&
IFPMA

HELESEYICLAEN

/DR -y 2 rmnEE -
S 2 1= S DECE 5 &1




‘.
| T
b

.' L]
of] Pe
A2,

[ ]
¢
.‘

FOEREIX, BE. TORE. &, EEREE. RUEE
FIEICH L TEREREORELRITNT TS, CAETIC
A TH 7,000 DFDEENMEESINL TS, FO—N)L
BBRRT I VFICE DI ZHDEELGA N FEEZEIC,
BEICHFVEEXNRICEADFNTETWNS, ZDHIE LT,
EEMRETEIRESNA:: THEEEZEYITLAL (Leaving no
one behind) | #&KXE T &9 5 FE e 2R B1E (SDGs)
DF=HD 2030 7oz o F O /IN—H )L ANJLR-H/\L Y
DICEITEEIZEDEN . RIEDEERRF VKB NGO DRI
BENEFOLNDE, LML, COLSICERFIREOLNZELD
D. SHIZEVWTHLZHOE L TIEZOWRRIZENL =BEH
BHADPEKARLE LTHISINTE LT, mlzsnElz<on
EE—_—XANGFET D, ERIC. BHOFVEEDNDS B, K
BENABRENGFEETHEDEDHOTH sHICBELNEH
EIhTW3,

CNF 1 DDEBRDEENEREMARIZENTLERHICDE
W ENRATHS, LHL., HREATHIREDTEZ
STV REBEEHEIES FAASY., HREAODHK 5%
[CETHEHETESINTULND, TD=OH. IFPMA D * 2 /3—I[E,
WEDZEZFEGML, FOKRBZREMNICKREAT 5D TEE
. REBROBREHANDERLREREALBINETHD &
EZZTWN5,



FOREBORBATETETHY HRAICRET
B ENEL EEITO->TEEZH S ATREMEN
b T, BUHMTERZEDOS, EMEELT
RETHHIEDBEL, SHIZ, FOREEEDS
CIEREEDEFETH D, LI=A->T, mPEER
BEXEITIHRRREYEBLT.HLKRELE
E~NDEEICHT SEMRORE. ARILKADEE
fFr. BYGREEEDHE, RUOBEHELLYLE
BHBHRIHTEI o NT—A D FZ2REHGBE
BHb,

[F.EBENELDEEZEZEET

57 ATRELGFERLBULGERSA VITRUXIHE
BIZH T DRENDAA LY —BT IV ERERET S
ZETHDBD, IFPMAD A UnN—I%, BFVEBEED—
AVEYNEREBYGTTIZEDCBEZZTON
BRETHDEMEELTNS, T2 T, HOKEBRAFIC
BT HEEFREOLERZHEFEA-T A—/NILEBER
RROTHA VICHEETHEHERETHIL L LT



B 8

FORBZLARBTELOBERERE L THRICHEMNITS

FUREBEBEZEO-—XICHUT HLENRBELDBAZTEHLT HLEND
B, HMUVRBOTT7REICATEBEZMESEEH-OIZIF. AHBKITESHX
BONFRERTHD, BEET. BoNEEZEET S5 ATRELER. Y—EX.
RUBRIZHLTRAENDFA L) —IZT7 I RATERTNEGRS L, BEES
EECHRICBENT IV EATEHNRER L LT, BERUEFBICHT HTIE
AREEDHIT, EHEGDHZREL. BN DBENGTREETEZRREICT IER
AVITINDT IV CANBETH D,

T
1P

ERAVESRAEIY—F L (IRDIRC) &, IEEHEEFVERFRICH
B 548 - AL DBAOEHEEEL, 2020 FEXTIC2 DOEEHHIEZD

ERL, Tbb, FAMREBICNT S 200 DHFH-EAREDREEE . FOKRE
DREDICET HZMAEDREZBIEL TS,

FOERBAOMY A ZTREICT ARK I YICAIITT

FORBEZOARBLELOBATED 1 DICHEBEMITILENH S, HRE
RTHVERBOZEZZ T TV HSBERIIEBS FAALY HREAODH
5%ICET HEHEESNATLND, HFDRBEBEHICEIRE. 8. FH. XV
BROEENMESHICELTLEN, COEFIZOVTE, FVEEDTT
EERGEDT YA VEBEBICHEARAARE BEZRDE LE-EYEARBUR
DEMZBEL T, & YBNEHLNFREICELSEZZ NS,



BEOLLY REEHEHRICHITEIIUNT—A Dk

FOREBBEFICHTEIUNT—AVFZRELT, BoDKREDEELEECH
BRI HIEBREANDESICEVWTIYERLGRIZREEDLIIZT S, /K
BIEMT, EEOREM. SHIFEREENTHEEZHFULDS I EAS VO,
BEFRBODRBZELTEY., ChE+RICEBLTERIRNETHS.

