KW KREGHU 7 KH
SXEQF KHDIK \DIHW QHV Z KLFK LV \SHFLILFD® GHMJ QHG VR SXVWWKH SXEQF/ KHDOMK
DERYH FRP P HUFLDOSWRI LW LQ WP HVRI GULH QHHG LVDOR P D EH QRWDSS@FCEM Z KHQ
KL SXEQF QHHGV WP RV



https://www.un.org/ldcportal/trips-agreement-paragraph-6-system/
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e 3RHNROYIRP + HIOMFDH 0 HAFDOSAHOAH 3KOWP [R
3 / ¥\ HY DQG$ FOG-P LADYY

e 3WRHXROVIRP SHHIK ' HYHBRSP HOVVAHOWILE
P HAFR GJDDER P HAFIIDOG HY RIAHP HOAGRP DQV

e 0 HAFDOSKOP D SODPHIFAD @7 WGV

7 KHZ RINKRS Z LOKLIKQIKWIKHJUH  DUHDV 06 IMKHVIQ / Y
SRR UKHDMGWRWH2 LBKDR' KIVS5 HIP HIQ,QAD

7 KH Z RINKRS IV ERXQG \R EHQHIWDOD\WH SDWASDON B\
HOUFKLQ) WHUNQRZ GGIH \N@DQGH SHWNH

RUINWKRS ) HH

JRU SURIHVVLRQDOV ODZ\HUV UHVHDL
JRU PHGLFDO SKDUPD SDUD PHGLFDO
ODOLG 6WXGHQW ," LV UHTXLUHG

7KHIHHRQFKDLGVQR UHIXQGREGHNQ)\
FLUFXPVWDQFHV 3DUW SD\PHQW RI WK
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