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G. HFFEHR
1. FmC¥EF+R
L
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FRRER
Kaori Muto. Action plan for whole genome
analysis in Japan: patient data ecosystem
and patient involvement. Tokyo Symposium
& Workshop on Genomic Medicine, Therapeu
tics and Health. 2024/4/10, Tokyo, Japan.
DR, RS, B #Roes
LENTEFATEHENC B 5 B - TTRSHE (PP
DOEE. AARANFREFRFEMRE. 202
4/10/11. ALH%
Kaori Muto. Ethics of patient advocacy an
d involvement. The 52nd International Sym
posium of the Princess Takamatsu Cancer R
esearch Fund. 2024. 11. Tokyo.
WAL, IR LB - TR, A AR
T ER LT ZE B2 %146 2. 2024,
11. W
HIEER. FEFFRICBT2EBE - RED
il RAREREES B525E] JANSE
—. 2025/03. A 7~ NEAE
< DA
Rk, WHE~DBE - RS M. ONCOLO
Meets Cancer Experts (OMCE) 2024.6. 7 A 7
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AR Ein- 7 AER L BE - THERSMH.
JNEHERT 17 2 — TWoboRE ] GHE H
8lA]. 2024.6. 4> 7 A LEUE.
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W DOZEE L SHROEE] . HARERBURSE
BEYHEELE Tude s b AT VE
MER=E TBE - 4FE - TREED. 2
DOEREE] . 2024.7. 42 T A VEUF.
REER. PRI~ B - RS DR K.
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TRAREE BFIA LB X HH A ~DER.
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12. 74 7lfE
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CELOZOTER) - BE O EFRSH~EHE T TE
bDEFE~] . 2025/3/20. &



H. M PEMED HFE - BRI
1. Frarlfs 72 L

2. EFIZEBE 7L

3. Fofh 7e L

10



k4 —1

JEAE ST R AT FE e A B 4
BORB e o ITe g3 (MERIERIHE 2 RIRRENT TR 228)

SyiamtIE s

NZRR LT D EMBY - EFRIPIEICR T 285 - RS EOHEME S RIZEET D%

EERE R AGRERESHIRT 2 8F - TRBEOE X

MERER ik &l AR PEREIIERT 2%
WHFEm 0 TR Rk AORRPEREIIERT  FHETER

MAEEE

ABFRETIE, ANZRRETDEMBE - EERVIRICET 284 - RSB OMELRIMHEI O
T, HEERZRHTA T A L HE2B R U0 O Z OMEM T 2T 5, K2, #E 10 FFICHT7ZIC
TERK « IBINS U2 SCEITHOWT, HFIZERIC R 2 8 - TTRZBENCET 2 MR 2 HEE R IH 2 F &
LR, L FO &9 7223 >0l - fiIRBEICET DEFEomiie a7z, OINZTLE L
T, LV REFEBORBZENESROHE L L THROZE DR S 200, Q1RO EEERE O
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‘Health 2020: a European policy framework and strategy
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TWn5,

Fo RN TRESNTEEH DM A ) _—
v a > (Responsible Research and Innovation: RRI)
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N % & OV DI 27 P i 12X 5 & B 2 K
TS —DDLWETHS. A3 2=7 7 DXFE,
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FE0 PG (engagement) |3, [EFIEDH], W
. HFIERICTTPA S N& Th S, HHEF L, =
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ZEHHELE S D0, @SRRIV TR
ORI FEERBR O ED D L 51T 5720
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TWME D™D D,

ZORE, BT D155 - f5E, A RIA4 V%D
BRCHIFE. WADNIBEICHEMETH D & Mk
OEPAF LS IT ) 72 B - TR S EBLA
AHEE 2o T LE I T2, N DM LT
HLDOTHDLHIENREELWEA D,
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18 F 10 D EBEA 22 f B Mk A L2 B8V T
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Council for International Organizations of Medical
Sciences (CIOMS), International Ethical
Guidelines for Health-related Research Involving
Humans, 2016. https://doi.org/10.56759/rgx17405
(AAFER : EARMEIRER, AMa2dfe+ 25
fet e B 78 o [E BRAD MR B FE 81, BRI FEA,
45(4), 2018. https://cioms.ch/wp-
content/uploads/2019/07/Japanese-Translation-
CIOMS-Ethical-Guidelines-2016.pdf)

