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KT HEE T D, 72& TR MESIT— KD F OB Z M Z T AT TEXE 9 7
EWHFER PPL G H L7 R 2 BT 2 L O RiEORE ., 1T & MIKELS 25
ORI E . WS OO BRI REERET O TS, £, PPI OfE&IE,
RWFZE « BB O 72 53, EERBEROREICBVWTLEETHY . E/ETHZHEITEA
INTWD, 2o, EEMNRBRSCRBEMEE OBBOTZ v F 7+ —LFE~DX
Bl ERBEEDOEEICEIT S PPLICOWVWTH AMED OA =377 4 7 R#FE S T
5o
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FIEBRTFRFICHITIER-BEOEE -SEELICEHTIEBHND
BRAE

3.1 RENE=REAM

M5 O IR BRI I T D BIRBFZEE 6 2 E R « B O BRI K O 2 B i o Kl
WCOWTEEBRAELZ ER L, HEDOERICH T > TX HERFRO AT ATHE LT,

3.2 FHRERB.FGE

J[E 5B, 72 b ONIKE 5 BEBI D RF 10 B BFIC X L T BRRMFZEE IS T2 EER - BF
OFRMRAEE DB, 72 5 ONZ PPI OFANIZ SO W THIRIA S AL EFAE ZITv., 9B, FTHRD 5
BRI LAY IS A v Z b a—2FE LT, A2 a— Ll LEGbE THM
BREREZ LV E LD,

I, WA ORI GRIL, TR 29 F~ Pk 31 4 3 A 312N L7, AMED-PPI F#4

(https://www.amed.go.jp/ppi/doukouchousa2017-2018.html ; LT, PPl Fi&] v 95 ,)
® update & HifE & L7,

BE 3-1 #3104V PE2— DR EFHERURIRE

Lk A L8k 53 %5 KA (k) ESY/Ns|
# | MRC Clinical Trials Unit, AF 52 4% B Kate Sturgeon 2022/12/14
University College London (Senior Research Nurse)
NIHR Imperial Patient WFZE% A Anna Lawrence-Jones 2023/01/04
Safety Translational (Patient and Public
Research Centre Involvement and Engagement
Lead)
Parkinson’s UK A Nikul Bakshi (Research 2023/01/23
(4N Involvement Manager)
K | Patient-Centered Outcomes | FF & Fl] D Dominick Frosch 2023/02/13
Research Institute W 52 Bl ik (Public and Patient
(4N Engagement)
National Center for Wit FE % B Eric Sid, Program Director 2023/03/03
Advancing Translational (Division of Rare Diseases
Sciences Research Innovation)
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3.3 HREBREE)
3.3.1 MRC Clinical Trials Unit, University College London (UCL)
(1) EXRE®

[4 #] The Medical Research Council Clinical Trials Unit (MRC CTU) , University
College London (UCL)

[Fr /£ #i] =v> K>

[ & 4] 1998 4F

[ffk ™ = 7 %1 K] https://www.mrcctu.ucl.ac.uk/

[(FFE~DEEK - BE O - ZEREICET L2V =71 ]

https://lwww.mrcctu.ucl.ac.uk/patients-public/patient-and-public-involvement/about-our-ppi-

group/

(2) AR =E

HIV ROFEZEORKGE, DAZEXIGETHNT AL — 3 FARFRMLA, =
27 = —X 3 OEAELILLE SRR AT BRPFZE L FE CHIEROBI, 2 ¥
fEATCBLEM L LD TV D, 1998 HITFE S 41, 2013 42 UCL 26T & 72 5, Bl
T 250 ANBLEDRZ v 7%z, 60 UL EOIKRMFZES A Z T 21T 9, MRC T
. 2D PPIEZE=%Y 2745 PPl Group D%l (A% v 7 L BRERE THR).
K=y RNTO PPl 2—7F7 4 X —F—DfLf, v balviRFgEEs, 7—FLfF
TN —7 WmEEBT KA H Y —27 L —7 (Quality Management Advisory Group :
QMAG) 2B T2 EEREZOSE 2 &, M2 T PPI NMEEINL TS,

) MR~DER-BEHEDEMRZ -SEREDIE L -5

MRCTIE, LD EZEmO L2, BEL-HTREBMICEZIALTWNS, M
&N IZPPI Group & FEIZ N DAY & 5, [A 7V —T71IMRCCTUD A% v 7 L BET
Tﬁﬁiéhfi’o‘@\MRCCTU®X5"77’<°B?77EZ‘Z:L:?4’V PPIIZ B9~ 5 1 i it
T RN A& LTS, PPIZ L —T121%, BIESAORENREL Y, MRC CTUIZE
(7 % PPIYE Bh <0 B R AFF 98 72 &1 jzvﬁul,fv\‘éo PPI?/I/ 7D A N — LB T 144
Th 52,

MRC CTUDPPHEEN L3 DD L~ L2 o3 T Hiv s, Mgtz iy 2PPL, 7'u 77 A
L ULz BT HPPI, EISHIPPITH 5, WJ%E’JPPIT IZHRIE AV H 21T 5 2 & T, PPI
Nax=y FhOLEEL, WEEHRENRETHIEAZHEBELTWSD, Bl 21X, BIK
nft%ﬁ [T PPIGHH Z 32 L2 i U iE 72 597, QMAGIZ £ - T, FHljE %2 & i RR

DHEEHRICETAXEO LV E 2 —RN T b, Ya ha/LRHEES T, B
ﬁi%ﬁi‘ﬁ%’gbfk@\ HLnZe haroFz=y 7 R0BERITOEMEREZITH>, 7

2 https://www.mrcctu.ucl.ac.uk/patients-public/patient-and-public-involvement/about-our-ppi-group/
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https://www.mrcctu.ucl.ac.uk/patients-public/patient-and-public-involvement/about-our-ppi-group/

077 5L EBIT HPPL TiX, Youth Trial Board (YTB) 3RCEED = I 2 =7 1 7%
1% B2 (UK Community Advisory Board) @ &£ 9 72K & L, B RLSHAIT 5 70
ELTWD, RIFFEIZI T HPPITIE, PPULIET 28V —F v 7 7 v —F a3
=7 4 "C@:&u&i)‘ﬁibﬂéo

1) PPIEEZITIIAT AL /N—

PPI{E‘ WiE, REFERLETH D, T AU AN—IFEE LR WA, PPI 7 —7 |

BES ADOPPLRRENRBIML TS, MRC CTU @ PPIIEEIDIF L A EI2Z DIV EE

73>7Z<73ubfiaw k2 Rl gl b, TN ENBFRENR VD, o Rn a7 A R —
DEIRLDOTIEH DN, “aT7 AL R"=" LESIFTTODHRTEHZ,

(4) AE~DER-BEICHTHEBREEDIRME

MRC Tid, ¥ &R ZZ T TR WL R L L2 PPI XX VDS BT #1T-
7o, BfE. FHiEFAFSE (Methodolgy Research) (2 X v &M PPI ZHLD A7\ &5 %
TBY., TRTCOFRTIERL, 3 >OFavxs MIBWT, FERMELEERT 12
zsb@/\z/ws: RiE LT, Mo uTix, PPI OEMENE 2K £ 2. PPLIC X3 2 BRARMEE D
72 h ., PPILORERNEE T, PPLICOWTOMMENH HHEFENRRELEET LZLEN
Zéof_o ZTDD, XVEIENBZNEEZRD T, HEERITOT =7 %A N TEHEL,
PPl 7% A R, PPl OBMMEICHOWTHEEREZFICED LI IZHMAT L0, BEOT U
M DEEEICOVWT ED L IICEZDNRENPFE LALPNLD, 20X 5 RBHLIT LA
LW, Fril o w F 0 A L ZRYIE DIFFE T H RO SV NEE SN2, b T A4 T v
DEDITONTZZEbH D, Hxr DEBRTENLEND PPl ARE & ZEET 5 R
RWEEBZ FEOTHEZNT I, MR WEWREZED 10 ADO X =70 F
D, BhsEilan A4 A EGIEICET A RICIRD T Z ENTE T,

(5) AR~DER-BEICHTHSEHEEDIRME
1) Z4—hR-TIL—T

PPIIEEN D —E L LT, 74 —H A« ZTI—T%ET 5, Bl z2I1X. KR E1 IR
NADEERBRO —BRELTIE, (RX U E—FK] LEEND 7+ —D A« T —T N
FEhi S N7z, NIHROPPIS— Y TEELE T, PPINRAL DL EFbiTo72, BFED
JER Z R OBEZ T 2RG L T2561%, @F., BEMHEKZAHT 208, 295 Thnij
BIEHEBRICHENTNWD AL ZEZ AL AL L, RS LTIE, ~1 /U
TATN—TDANREEDDLZEThHDL, DD, ~A VT4 7 NV—TLWHL
TWAMOMESCEBERAKREHNIT L2 LIZEDTND,