FRMIZEF2FVEEOHIBHEBE LT, MMNFELEEEERKES
(EURORDIS) (. FERRICEVWTEEFZRRLTHY . F-ERFVKE
BEHEILY—Y 7L (IRDIRC) HENDEELMEMICE R EERTLS,

BEOITUNT—AV MIREITT

>

BEDEERVEEICEHTIEBRADT I/ X ZEMLEESH. HPEOLBADD
SAZTALBENRRTHIHREMEY . ARRVBEKOARICET HEHRAF
ZRETHE-HICEF, BFEHROLDAZIA=Z7—LavhBHOTEETHD. KE
29 RERALERVEBETENHENORYMEA L. FVERETEERYLSE
BIRBEESIETH LY. BEERETERICEVNV YT E5ATREEMNTHS.

SESETO A LOLOA R ELEVEET L, BELUDR MY IE, BEEHE
PERERAREAREY ) 2a—Lao~NEABICBITTS5ATEETH D, Fi-.
BERET I MHLIE, BREORET—2DHTEEL T, LPRA MY Ok
., BEE. RUREDOMLIZHRID,

BREFRRVIETVRIZESCBRREADEELZRDD. BERUZTONE
X, BEOKREICEHLTEECMHBZAL TSI NSV, BEREEE
NEEORRZERT IRICHERGERRICGY S5, ED=H. BEDORY b
D= RRAREDHEZERE L >TVET—ANE L Ron, BRHEBR~DS
MEVHEBRT A D ORBIZEZORY FI—IUHEE5T HE. ERXRFFAFEICH
LTREGHMRZEL -0 RAIREENDH D,

FOEETTOY—EARRERAOEEEEH L, BERVZORKR. 2
DEN®, BULEFERREEDNRE. £ - BAERICETH5YR— MR
HE, BEOKBEEREIISVTHRALRBEICERL TS,

AR EOERRFCEESSNTESE0127 4. AOEREBEN LI, BRHEIK
VEREDEERICEYT M ODVWTHERLERNAGONASET TH D,

Mavris, M. and Le Cam, Y. (2012), “Involvement of Patient Organizations in Research and Development of
Orphan Drugs for Rare Diseases in Europe”, Molecular Syndromology, 2012 Nov; 3(5), 237-243 5
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC3531929/



https://www.ncbi.nlm.nih.gov/pmc/articles/PMC3531929/

. BAEFTCICHEVEREEETRETLERAROA TS LXWLZ, 7,000 DFED
 REBEOVWITNAZIEZIBEOKRETIIKRAE L THRMAARBIREMNEFEL
LY, IEMNREIE K UEAELE( Intellectual Property-IP) MR #EA O, FAE

BEEODSTRALIZBETIERY—EAMBDII Y A Y MR EDREIE

BT, BEZRBLL. T2 REIT-OIBELBIELREZV 0T, EYE

FWEDH WP S5EEHICH T HEENEHERAORY HA4H. FOEREEED

BBREESLICRRTH-HONXTH S,

HORBICEHTIEFNENOMRE L FEFNENORRELD o RELITAFHD
BOTEGS, BRI /L TH D, ERMNGEEE, FOREBICEVTERICKRERM
MiEEAHY . FORBEOREM, Thbhb5. BEHEHNDLGLC, EFMWLGHRLOLINTHLSR
ZEBETHLEBICEETHD, AVERELARICHREMICEIY MO =OICIE, ATEELR Y M
[CHIFEHBL. BREMET O EATARTH S,

FORBOREAR VS FHKFOREHRA, RELEET HEN
DFEE., LRICBEEORREEED S -DICE. ERMANBOTEETHD, LL. BEH
ALRWNVREICET SRR RDEEEIFRELAETH S,

ZLDFVEBEENHZSNBVEVE
BR_—XCEELTWS=6, FOERRAERMAD LIELLEHREREEE OCLERRRERZT
TW3, ABROERMBAIGEMHERR VERKRAEDEE LOREICHT 5 ZOMDERREY ) 21—
TavORERRL. REHLRIBREHTAET I THD. FUKRERF, BEREARITOERIIHLT
REFAEOREBEEZRITMTTNS, HIRIE, BRERICHDLSMBERERRT S0, &
FERELESATYH., KRICHESHECBHOLEMOBEICHIRKGEREEL S, 0t
DEMOERRITHLT 5 EARDHLND,