Council for International Organizations of Medical
Sciences (CIOMS), Patient involvement in the
development, regulation and safe use of
medicines, 2022.
https:/doi.org/10.56759/iiew8982 (A AFEFR : ZE
JRTAeTBER, EIRAS A~ #fl, Z4
IMER~OBEE S, BRKFHE, 51(39), 2024
http://cont.0.007.jp/51sup39/ciomsPPL.pdf")

International Council for Harmonization of Technical
Requirements for Pharmaceuticals for Human Use
(ICH), ICH Harmonized Guideline: guideline for
good clinical practice E6(R3) Annex 2, 2024. (H
AGERR . ICH E6(R3) [ 3 5 D B FRAAER
FEhalZ B DM A NI A AR E



https://doi.org/10.56759/rgxl7405
https://cioms.ch/wp-content/uploads/2019/07/Japanese-Translation-CIOMS-Ethical-Guidelines-2016.pdf
https://cioms.ch/wp-content/uploads/2019/07/Japanese-Translation-CIOMS-Ethical-Guidelines-2016.pdf
https://cioms.ch/wp-content/uploads/2019/07/Japanese-Translation-CIOMS-Ethical-Guidelines-2016.pdf
https://doi.org/10.56759/iiew8982
http://cont.o.oo7.jp/51sup39/ciomsPPI.pdf

Annex 2 (%) , 2024. https:/public- post/wma-declaration-of-helsinki/ ( A AXFEFR : #f

comment.e- PRGN, EREME A~V R EF A
gov.go.jp/pcm/download?segNo=0000283080 R D BN % & e AT ZE D 72 8 O PRI R
) I, FAREERTZ:, 2024,

World Health Organization; Regional Office for
Europe, Health 2020: a European policy

elsinki.html )
framework and strategy for the 21st century, 2013. TETATIED, b LEbHO WMA ~L %
https://iris.who.int/handle/10665/326386

HE BE . HEOS Bz e ST
World Medical Association (WMA), World Medical e # - ROFER 5%, MRRF,
52(1):91-131, 2024.
https://jidpe.tokyo/2024/0701helsinki.pdf

https://www.med.or.jp/doctor/international/wma/h

Association Declaration of Helsinki: ethical
principles for medical research involving human
participants, 2024. https://www.wma.net/policies-
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LC& 7, BARIZBWT, AmflT - EFRIFEIC
B2 EE - TRSENEEOHEEIZES L, 4i%IGE)
ZHEET DIFEE FE DSR2 AR, BFZEBh R A
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B - TRZEET 2 B2 ) 5 BORSCEI,
B - TTRZ T 5 Bl 4 7~ 9155 (‘patient and
public involvement’, ‘patient and public engagement’,
‘public involvement’ . ‘consumer involvement’ .
‘community engagement’7¢ &) N E F i DHBURCE
RFEEE R, U =T YA b O HFFEB R
BIRCARIBEBI D T = 7V A | R SO I
W EOBIZERERD 5 b, HKEE OB E LTH
47 TSR LT fRICSW T, £72i3 RO
T DIATON AR TR, iRE &EbIT, £
FHRICE > TUTOR2MRIQICE T2 b0 &
L. BFHIE LT202553 431 H £ TlzaR Sz
FERXUV =T WA N EORHOERIRE HHR L Lz,
WFFEEED HAY b ERESCBORRERR, & 2\ 3FF
TE OB BREI D S RE L 72 FEBH T ~ D B[] |2
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(B~ D FELE)

VT YA FRT X R—=2ANTAR ST
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PRI~ OBLRE X FFIC L EL & LRV,
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1.