SHIV A ZEZEDL (16—215) THEEShLZ I L—F
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2) MRC OR#FITHRVETI—VDEH

MRCIZEWR Y N =7 2o TWNHEF 2D, MEICHBNTET L TWVDHaEIX
AiE O WA FAER R FRER I, i (TB) TH D, %*Z@%T“aitn%ﬁ’CPPW)ﬁi%%%&)é
DIFFEFICHETH DL, LWVWIHIDL | FEEOEFE LW OIL, FIEEOENW T L —7R
HROL O, FEHBIELICS W A =TT H 572 TH 5, PPIETBE 9
FLMABBEDLELBRRBEN 202D, KVEWT 7 —F R0 mE L b,
TBTlX., EBiNABEDOMANCT 7u—F LT, EOBRTNOEATLIZELH
5, TBIZBAL T EHELT ¥ VT 4 —HEDNEN-D, BEEZFELITOEMEDLOR
Yy N =2 ZFHTARENRDY, MOT e —FFEEZERFTH D,

3) AZAZTA-IUHF—TAU

MRC TIXEBELFEERAZ L <IT-oTHBY PPlaIa=F 4 - 27—V AL R EMET
nNTnws, =7 =Y A2 MMI&M (Participation) <°B 5 (Involvement) & I3#7e%,
=T A eV & FRTHIRMREZRERLILY, =Ry a—THRAZILDEY
TAZEEEITY, a3a=T 4 U=V A REWVNHIE, PPIRIIa=T 4 XAV
N—=DRBETCOMAFTIEICONWTETZEnNZ N, 20X, HITko TR L HEIC
EELAFERDL 2, [Jax=y F Tk, [#8H - i S (Patient & Public Involvement |
EREA TV D,

(6) ARERAIT-BERMITOAASA12, BHE

MRC TliZ, W< 20D HI4 2 R T, FIE T X T O E B CHF 28 T PPI N H 1)
o TWD, 740 —7 v 7 BNET LEREROCK THREORE T, PPI #4756 X
INCHEEETHZ TRV, T2 RICIT, 7T PP ZANDHZ &
EREMT VD, F2, TRXRTOBEKRABREY R — b T57200 ML —=2 700
A AXERE BB HITo TS,

F7-. MRC TlX, ¥ _XCOHALBBITIZPPIICETS b —=2 7% FEi L TV
Lo WHE®%R G, r Alc—E, FLb—=U 7 %FEELTWDH, fENIZ, PPIEEH O A —
/m“‘y7X7b‘ia?>@ zz 73»% T & %kb 2 ENTE D,

TR L H I SEBERFICEE - TR\ ZEES G LT HHETIE, R
Z%ﬂr"’ﬁﬁkWO)Eﬁn%\%éﬁ T OMHERHR . B E 0 M T O S BRARE A S LT
5o, MEREKTHD L MO TEHETEENLRBM HERSZBAFET 2R TH S,

(7)) TPALY—ILDER

YTB Ti&, Red Cap EMFEN DY — L ZFEHLTWSD, Ziid, H#FHELZLNREDLHIZ
BRAEBX, EOXII :ErﬁkLf:#%ﬂﬂ%?‘éf:&b@?f—ﬂ/\*~7\@ot5&%@1‘%60
HENZA A Ea—ENDLVE, BATOA YA Ea— 2Ll BAINT,

—J5 MRC T, #flanoF oA AEYE PPl XA VDT ORRIZ, A T4 A~
A a—&FEiLiz, ToM, EEESS PPI Group [T 5 PPIINED=dic, AL
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v 7 (Introduction Pack) ZHE L TW5, ZHiE, Y TLIRBOET RS, BREEEFED
K ALK WICE T 258MR E 2@l T 200 Th D, £, BAR Y 71X
MRC D7 =7 %A b BBIEAEE > TS, ZHIZ L, PPIASYENSD T 4 — K
Ny P 2 T T T0nE, TETHHEICNL-T2), BANRY 7528 5o TARYIZHD - 7]
LWIHI I AL NEZITTWD, BEFEILZ, R—=Z2AT7A4 VHEOLIRbDE, AKX v 72T
Th<SBAEREFZICLITWY., BOLEOLRMERICMEZ 52 TS EELETWEH N, FA72bHR
HEZ TWAHHER— MI+on, MoicZieZ Eix20nn, Wi Z Eaidnk, X
ELT, TEANYy ZEARBIIEICNL 7] o [PPL 2 =7 4 32— —VEBCH W& D
BOBEOIL o T NI EREIhoTz] La A FENTWVD,

(8) SRMDRE

MRC 1384 2% v T =7 2R LTV Db 0D, #EESBFICE T D PPI REZED
HZENRELERoTWD, TOERELT, LIS WL —T BRI Z B O iz
bz nFETFoND, BITE, PPI & TB % 9 <A GDLE KRB NL 200, X
DEWT 7e—F2HELTND, BERTELLI V-7, XEOFEREEITIWI L
— 7D PPl bWET REFEHDO—-DTH D,
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3.3.2 NIHR Imperial Patient Safety Translational Research Centre (PSTRC)
(1) EXIFH

[4 # 1 NIHR Imperial Patient Safety Translational Research Centre (PSTRC)
2023 % 4 H L v The Patient Safety Research Centre (PSRC) [ZZ& &,
[(Fr £ ] v Ko
(&% 2 4] 2012 4
[#0#%k 7 = 7 %4 K] https://lwww.imperial.ac.uk/patient-safety-translational-research-centre/
[FE~DER - BHF O - ZEEEICHET L2 =79 A ]
https://www.imperial.ac.uk/patient-safety-translational-research-centre/patient--public-

involvement/

(2) #HEM=E

Ja—N)L~ LA A ) X—3 g UHFSEFT (Institute of Global Health Innovation : IGHI) @
A FCTd Y, Imperial College Healthcare NHS Trust & Imperial College London @ /X — | - —
Vo EY, BEORELERS—ECAOEEN EIEDHZ L EENIC, KRR ETT
> TW%, IGHI ®4 FIZiE PSTRC UM bk x 2 v 2 —=NFEET D, £ OFE R
L, B —BERTERELZEONIE L BURMEIZIR Y A TW D,

B) ME~NDER-BEDERZ -SEREDEIZHMA -R2v7
1) PPIE F—L

PSTRC 2T EFESH - =1 X = =4 — 3 3 » (Patient and Public Involvement and
Engagement : PPIE) &FRIEN D F—L03H 5, BRFR TIX PPIE Y — K& PPIE A 7 4 H—
D2ADVFR/L TS,

2) PPIET7RASH)—FES

PSTRC (Z1E, PPIE 7 RAA VY —FBENH D, hid, BF. ZENENED R
MRZLICe > FUAEEEICAE T 2 HBICE T 2 EREFE S PPLOEMRZ 2 KA
ETAHEBERTHD, BIRFRTIEH3ILADOEE L —BADFTEL TS, HZEBSIXPSTRC
DO FE 2 (Executive Board) ~DWEEHK AL, ik Y —F « X— K F— -+« 7L —
TOIEBCKR L TEHEMLEEZBA > TS, PSTRC TIiE 6 DOMET —~Z VP> TEY,
KT =D —F =2 FMRAEZERIHEB L LTEDLZ LTS, ZD0KIER
—T =y arTHIOAREY TS, Z0or—FT—2a VAT AR, V=T LULETO
PPIE (Cxt3 2 BfRm EZ HME L TWD, WBEIYIRIE, A6 0BEREBCLE
Dol FARIEFE S TWER, BIETEHE 2RI —T 4 V7 REISRLTND,
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3) UH—F-/i—kF—-5IL—TF (RPG)