HFOERBRAERMORETIE, BFEEHLRAFLABRLORMTRYMN S
BERICREEZT I CENDIRRT 4w bR OIS EEZ OIS, AETOELRIZEVNTT
HEHBFEICH L TRENDEA L) —ITHIETES L, BRICHIT 2HENLERL, TOFE
RELT, BESABVBVER-—XZBALEEICH L THECRBTESAREMENSE
2o

BEHDVBN ENKRELRTL—I R
IW—RBEOERLEYS52ED5, FVEREMETET—IHEAENFIEETHD. BEHAE
ICEAT 2 EMIRE. AEFEROEBAZTEOHEE. HVICHIEED Ty 7TREDA R TR U RS
ED=HIZ, BELSRAMNEFEBIZEELFERTHD. ERFVERICET I2REDT—4%
AOWTLYA M) ZEHMICEHRTEHLET, KYSHOEEENRE LEEEROENMEEME
P, EERODRICETIEEL T — NI DERBIBSIZHS,

2. PhRMA (2016), “Great Strides Against Rare Diseases”
http://phrma-docs.phrma.org/sites/default/files/pdf/great-strides-against-rare-diseases.pdf



http://phrma-docs.phrma.org/sites/default/files/pdf/great-strides-against-rare-diseases.pdf

2. AR, RUTTZICHIT EBEOEHRAIGRLET I EXADHE
123

EEGEOHMMEICK Y., BEE/BREMICTETrTOREEEEZIT oG
BHRHENE L. HITAERENFELLGVWAEDRBBEETIHERA L LTEXRLGM
BTHbd. ERFIEOHRLALBEREIVEYICRE L. BT 7 & &Y A
[CEDHLONDEIICHEE, FORBEBEOEENOERIALT SEEFZ NS,
ZRE=OIZF T TREICHTEEMNLGT TO—FABETH D,

—HOMBETIE. FVEBEBEOEFEMAN T 7ADT IV AR VERRBEOHE
[CAIFTTRELG—SERAE LTS, FIZIX. RETEHRMEEDIFIZLET
DMBEIZH UV TEMEt > 2 — (Centre of Expertise : CE) RIS T

W5, CEIF. FUREBEZOEERVY 7ICHYT S AMZEBSE-EME
WTHY. FOREBEICHT IDRNELERDRBEL VS REICHT SR
RTHAHERHASINATLD,

FYRELGTFTADT7 I ERAREICAITT

>

EEHEFEE (HCP-Health Care Practitioners) OFMERICHT 2R EFD. B
FHbEE L, B (T34 Y—ST7TERUVEMEDOESE) I2E>T. &Y—HEM
BRBLLET L., FVEBEEOEUGEZMOERICRILDERRVFRRILES
hTW3, FMO—AT. HCP( Health Care Practitioners)ldFm R EBEDEEIZHI-
ABFEICEWTEELGHKRENZE->TLVS, 52, HCP I&, BEFRGT 7 DRES.
HMARICKDFREVHEZIES—EXADEBELICBLWTHLHRDMEEETHS,
Lf=A>T. HCP W EYI LM E T 5 & 512, HCP A& #ug (CEN L - EREZIBIRIC
TORRTEBLIICTEHIENEETH D,

ADN o EREEONE, REORABWERSICT AL, X+
DEBRBENFELBVGERICENTY, BEEDAFICHLTEEGREFELLEEE
LD RIBEMA DD, IS, BHEFVEENERZERBI S5 ATERLFERT
Hhd. BEZEYICDH T SETICETY 5 FZEIT LS ENHDH, END—AT, R
PRIERFELCERICERGEZEZRIFL., FHRCDEZHARG EOTEYMND
S GEZHINAEZEH. RAGHREELSELARMELH D,

MG EET e A, BEMMEBY—ERICHTEIEEDT IV CRERNEREICEE
THhd, BIKBENRETHIOEREEENE DTV LREVLEEEZEZERI S L. BER
HEICKYFVEREFEOXEY —ERAZREOXEY—EXITRETES LMD
ETHb.

BRERBRAFET 5156, ETOAT—IRILI—HDHAMIEFHL, BELSH
DBBADEEDT VLA THRT HFRAIRRLGAEERDITHLARDONSD,
FEENERFNENHERUBRREIZZEAHH &M, BELDKRICIE C=fERE
ERETILELN DD, TOMDEREREICE T HERDERN D, FAGAT—Y
RV —REDEHEZBEL T, BEEDT I LRAZAREICT SRRENEEZSND
ERALMIZE-TD, 7



\

IFPMA
BEIWEHE R

&

www.ifpma.org
Chemin des Mines 9
P.O. Box 195

1211 Geneva 20
Switzerland