PSTRC (Zix VP —F « X—=hrF— « F =T LMEND2H#RH 5, 67 v — T 138
ZWHEICB T HAEE - TRBEETEIHHOLE 2 — P REE~OPE, Xy hT—2 9
Lo o&EIZzH->TWnWD, KVHBIT/IHBEOSE LR 2D, 25 A1 EWNT A
VN—F 1241 FE THIE L7z, WFFEE ~D PPIE (LT 2850, BEDOMIE Ty =
N @ PPIE GHH[SCHLIE Z MRt 5 2 LN TEX 5 L9, ZHEMEZEM L7 PPIE ORBNEE
RAN—ZEELUTRER, T, AN, BREBRLICEE, MHEEREVERDI A A=
HKFEolz, FV—TERRBIBIE. FIZ 4@%@3%Twéoﬁu Sk, BRSEE 2 A R
L., VBT —va v a2 T/ N—FTOHEm%EITH, @%. PPIE U — RiZFzeH
DFRANIHER SN D PPLETEICOWCHEANICHE M T D, MFEEIL, FEARCHE X 20n
ZEERFEED, RN IINA—TITHEAT D, (ZOE, ZFORNEIX PPIE U —RIZL-T
s, )

4) Young Persons' Advisory Network (YPAN)

NAF AT 4B UHP—F « % — (Biomedical Research Centre : BRC) & A X1
TV YPDTATNa=y hEETYPAN Z& . L7z, £HE (17~25m%) 2=
NRU—L, BB L ROERE T —ERICETHIMAELZERT LI L2 HME LT
Ho HHEI LORMERN, MMAEBKRSR ENEMIND, RIS TIE, PPIE (TH
THINL—=V T HEBINTND,

(4) AR~NDER-BFIIXTHEMHF(REDEE
1) Can of Worms a2z 4+

f7myxZ MIT—F20LES, — TR EDEHBEAREMEET S5 &2 BT
L EFbohz, Axid, 57— F&2HEFTH52LD) 2702 v b, BHDTFT—EZNEZ
AT DD, #EPEEHLTWL200Z2 L<HEBELTWRY, 207, A7ey=2 T
X, THA T =KD, HEE, 28—34&—&%ﬁb WEEIC S W R DT —
ZEBICETIWEEEER Lz, BlZ1E. DARZEZTICIToTZANORBERN Y 2T
LATRDOILTWED , MiESTofERNBMTZD & %%%LtA_@925Wﬁ=@%ObW;Wa%>
Tz, _nﬁg@% X, BRIV TaA I, BraTiE, Rz iz Ak
HODBFORERALIZOWNWTRHRBLTH LW, TONELE I LT,

2) Hearing Birdsong

ﬂfﬂyzyki %%%@ﬁb&~%mﬁ¢éﬂko%%@mﬁﬁ%mbétw@
BoORENPEESH, EETIETLVEDOEEICENR LU S, TO®RICEDOE X FANRFA
énéozmnéfwﬁﬁbﬁﬁ*zﬁw\ HHWEH Z 2t wZ kizgaoniEn, 25N T
WO R BENREZIT O 0, MEOKEEREZ T 5 LN TE o, I T2 A4 OE#HE &
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ODHTENT TR, MEOREST 7, ZWCHE~OT 72 Am ESb Koz, BRSHE
B, ZOYV—vRIIAL U TA U THIEREI N,

(5) HR~DER-BFIIHTHSEREDIE
1) Healthy environments, diverse perspectives

Al ~7'm =7 MIHKRERENIE S 7 > 2 /b (Natural Environment Research Council : NERC)
Vié%é%ﬁ@%& Ehshic, 7oz bORMIZ, —KDOANLX DFE X DR
REBRBEICE T OMEOBEIEN A MD L ThoT-, FrIZ, A7 e y=7 b CTIREEMNZ
RESSDICHEMAITRWALBIZERZ Y T, TO/RE, DERE. B WHE, &k
F.EERED, REMREESSDVIZBIMLIZSWE WS 2 EBRPLMNTR o7, KT
BERBIIERRRELEOEDIYRHHETHLE VI ZERHMEE R, O X5 V—T
WCERZETEBEIN A T4 TiTohic, M7v =7 T, EANRESEICOW
TLEY 2 20— vayre TI2T 48T 0™ fTbivic, 3D ~v Rty F&F|
ML, FEEEEOSIMHMRLE L2, EENFEERVWTOLEOIZLEFHET Yy v a UNR
fThnl, ZMEBEBOMMARICEAL T, RBFREEELEEDAI 2 =T 4 ) —F—L o
R, AI2=2TFT A ZBVWTEHOLLZRE (KAL) LHFEADL AL EOEEIZ VAT
i,

MEELTE, 232=274 - RAITHDLI 77 VT —F —DHBEDOEKINVET LN
Lo WMREBN 7 7 VT — X =KD N, KOVBEWREEZELZ LN TELDOTIZ
RN EEZD, B AF U TA Ly a VETOICETEEAMPMLETHY, 7=,
PR T7 7 VT —va v HikEBEXHDLERD D,

2) REACT (Real-time Assessment of Community Transmission)

FRFFEITTEE A > 7 7 > RIZBT DA AL O, SARS-CoV-2 (ZxT 2 HLIRDHIH{E%
WEFTHHLOTHY, AV TITN—7 L TITbiz, 2020 4F 6 A 225 2021 4F
SHIZMT T, 90 FALLERBIML, A NVABLEOEALERES, Kb A7 OHWT L
— 7 DEFE ’ﬁ&iofzo PSTRC @ PPIE F— AL D&EENT, SHELFHEERWVAICTHHET
DREZAREICTDHZEThHoTz, BESDA U= LT T A EERKL, V—7
Ly hEER L, HURSCHEKZHARDL 002 R T T H1ER Lz, £< O ANHEE
LRTWEIICLRLEZZEDR, a T T7A4T v AmEICER- T,

(6) AREBEMAIT-BEMITOAAZ10 . BHE

1) FUSATHOEREBSEICRAAAEZAY

BERTRMBRREES 74 TEDICHTEY, TA RTA v 2EKRKLE, RATAR
TA VIR, BNE L OB 2D FR, A I7A4ATHEILDT VX LY—L, 'Y
T4 TN (BERE) OBRIX, AU IA4ATOEMBLEXNELE LW Eoxtih T
EREEND, 77U T —F—%, BT AR — N OISEXISLE OIS 2T D,
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Ty T ==, =T AT ORI ALY LEEE L, Zeton CHE A
WHOTWD, FICE T 4 7T RFEFEEOEEIL, BEEHLICEFLZLTHLHL o720
ANBJZRA v B—=VZEST2D) | KRERHPLSBETICEFL2NTTETHEL o720, SFEH
W74 =7 v T &7 RELTWS, £, LHEFPHEREOHEKRENBEDLLZ &b
HD, BEOBMEIIRKEL BT LbFTENTND,

2) CCopeY #%

2020 4 4 A SN Z ORI, Fiflan U A NV AEREEIC L 20y 7 X v
HBLIOR Yy VX T BOBEFOA L AL~V A LK ERET S 2HME LT
Wb, FUITAVHE, A FEa—, BN EET XML, TRTOMEEMRZ
WUT, BERERERBR LEEEENZHFRICEML T,

3) Networked Data Lab(NDL)

MIEEENHOLPPIEZ#EMTEHEL2IC L —=2 7% KR — 2175 2 & PPIE 57—
LM TNDHEEITHD, NDL Tk, EFRT —Z3HICEWVWTEEL KD ANL DS
mzERFZEE2HMELTWS, #xERIC, VB T—varvz@EL, T—XIlM%
KD DOBEIEMNAT T ZITo T B2 TWD, £, T— X DR E —R~DIEREE
DOFFEIC—HTTREZEZALIHIICLTWVD,

(7) ARE~DXE
BEFEOHFOMHME, FEEO PPIEHHIZ AE L7V, FFEOaAI2=T 4 « J/b—
TF~DBENTEFLRoTY, RAEZ =R EOEEOIEKR BT TV 5D,

8) TPALY—ILDER

=T AR LD, MEEATAUERA~EBIT L, HERCEEDH D AR
0y RURBAMIEATWD NIBEIDRRFICA RV RAIZRDZERH DD, PPI O Tl,
TIOAMUIZEDZL ODABREND E NS ZERHLMNTR T,
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3.3.3 Parkinson’s UK
(1) EXIFHR

[4 ] Parkinson’s UK

(AT (£ #] mo o

[ 2 4] 1969 4F

[#0#%k 7 = 7 %4 K] https://www.parkinsons.org.uk/

[WFFE~DEER - EF O - ZEEEICET LIV =73 A ]
https://www.parkinsons.org.uk/research/patient-and-public-involvement-research

(2) EBBE

EORWTFT7TREM, QOL Z BT =% Y VRO RERKBEOF v V7 4 TH
V. FRICHTZERIFE~ DB A BUL T T > TV D,

) MRA~NDER-EZEHEDERZ -SEREDE LM -2
It

PPI Z{EHT B2 AKX v 713, MMRSHE Y =T 47 4 —14, Rb5PI~vRr—TV v —14,
B FS 4 10 O R0 3 & B\ 4 Hu 5, Research Support Network (288 L T\ 5
SEIT, B HR T 7,000 A2 TH D, (RIGSD A N—mFie, )

1) BHEZEE/ /L (Patient Review Panel)

BERENSZVIZ, Tz POBREHGFELZFMT 2&EH 2H > TWnW5D,
Parkinson’s UK 237 9 WF 0 & Bhpk D F A Tld, BERRXANEEDO A2 H W, BEHF IR
NEEOBREMBEEL LRIV =T 4 T e iTo CREMNBEEZRET D, FBENE
FENINVEBIL L TIThN D Z L IXHEY =79 4 FNICHTE I N TEH V4, HEEE
REEHE N D BE R A BB I T L Z ENRMERI LTS, BIfE, IRV e Y= FOTHO
B Rt chd, BELTVWLEFIL 10 AR CTH D, FhEHO 7 ot A 35S
\F—hE, BET - TEHEINLTWD, 7YrERELTIE, EEOHFFEID
LT, BBRENES L, i 2505, Z7vT7 7V r—a Dk )R KBEETRVE
. PPl OBLE SN ENHIEL, KHEGFEORNICHEZITH) 2N TE D, FrkEA
W&, BEOZEIZONWTT AL 22T 52, PRBMICR TN TWDS,

4) ME~ADER-ZHICHTHEMAIEEDEKE

1) Research Interest Groups (RIG)

N=F Y IFBERZOFE, HEHE ., ERFMFZICL > TRk THn L7 —7
Thv, 2EIC 12 MEH 5, EWHIC, RHOMESLHIBTEZ ~>TnWL 2L 2@ELE

4 https://www.parkinsons.org.uk/research/patient-and-public-involvement-research
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W, =N THELTWS,

2) Race Equality in Research Steering Group (RERSG)

BANR—=T 4 ICBETIH LW AL—TTH D, A 3= L, £ KA, /%2
AN, HEAN, BARE, Hx BB RE2/HOANTZLRSIMLTEBY, Z2MELHREDOS
BRILIZE D TWD, £, Ty =7 FOBBRICEDLD A2 DX A4 =T 4Rl
LRSS TWVD, ZHIEMFEBE ST LWEF TH Y . TO7d OB &N HET
DILTWD, ZERMEICON T, ERWE, B, Rt n 7 &, kxR0 Bizanri
H0N, HTHAMICESEZY CHFAE LTk, M4, TBlack Lives Matter J#EE) 2355 &
LY BIEHZRRM LB L CWied ThD, Ty, FTIARMICESEY T,
B2 RO - LT, ot E R TS Z &L,

TR, BHEMICIFEACOEERMOBERRBIL, AAZERE L L TiTbh, EICHA
NIOHFREICHEDL S TE, T, EMITL-> TRIESCAEN BRI EZZ T DH L
WO URTT, BUIZRFEILY 2, e Y2l MCTEDLREITELDANEEEAALT, NI
EDENCHROEREZITO TETH D,

3) RERSG D& #%NDERH

W7V —7 B35 E L TR, icbZ 0EE 7 LV—7RNTE Ty, BE, H7v
—7ORBELMTbU TS, flxiE, XN—F ¥ - A FT7 7/ ay— - 277 Y
7« 7 L—= (Virtual Biotech Steering Group) 2326 Eif 541, GDF G OERE 71—
LIELNLTZ, GDF 1, BIEBEEN L TV 2B EDHRKRBR TH D, TOEE, TORR
WML eobbsME s, TORBRICSMT HA8BEOH 58 L A& THER S 1L
HIN—TENERT DMENDD, TOTH, ZNUHOH L WERE 7V —7 %3 TR
THMENH Y, RERSG ZH LWEE 7L —F oz, PO L IITHBAIAL TN D2
Et s AL TWAIEMTH D,

4) FHRI—FOF &

V=YX VAT 4 TRBEHEDOA L F—Fy FEB L TO@HENTIIAETHLIN, =
2= DT RXTOANZELS DLIFTIERY, Z2OD, EERIZa I 2=7 4 ZiiEs
EiTolo, BlxiX, e R Tk, fkax 2o FRCERA 7 2535, V—7 Ly M &
Blo CEMZEDZ, V=TV A bRWRKDOY =V %Y VAT 4T OT Ty v 7 4 —5720
TIERAR S D720, BB FET, ZEICaIa=T7 010, BREEETILNE
N5,

5) FE~ADER-BEICHTISEREDIRE
1) UH—F-FroE+ty

VP —=F « Frredrbid, it b2z o&%KEHE2H> T ADZ
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LEET, Fr oA roRENL, MAKRREZEERKE L TRETHIZLTHD, D s
N—T T TR, TEDLRETZLDODANCH->THEHHIZEEZHMEL TS, B2,
Fry A rE@BL, AN MNETI =222 AF LY, HRICSINT HHS %R
L7720 LT3, ZHiL Research Engagement & L CORMTH D, LV EZI DANRS
Mc&x2k5, HHREETHLET, ML DaIa=T 4 2BRTH, T, =07
— VA NOMIEE o TS, THUE 4, 5 FRIORF R TITAEIE L TN e D o 72 ik
FMLWEEITH D,

2) a—AalL-FTIL—7F

BfE, #1365 D —H ) - FL—TF L 12 O Research Interest Groups 28 5, #% &%
KO MEICEREZBEB TS, 2=« T —T7 %, AR DN T

FEVEBIA T =~ AREND, EREFESRKIELREORMMICLI T LB T —
a/®%$&& — RN DB REICESZENTWD, RZL—7F N—=F Y 9H
@ﬁ%ﬁ%‘:%oﬂ?7/7‘4’7czioTLg i, Parkinson's UK O A X v 7128 > THiR—
FEhTwnb,

(6) ARERIT-BERMITOAASA, BHE

Research Involvement Awards [X# il o v v A )L ZAKGUE DB L H Y . X HE T FEli
NREED 7= BUE TITEM LTV,

1) Priority Setting Partnership

N Y R ERI NADR, LV RWEBEREDZD ’EF%ELT:E}F%ODF\)?" 10 &
BIE LTV 5, HilElO Priority Setting Partnership (% 2015 4, 2016 4 Z A2 T iLiz72 %
#ﬁ@ﬁ<@ofwéo@%\%lf_@ﬁ@%%%LI%bfwé@ﬁ\hmsum
Alliance (JLA) & FEIZN D8 CTh 5, HMMkIL. BRKRE, B2F . MEHFZLZHHIL T, &
B NHEOREFEIRICBIT AT Vv AOREEMEZRE L, BRI ZS1F, #FRIC X
STEAVPBRELND LD REHMAETToTWD, by 7 10 VX FO@EET, HFIFEE. IR
=, BEIZL->TIThbNud,

2) fhilfEnEHE

KEASA—F VUM E D a TR L — 3 g ks LTV b, UCB Parkinson's UK &
KEN—F Y RMENT IR T BE SRS (Patient Engagement Council : PEC) #
SEB BI85, PEC Tl KE., HE, 704 —% 0 Y URBENEE D . UCSB

S WX ORM)OIEHIT, UCB O/ —% > IR JEs S OWIMER AR 7' 0 777 Mcs 0T, B
D RN R RBIERCED O P LIC R R0 ThHDH, ZONR— b=y T EBL TR
2T, UCB DR —F 0V VIR R 7' 0 77 AOYHBER N O/ AT v 7 2@ L TREOM G %
L. BEOWRELET 5 LERIEL TS, ROWAEY gL LT, §3TON—F Y
JRIBIRIED, TR TCOFEBBRHEOM TERICHRE SN TFER N — ]\‘/LH“/“/T&:J: STHBEIND Z
ExHBELTWS, (https://lwww.uch.com/patients/magazine/detail/article/Partnering-with-Patient-
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DN—=F Y RN T 0 7T MO EIT O, BESZINIET 2 HITIEF ICEE R
W, FICEE - HTRBMOEBIZOWVWTT RAL 2EZ T TW5DH, RESH L X BRI
TuY el MRV A TS DT TEARWA, PPL PPl ORZANT T 7T 4 A
BT 5 W72 T KA A&E L TW5D,

3) HHE

PPIZ PRI % W& ifﬁf‘éfujbbfﬁofb\é T o4 UHHEICIZ3DDEY 2 — )L
WD, PPl Xy hU—Z71ZZMLTWDAbid (BUIERK 180 ARSM) | BHESLHR
NEMTDHAR MZBMT HEENH D ibui:%jofﬂﬂ§%§ﬁTb\éo WEFEE 1T
*t9 HHHEIZE L Cld, Shared Learning Group % i@ U C{iTi 45, Parkinson's UK (£, =
DITN—=TD—HThbd, ZOM, k7 NV—TDOF % VT o 5EHE 7 V-

(Charities Research Involvement Group) & FEIEND SO H Y, ZHAIT 01T EDOF ¥ U T
S HENBHER SN TS, EFMICHI NS, BENORZREMERNXZX NT T 7T
4 ARBEBRGICONWTFOZAT 25 ER>T0D,

(7)) TPALY—ILDER
1) 2AZa=4—23ovy—IJL

TR oA NV ABRIEORBICILY, TV MMERER, EE AR E L0
HlZala=b—varnensdsLoilholz, X—=F IV UHEEEIANTZLIZESTE
HINHETHD, A T4 TaIa=lr—valrz2l 2 ENRTELLIITR-TEZ L
FHEDO—2ThH 5,

2) EREREARICEITSH DX 1k

BE, N—F Y UIRICET 2R RBE A ME S5 M TH S, ActPD (Accelerating
Clinical Trials and Parkinson's Disease) & FEIZAL5H LWMEBRDITHOINL TV 5, #HE D LA
AT LR THL2O, MEICKERLOZRBRSINEOREICEHEL, Yo7 %
BEIRLTWD, 7AiMt 7 E 2Bl TWD, UE— N TORIMMRATEER
e, KV EZDOARRRIIBZMT 52 LR TED,

(8) SERMDRE

‘%\%@Eﬁ%ﬂlﬁﬁ“é?ﬂ%ﬁ%%&) %EFE%%< e, HELTHLL D ZENKRROMRE
ThoHLERAD, i, VE, ZHRE, BB 5 —RWICEEL —RTTROZMO
WEE T ICEEHT S 2 & iﬁ%f E2mwv, Ll Th i{ﬁﬂﬁ%ﬁ%if“%% IN—F
VY UIRICATRIZ L DIENRH D0 E DTN RN E LTS, VML ~ETHETH
HEBERD, AL, BELCMROGTOSMEFEKRTH D, BEL—KITERDO SN

Organizations-for-Parkinson-s-Research)
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RG22 5822 LT LLiEHTcER2unwhrb Linwy, Yaev=7 FaEkT 5 LT,
FOHRBEFHEOALZSMEETLZ 01T, MEMICIELWZ &0z b,
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3.3.4 NIHR CED
(1) EXFE®

[4 #1 NIHR Centre for Engagement and Dissemination

(NIHR INVOLVE I% 2020 4 4 A I NIHR Dissemination Centre & & ff U [AlHAk (2 Sofi)
[Fr £ #i] =wo N

[ Sz 4] 2020 4

(kY = 7% 1 1]
https://www.nihr.ac.uk/news/nihr-launches-new-centre-for-engagement-and-
dissemination/24576

[(FFE~DER - BF OB - ZEREICET LY =791 b]
https.//www.n|hr.ac.uk/about—us/who—we—are/our-governance.htm#two

(2) fAmM=E

NIHR (X, &% - RS, BE. 2B T 578 &, S kBT oAa 2 fa
SH, HrLw S L% &) D+t1 % — (Centre for Engagement and Dissemination) |
Z3H BT, Ry —iEX, NIHR 20 R#FH, y—e 2FHHE, L. —HRiRE
DB W T T TICHNL SN TV DR 2 iiEf 2 S bicmfb L, B - Ni#E R T

LARROREEL Y — N) == o T ERBMET LI EEZHEELE L TNSS,

B) MRE~NDER-BEHDEMRE -SEREDIELHF-R59D

CEDDV —X— v 7 F—AZE, BEFAT3IZL4ABEL WS, ala=T b4k F
NHETATTHIERT D200 — $@7D/I7F® EEA2{ToTW5,

(4) AE~DER-BEICHTHEREEDIRME

RITOERE - SWAF RO BN Z, xR 77—~y b TN LT AERKL T
Lo INDITIE, MMROERN, FER M Yy 7 ICHTIZET VRE, BEEOFWVE
W HBREMEO T —<hlLEa—RENRTEND, ZhDIZIE, BF, FEE. 20
fthOF)FERFRE O RN ILY A S TE Y, NIHR Evidence ® 7 = 7% A h TAB S
TW5b,

(5) AR~DER-BHICHT LSS EREDEHE

TETF A= —aI 2 =T A OBELEELET>TWVD, FVBRWEREED
I, BRI AARL I I 2 =T 48, EWR - BN OEEIEN AT BREH FE, &
e ERICBWTHERICEDLZ ZENTESL 9. NIHR £2FB L UOAA— T —L DA
TV 7 e N—= b=V TEEEIE LTS, flziX, X7V vy s - R=hF—y

6 https://www.nihr.ac.uk/news/nihr-launches-new-centre-for-engagement-and-dissemination/24576
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TOWMKHEEZRE - HE L, BUORREFICHERZRMIEL, ZETH2D0Y —F—v
T ORETH D, EEHE, HHEY R, BEAK, EEXER ZoMoOBEEREME L
S, BiEZ —HIG VAT AREEHEL WD, X—=F P =L T, UK X7
Vo7 « AL VARVT AN e AZ X —=ROERIZEDTND, £z, —HTROMESE
EEEGt, RXT Vv T e R= T =Ty TIEEEITO A ~OIXE LR L TS, H
AHARY Y —ADH#AM WA bE~OxtG, X NORE, 20~y F
T w4t T 5B,

(6) AREBEMRIT-BEMITOAASA2 ., $HE

— R BEESRE., AR EMRY —F—., &, T U AFHEDOZ DD
S LEENEBICLESEED TTEY ., NIHR Ok E W L. HF5EE < NIHR Bk E
WCE R BN EDORA NS T 7T 4 AT DY Y —AR ML —= 0 VORI A AT
S TW5D,

(7) SERORE

A/ N=varEREL, LY aENeMREIEZAIETH0IC, A aa=
TADBREBZABBRDOTHT LI L,
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3.3.5 Cancer Research UK
(1) EXIFHR

[4 Fr] Cancer Research UK

[Fr £ #i] mwo N

[ 32 4] 2002 4F

[#H#%k ™~ =7 ¥ 1 K] https://www.cancerresearchuk.org/

[(FFE~DEE - B%F ORE - ZEIEEICET 27 =7 %4 1]
https://www.cancerresearchuk.org/get-involved/volunteer/patient-involvement

(2) EBBE

1) WRFEECERM ., BEME~DOE R b NS — R\ T On A FRIEE 2@ T TR
AERIETHZ L, 2) FNE&EzEOLZ L. 3) EEBUFON AL DL TITH AWFFEICE
TOEERECH L T2 T ALKV IEERZRZET 27200 RY) o —%2EkT 5 =
LI v v a il ONRAIETF Y VT 4 THDT,

3) ME~ANER-ZEENEMR -SEHREDIE LM - R4y7

MIE~DBRE -TRSBEEMF —201H 5, PABELZTORBKED =— X & HEITHT-
LN G, PDAZTRIRT D7D, DAVBRE EFORKEEZBBAITIEINZCRZIAALTWD,
(4) ME~ADER-EFHIZxTHEMBIEE DI

1) ATATRSIUTAT

NI T 47T, ARSI Y —F2 A5 407 FIZABRL., DACHT S
HREEZEDTH O IO DEEEITo>TWD,
2) FXUR—UTFUNGH—

Cancer Research UK 2317 9 ZfEZ ke v o X — 1 F8O—Eg & LT, YZEEICTE.O
EROTHHLRAD LX) ICEAEMBKOBESHFEBEICHENT VWD, v o X— U HE & 5
TOAZ Y TIE, AT T 4T VRV AL PEFBORROX ¥ o X— LT O EBITHE
bHREBREFEOZ ENRZ U,

(5) ME~DER-BEICHTISEREDIME

Involvement Network E FEIZN A2 DA LI AN DEEZ LI VB LIZWEFES . DAl
BEBLIEATEDBICL S THEREINAE I V=005, AEST+—H R - T V—7_ DA
BT DA %A FEHEDLNRZL (3 DOOXRXFXARNHD, T 15 L4 THEKS L TW

7 http://www.cancerresearchuk.org/about-us
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H). A HEa—, BERRNLRE~OBIMGRE, Fx 2iF8niThbivT\n5b, 18 LA
ETHNIE, AN —L L THRA 2FBEOIEENISINTE S, Z2MALELE INDIEHIT
RIEAEDO D = 7 A Mz sh Ty, EMICEHTIND,

(6) AREBRIT-BEMITOAAFSA2 BHE

1) HEZEEITY—ILFVE

WMROEZ &G, BB AVBEIC ST THE~OREZ LV IED L7720, FHEIE
FWHEE M T O PPIMEED 72O DY —F > FEBAFE LT, V—IbFy M2, BESE
R, M, Pl HBRICESLOHA X A T U — MR E 45D, Participation,
Engagement, Involvement DiEWCEENM:, HEHEDORE R ELIMD Z LN TE DS,

2) WHE

FHEIZ S W T, B 2 EHITER IS 720,

8 https://www.cancerresearchuk.org/funding-for-researchers/patient-involvement-toolkit-for-
researchers?_gl=1*1mlhkal*_ga*MTAOQOOTI3NDY4MS4xNjc3NTc3NzM1*_ga_58736Z2GNN*MTY3NzU3Nzcz
NC4XLjEuMTY3NzU3ODE3NS41Ny4wLjA.&_ga=2.227350429.1076227105.1677577735-
1049274681.16775777354#toolkit_landing_Accordion0
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3.4 FHERRCKRE)
3.4.1 FDA
(1) EXFE®

[4 #:] Food and Drug Administration (K [E £ & [ 3 5 &)
[Fr £ #] XkE

[3% 32 4] 1906 4F

[ffk ™ = 71 R ] https://www.fda.gov/about-fda
[FE~DER - BFHE O - ZEREICHET 20 =791 1]
https://www.fda.gov/patients/learn-about-fda-patient-engagement

(2) #HEM=E

Department of Health and Human Services (fREEfEHED) OB NIZH D2 BUFHEE TH D . &
R ERE - RET D2HEOL EIEEH L TWVWD, FDAIXZ 9 DDk ¥ —& 13 OFBEH
MO STV D,

B) E~DER-BEDERE -SEREDEIHMA-R2v7
1) HH B LEE (Office of Patient Affairs)

IDAFi BEHYHERNHY, BFE I 2=7 42 FDA LD IBEOREEE 21T
E, BEEROBREFZ S —T A NEEEY — N1 5, W%’i}@Aé%@
*ﬁﬁLﬁE’J?‘;? 077 ABIONNEE), BERHE - S—FF—v o7 BT ROBHEIEK,
F. L. EHE~FDA BGOSR TH D,

2) Patient Science and Engagement Program team

Patient Science and Engagement Program team & FEIXiL B 4E 2R FH | EREBHFTFH. i
FEE. EEEEE, TOMOEMENLRDLTF—L0, BEEZ - F—L L TEZIA
F. EIRBEIRORE L L OFHMICEZTORSZIMY ANLD Z EITRAIL TS, BESH
MEBSDIE), EEEG ICESEZY CHEEZEIEEZ EE L W5 I1E0, BEIKRER
REBEZFEWET DY —LOR% - FiiHIT> T D,

\
3) BEDILOEE S (Patient-focused drug development: PFDD)

FDA Ti%, BFEOMKE, #Ha, =— X, EBENEM 2 M EICHE L, EIELBRE - 57
WCHERICERY AN EODOKRZNT 7u—F 2> Tn5, BELE, AL EFETIH
xR E L CHA, EXRBOBT - FHMEICE T 210K EOoE R &2 Bf T 5720 0wzt s
LTHHo>TW%, PFDD A% v 7 (X, BEFOEARZEBERREIZIY AND Z & g+
L0, EELFHEMTEE S X — (CDER) N TA =77 4 7% U — KL, i, B,
Iu s T A BURIEAZRELTWVD,
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4) HBESMFERZE B 4% (Patient Engagement Advisory Committee : PEAC)

BAUVN=PERE, NHEEHE, BEHAKRORRZT L s THRKINLIHBE R EZESTH D,
AR O HENICBE D A BBEIC OV T, BEDO=—X LR FDA OFHRICEEND Z
EERIET D700, MEESNBELINT, AEBS T, B, s, BEHIE,
HR2ED, BEEEORERMEICOWT IV IK#ER#Z RN TOND, ZESIT. 9
HOBREHEEFFOAT AU N—ZMZ, BEMEZRFZRVERMUE 14 L EEELRFOHE
BEREILTHERSIN TS, a7 A=A OHEMM#EZ L E L TOIHEEORHET
X, MOEMEESICEMLTCVWIEMERNPESNDIZ L LH D,

4) MA~NDODER-BHIIHITHEREEDIME
1) FDA Patient Representative Program

FDA I3 E'BEF% 5 (Office of the Commissioner) PN Office of Health and Constituent
Affairs (OHCA) BT 32 TEFERFEF 22 7 & (FDA Patient Representative Program) |
WFAET D, 22T, 300 22 2 REIERZEHERR LEBE £ 3Tz 0ELLIT
¥ % Special Government Employee (SGE) & L C/EM L. FDA 2’AiE 5 EF M., £Y
BA EHREERE 47 OFMEBERSCARL~OBMEREL TV D, EARIT, OHCA 23
SGE L7 A\MOBRA, BHERLICED T\ 5, SGE FMH ITEE ~ 722 & RiE Bt
T LoMEE=Z T 5, TOMELZZ T ET, TRERFRJIICHHEINLIER & LT,
WA T2, HDVITEMOER L R 2 BRBOKBEZ T IZBELRKICKRA OH A% FDA
IRt 5, BAEMICiZ, OFDA OFMZEZES CEABIK T Z L. @QBFICHEENR
VAT HLDSNXNAT 4w EBRHLINE I DEEMOBZE DR T IEESMIc=a W
NERELTIbAZ &, OFDA EHROSEGEBIFRO R FI, HHl, BELH S
U—rvay T IZHEELE L TMbL IR ENEFT LTS, 2k, BERROEEL
V7Y A N ECHRFERE - ZFEINTND

BEARRZHLTL2H T, OBEFEHD W iif:éﬁ%%k LToRkimw (2T 58
EH ZTORBED EITHEME L L TRESNTESAICTRINILEEZET) . OYE

BT AT RARD v —IEE OB (Y3 fﬁﬁ@%%@@%@ﬁﬁﬁi EOHEBRLIZ
%EIU) OWIEEL RNT T ¢ THRREE (BERE S YERBICET IR T 7 4 7IHE#HHO
REzEzEte)  QBREFOHRENREFL, EEEET 2N OB (f & LT, BEFEHIK
DO, 74— T L~DBH, AE—FORKRER, @wX - EFHE - TS v =T A RO
EEHDLVTmME L LTORRRL) 2k LTRET 22 R RODLATND,

2) HBHENDFE XK (Patient Listening Sessions)

L, EREERE X —REERLTONEFT LD EAME LYy v v
Thd, Tyrvarzml, BESLT RAI Y —aIa=7 4, FDA A v 7125
DR AR E LT 257> Tn5, By a I FDADEFFICK DD (FDA R
FHEOBEMFHAREL TCWDHILA) &, BFEIEEICLI2b0 (BREFa2Ia=7 138N
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72HbDRM%Z FDA EEF L7-WIEE) b 5D, Zivid, FDA BN EHRBGLOBEIE., KR
BT A, BEOEL, BE 2 HET HBICKICS. > TWwWb, JFAI, FDA, #B#&F .
HEHE. T RFARFr—r, B aIa=5 0 OREEZHZ TSN T 5,

(5) B&E-N#EHExRyT—% (Patient Caregiver Connection:PCC)

BERMNEE N, KL OLFRROERELSR N LR %2 FDA OB - B
n’*’i{%{%‘k/&% (Center for Devices and Radiological Health : CDRH) A ¥ v 72383 % #
KXThHDH, N—hF—#lEkT. KEPL T — NNy 7 ZINEL, EDT 44— KRy I %
amH&ﬁﬁﬁéo_M%®74—FA/7i%ﬁ%&i%%”@%%&ﬂﬁ\%%éh
TR OMEEEZ T =X ) T 5 EDICIERA SRS,

(6) AR~DER-BEHEIZNILSEREDERME
1) Patient Engagement Collaborative (PEC)

PEC 3., BEHESLMHMAOREKENELED . FDA ITB1T 5 EHEEGLFRESCZ OB
FHNCBET 2EmIcB T, KVAERRBFESMEEB T 5 H B>V THEWT 270 —
T THY ., BRMEZEKST (European Medicines Agency : EMA) @ Patients’ and Consumers’
Working Party # €7 /L' & L C\ %, PEC X, FDA & Clinical Trials Transformation Initiative

(CTTD I L5 TRHVLSNTZER/NN— =Yy 7 THY . R, BRI E ., BUF -
BUHIEEER ., PEER, MRRFEZES, BEMHERER C2ART OEMOMANEEY
BRI IED I T2 =87 AT SRRIEZ P L T %, PEC A /N —DEREE
X, BEIEE. CTTIBL U FDA DAY v 7 TRKINHIBRSZSZBXCL > Tiibh b,
BELNEL, BEHEOREE L A RIGORKRENSINT 52 L2t & LT
BV, PEC A N—DEMIT 2~3 FTH D, FIZ 4 AT A 2@BHMNN, BExT
Y=V A FOBAIZOWTEE LG DD,

(7)) TPALY—ILDER

FDA (% [Patients Matter| & M-EN D ET A ZER L, T4 ETAR LTS, K
VT 41X, FDA ORBFE~OTHIZOWVWT, BEFEEXZ I LD ETHZEOMD AT — 7 KL F
— M52 5728 . FDA @ Office of Patient Affairs 2’PiF L7 EwRET A HETH D, KT
FTiX, FDA IZDOWTHERLZDMD AT — I AN F —~DHE ., HRER E DAL,
FDA ~D A& HiEIZ e EICHET DI H At L Tno,
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3.4.2 PCORI
(1) EXFE®

[4 ] Patient-Centered Outcomes Research Institute (PCORI)
[Fr 72 #1] kE

[ 32 4] 2010 4F

[k~ = 71 K] https://www.pcori.org/

[(FFE~DEEK - BE O - ZEEEICET 27 =71 ]
https://www.pcori.org/about/about-pcori

(2) HHBEME

PCORI /I Patient Protection and Affordable Care Act (WP B A /X< 7 7T ) DILITFHI S
Ao, WAL L2 FRER O ERBE TH D, KETESE - RS W 2 A8 A L 7ZHIK
ELTHILNTEY, BELEOMD AL DA ORESERORREZ T 57200 FEHR
BRERE/BONDEHICTDHZLEZHME LTS, PCORI TiE, ED X5 R4 1T
I, EDOLHIICLTT—~DEEIEMNEZDS T, £/, x0Ty &2 ED X
B SH, KPIC= L F2—F—ThHHRBF LHIKEMOE SO =—X|ZiHh 2 b i
LEZT o0 EmE LTS, 20O, REE, h—E X, BEITAZHKL, B
ZOMDOEBREN LY BWFRICESWIEEEREELITZ D X I T 57200 skl 71<><JJ
RWF5E (Patient-Centered Comparative Clinical Effectiveness Research : CER) 2 & 42 {lk %
W5,

PCORI DG BT, 10 F T L ICEHSHA L D2WEHAREZ T LILERH D, 2019 FITHK
SN 10 FEMOEH ATV, BRER TIL 2029 FE THIEBIHIM & LTROLN TN D, &
FOBIE, BRI MO _REELEFHEHPEZIICEBWTED b1 D, LIATO B Tl
Bz X, EEELFEEO 1 D12, BEOBERLFECTENNZ DN, £, AMEEFES
I R E A RO E AT E@LT@%@JBLM%‘M?&; Fz. KETIH, ZHIROaI2=T
g & BERMICHFEREOBRWWE SN aIa=T 0 LOMIC, IKARELELTHEERD DD

WIER TR R EOB RO EEZHEEL TWD,

HeMZEOMAMA L LTI, BFE. B TEEPREINDLIDIT TIEHRV, EERR
WIMALTWDT AU I NE AT, BRIV FA £ I3 ERRR %@ U T PCORI (23X 4hA
W, ZOERT, PCORI NXET HHZEE 4L L THIMTE 2T > TV D,

) MRA~NNDER-EZEHEDERZ -SEREDE LM -2

Public and Patient Engagement (PPE) & PFRIXNDEHENRHD, ZDOHFTH 2 DDF — A
FFonb, 1 2DEF AT v = — A b (Public Engagement) (ZB9 5 F— AT
HH, LI —DIEEHF TS — A b (Patient Engagement) (2B T 5 F—LATH D, Hl
KFR T, BT 17 ANZETHRSATHD
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1)y INTYY O -TF—=D A0

BES, BKRE, SMF., REath, WISt 8 Ha R AT — 7RV E — 2@ X
T, PCORI IZXTHERZHEERL TS, AT —27 KNV Z—LOFREILLIT- TV
50

2) BEIVF—UAUR

BELCHMGE., MEOREBEZITA AL EZEZIALT, THETEITEY FIETHR
ZiToTWb, TO—E & LT, PCORI I[ZMEE & &2 HFET D EEICIX, Yrny=/
MCB#E T HAT =7 ANV —%2SMEEDLH T EE2EEEBICLRET S LI2RKRDTVES,
(< OYE, MEFFICEHELZEIFIDL, EOLIRTATTICERES THNER
DL DM R EE N TWDLE b H D, ) PCORIOEREMEZ T 5T X TOHf
BHEIL, MOEDPDETAT =7 ANV F—2EZIAE R TE LR, LML, EDX)
T ITua—=F LN EINE, TR LT RVENRD D, TDI=H, PCORI O
F—LAUN—I, DT a2l FEHY L TVDEA L RNR—DFEE L THEEZIT T
WD, i, RECBRAEEZ T E OMRICED . e ~OBRM 2 kET D Hik
R, HRFIZH L, FEOMEELZ MRS 2 HFIEIZOWTHRETLZ bbb 5,

(4) AE~OER-BEITH T HEMBEREDIE
1} PCORI Fund Announcement

ME4E 7D &5 PFA (PCORI Fund Announcement) &FEEND, =7 —T A MNMCEREH T
rcEeEEZEB L TVWD, ZOBESOAMIE, =7 =Y A N ERAT ) GFFHH 2 R
LI EBLC, TET VAR ERTDHZETHD, Z =V AV NOFIE AT —7
RNE —=RNRIC K DMER EERRT 5, flzxiX, =7 —T A FOFF (Science of
Engagement) ~O&&EHO—BRE LT, = 75—V A ORERE I IHEBEET D=
OOT U — MR EOWEMMEZRRE T H 70 =7 MIESGEWZIToTWnD, Z
T, IR ED XS ICHELTIIE <= F—V A MOEZR ETE, L0 BWE
RITFREC DL ONE VI RICEREZS T, KV BEERMRTA X A2 TELL 51T
L2 REEH NI L THEEZTIBICAT = RAAL—=PNE L TWDHZ &, BRER L
AL TS,

(5) AR~DER-BHICHT LS ERE DI

PCORI BT HEHEXITIL, BERCAT I AV —ORENZIMLTEY, BfE&
20X bDOTHD, T, BESCAT— IRV E—1X, BE&EhEZ T IR1E, B4
BYAEZ T T y=7 PRET L, REBREFELRELEZRIITOALZET LE2—X
AUy P Ea2—IZBZMLTWD, BIEFEENKID > T 5 Science of Engagement D 7 £
E3AOHMEELBE 14, 1 BOAFEFREOGH 5 ATITbhL TS, BELAT —
JRNVE —F, RESLCE O ED=®HIZ PCORI 2O ifEEZZT\0b, ZDOXHIT,

35



PCORI TlIHH WD L L THREFEZEZIAL I ERMVMA TS, &I TIHERE B
EDOXMEENHEZ TR, BEFLEROBE/-RRESL, PPI [ZBHTIHELHA TVD, A
WCOWNWTHERTEWEREIYBRE LI TS, BENAHLRL LK 2EREFEHACTEDL LD
W2, EMAHLWRBRGEEZZ, KVBEWEREZRST 2 FHTE2 T2 08 RUTH
D,

1) Engagement Award Program

AT =7 HRNE =L EBMMICala=r—va 2R3 TR, 2 F =T A
F e 7U—=FREMEND, 2I2=2T4IBTFD22 T —VA NORNEEDDLTZDD
Bik&zRft LT s, thich, FRBEEHEDOAT — I RNV E —5BET DL L v
F=T AN T I—=FEHEINTWD, MR 2 =7 4 X—XOMIZIX, F
REENRN—F =L LTHDLLIEOORERNZEHDDTODORHIREZF T TS, kL
FRBRDZAT— IRV —=BNBMTHZ LT, BRIV EZFTLTHEHALOEEED S
WHDIZARY | REWICBEERLVIAEWVWER I I 2 =7 A PIFEERE L VIERAT 2 &
WZORNDHEFZZ BN TWVND,

TUHF=TD A T = RiIWnbdbd =T arXThY, HEO HEESLEN
HHEZORHICBEAL TR EOHMRAFME L BITAKXY A M TAESR D, TDH%, B
MEPHELZZITIRY, ZOEEEHEORROEMEICHE L TWDINEI N, NETTF = v
I TS, BAEOHAENBEI ThHILIZ, BRELRHLZMASZ LV —FICREE
OFHERD, BHEK 3~4 PABRICREZEORHEMBRZ D2, #EZONRICET 5%
TEITH, BFEHE3IL, BEFE 14, AT RV —1 L TEESIND, ) AT —7 K
N —IE, BRIRES, @ERRICEDD X522 A0 5, 10 FHT 700 i< o= 5
— VAL b T U= RSN,

2) FUNHE—TOYSL

REEMTEO A L2 DI L EMICEST2MADORT T 47 « Xy NU—7Th
Do TUNYE =T, HIBSRET, EHEELHHL, IS =T 7 4 72 FEL,
BRI 2RO, AT =V RNV =S AMNEORENEZ LD DHZ LT, HEOH Y H%x
BEZTWD, TN\ E =L, BB LERFSINV—TLOoN0 26, PFIEME
ERODEEEZTONDIAXIEBALEEREE ZH > TWDL, 7oA X =T b —
AN T U= FRKORMRELIT,

3) HRBAT-BEAFOHIRSA2, FHE

PPE [Z[FE~DT RNAA R T 5700 ELE L THL#EIEL TW5b, #H L < PCORIIZ
KT A U N—IZK L TOWHES, B OEEA 72 EHIT-> T 5D,

36



(6) TUAILY—ILDER

TR oo 7 A NVABRPEIENTITLIZZ E T, A0 I7A4A 0 TOERESMBREENLE LD
HHEICHEKEZRS N TEDL LYo T,

(7) SRORE
1) ZHUEMEDERRELT HEDORE

ANFERLREHEENER LN E —ICHELZT 52 OBEE. EEBEGENEEL
ML 2, EEEIE, 3<IEELND LI RO TIEARS, HillkttESNMaEHE 2 EE L.
EOHICEEHBEREBEL QWK LERH DL, BIZT AV IO L RELRHHETIE, 7
FEBIR ORI M 2 ET 5, FOANEO 2 2 =7 A HEOMEE L. ZORDOE4E
WIS T DA TN ENIEZEERS W ELBEDO—D2Th S,

2) IEFUAR—ZADFREH

WEICTLbNEREREICA Y a— 2B LEEMIC, HoORBREZEHBEST L Z &
Thy, INHIREREILTE LT —FZ Ty, Zhicxt L, E&MRNERIE. 77
— b, REREZHE L, HKMELLL, BREZTEET IO, MERRINTEES&EEOR
MOEITIE, MBEMEML. 1EIC3EOY AL 27 LEITH ] ERd#a Lz, ZHIEmse
ENREELENT OISR EEI LA LERLTNS, GEMTEHIE, ) =
Y=V A NORA RBEIZONWT, AXBFECTKRIT L L) REMEM R DT T
<, EBICEMEAETEDLLHICTIHZEZHEL LTV,

37



3.4.3 NCI
(1) EXFE®

[4 ] National Cancer Institute ([E 728 AAFZ2HT)

[Fr 76 ] K[

[ & 4] 1937 4F

[#0f%k 7 = 7 %4 K] https://www.cancer.gov/

[(FFE~DEEK - BE O - ZEEEICET 27 =71 ]
https://ncats.nih.gov/engagement

(1) A=

[E LA A 92 P (National Institutes of Health : NIH) 1%, #F%EpT & & o ¥ — LML D 27
DEDOERBER THEINTND, TNLENOHIEITIL, FFEDORIIED A AITE
REYB T, MBOMAEREZH I TWS, TNOLOHEKREFED I L, 3 DR T T
VDHEENOEEESEZZ T MADOTFHEEHREZIT> TWD, BN AR (NCD
X NIH IZB L TWAMEFTO—2>THY, BWADMIET v 7T 5%k ) — R, FEhi, ¥R
—hFLTWHHEBEATH S,

(2) AR~DER-FEDERZ -SEREDB L -2

NCI (21X, 7 RAR DI > —B5# R (Office of Advocacy Relations : OAR) N IT 6 TE Y |
WADT RART L —HEREMADT RARr— b eoEn & UTHRE L., 28 A% 0B iRt
He, NAMZE~DOT 7B AESORE, PAMROEREZ T FARD > —HESFEA L &b
WCHERE L T D, OARIE, INCI UH—F - 7 A7 — M hiE < | (NCI Council of Research
Advocates : NCRA) ZiEE L TH 0, FIT 3 RIFRERFMEI N, DAL I & FHERE
LTV NCI REICIRSZ L7V LTWd, NCRA OB, IREWVEEZD
PREREBRLI DL EBIZ, DAMESCERICET 28 VWEMM#EALAL TVWD Z LN
HEipoTW D,

) MIE~DER-BEHICH T HEMBREEDIE

1) BERYNIT—S

MARGEIL, DABE, DA N— RERRTI T4 TOFADEMPEH->TI %
O SNLD, BADOEWT, BAOTERBETE., T L TTXTOBRABEICT T 21t
THHEEZHEMT H7-0120F, BESCBRTREZDAUMEICSMEELZENEETH D,
NIC TiX, A DORERER Yy b T — 7 RHEAIMMELR >y T —2 70 & BE EMRE %R
SHER IRy NU—72FL TS,

38



(4) AR~DER-BBICH TS EREEDIRE
1) Cancer Moonshot

BEICHEZ L 0T A EENRLE VDA EDGFICESZY T, DARES
VR Db oF., ZEE. MEE. BMREOKRERAI2=T 4 Tho, 25 FLURNICHR
AL R ST, DABRETSONAT NS RN—DEEZH ESEDE0W) BELZ BT T
Wb, Z0H, (1) PABKRBRIZCEIVZ DA EZZMEEDL, (2) DAHHKD
AT TA4 LT (3) H LWERERZR B AR ~D T 7 & X DRELR D A FEIEF
BOSRRMEZRILT 2 2L IBOTVD, BTG E LT, HRORARET X b
% Bl 9 D KRB G PR 3Bk 0 2 <>, Cancer Moonshot Scholars & FE{EN 5, KEO A 0%
RETOIVAMEED ANMBERICEAZE W, B XY U TR w77 A ZEER
(T U~V R) OFIHAN, DABEEO ST 70 NI AEZRETELNE I NEH LN
9% Z &% HM &L L7z NCI Telehealth Research Centers of Excellence (TRACE) w2 2 7 A
mERFFOLND,

2) NCI Equity and Inclusion Program (EIP)

EWEFWIRICEB T DBEN R AN ZNZ < T2 L1, NCIOREZESLRAZ v 728
STREZERETHY ., DAMEEOZHENEEZE D, LV AFBHTAYR NCI 23 2=
T4 EMEEL, BAKECHLL, BEOATHEEZHET S EZEBENICHBD N7 1
T8 THD, EIP TS5 ODOT—F L T 7N —TFNHY . INAKEENZE. S ABFFEAR .
ZFLUNCLICHEBEHERZEZ DT OIC NCLIZMRTX A0 EBRELTNS, U—
XUTTN—=T DA N=E, SEREETEAT S0, HECEME, BB, AR D
WEFEFT 2R B > T LR 2B TH S LT D,

(5) TPALY—ILDER

NCI DT =7 %A FTlE, NCI B ZET 2898, NCI O BELHHE 7' 1 77T K250
TOFwAREINTND, ==2—ZX Y U —2 #FFEFLFE. NCI ® Cancer Currents®”7 1 7
ZELU T, DAMEOETIRNEZMD Z LN TES, ZNH0ERIT, FOEFOEMFIC
FoThHE s, EHMICER NS,

9 Cancer Currents 1%, BI%E ., EEMFE. DABRESLZORE., LT OANLXIZ, BADHIT &
FTIETAERCHRESRZEET L2720, KEESZASAHEH (NCI) PMMERLI=ax—RT7 s
Th D,

39
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