27 - AR AR PRI O FERA I IC BV Tl - T
RZEZERT LT, KE, A FH A= |
FZUTIELH A, EEIZEAL TS, il 21K
T, &5 EZ SR (Food and Drug Administration;
FDA) /N AR S 2 31T 2 B - R
SERHT DIFE 28R L TRV &9 WFFEEE T
B KERAMFZEAT (National Institute of Health; NIH)
@ National Institute of Health, NIH-Wide Strategic Plan
for Fiscal Years 2021-2025 (235 T, #F7EBA%EICE
JAEBE - TRSEEH L E0T RO OB
SPFRFASALTNDO, BN TH | BN EHE ST
(European Medicines Agency; EMA)N B« TR A |
EHMLLTNDO, £, BRMEINAZHLET D
W - A /=23 UHFFEBIAR TR AT 0 7T A
. FP7 (2007-2013). Horizen2020 (2014-2020).
Horizon Europe (2021-2027) & . #FZEBAZEICRIT 5,
LRk TR EBVFEIN 2 X 2 =7 ¢ ORI OFHEH
THEMOXGERL I 2 =7 — a UREHE I
felF T b, il 2 1E Horizon 2020 Tik, HILH D4
e A )= 3 VRS A O FEWT R A ARk T
L6 HHFEDE KR, TOLOIRaAIa=lr—
¥ a T R B 5-(public engagement) 3% T 5
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2. WYIREE - TRBEOHLEIZ BT 7AFFEBIRR
BRSO A EE

FEEOMHERRFR I W T, B - TTRSEIL
DPYERNCFHA T S iEB TRV, 7272 LUK
Policy Framework for Health and Social Care Research
iz TR CHER S D) fHEFEESE 2R D
HRAD U = 7% A ~TIL, 45 (BestPractice) M
WA, B - TTRZEBEDOMN e TA KT A >
LEFHDPRIT STV 02,

RSEFEICHE Lz k9o, EOBE - TR
(3. BERR - AR AL SRR AT ZERR FEIZ B D DTN
k2 & bICRfETRE - TRSEBR 2 HRIOR L
7o I3 E O Hid (UK Standards for Public Involvement) |
&L BMMESEE c TRZHOEEI 2L,
ERREE DM EICERIICER VT 7o DFEE & 72
% TH LAt (Shared Commitment) | 735 72 5
AL Z BTN D),

LA OEIE, BRI oMM s 295H (B
- HRBEORMHEL 2 5PE, AERREE -
[ LTSN D = N S N T | D N R 3T
BMRLEWR S VE) & BTN CTnEn S
FHARA H OFLR THRERL S D, BIAIT, REIRNOR
F o MRS Z T AL LT & 75 E @RI IERT
(National Institute for Health and Care Research, NIHR)
TId, 20225F 2 FEER LI RO -EE - TTRZEIC
B3 2 H LADEMW L GO T, 20254 ~203050
HEME H A% % TNIHR Strategic Commitments for Public
Partnerships 2025-203019] & LT, 2025%-~2026%
® B % [How we’re implementing the Strategic
Commitments for Public Partnerships - Action plan 2025
t02026) & L CNIHRD ¥ = 7 EIZ48# L T\ 509,

[EEOREL ORNEZ ., BIRT 52RO
FNENDBETHEICE & LiAA, SHkO SR
FH - TTRSEONESTE2RT I L, DF VAR
b E 2 7o BARR 72 TR - RS ENCEE$ 5 H



L&t ZEr L CHERNAMCIRS AR+ 5 2 &
X, FREN OB BT, & L CYRLH ARk Tl 1F 72
B - TR E T T 2T A X RED
VERR, FEMIZ D22 D DI T2 57 RSO A4 12
EoTHEMY TN, 20254F4 H 7 H I TIL, 32
FHA2S TH LS IR LD, 20244 B s &
WS D18k S B RITEIM L TV . £ D H B3l
FERDS, RAFIROFELR LT TR LEbE) &
BRSO ¥ = 7 FIZAB L, 2288/%0° BARRROHE
HEHIE 2 = 7 FICABI L TV 5,

FUZ TH LAY (22025454 7 7 B B A CEIA
T oKD 5 B AR - UELARIBERT K5 DR -
BEREEE. AR - HEAHIBERS & 72 13FSE - WFSTRERS
DOWTNNEZIIHNERSINT 51y NT— 7%
DE4LFRE . ET-DHME R LT, AREOBRE F.,
% (XY FU—7) REEICRHEN L SNDHTF v
U7 ¢ FRIE QNS H AR L RR A LTz,

(LAY 12X, AExtG LT 54mely -
E PRI GE & IRWVER TR Y O W ZIRIZ DT
DHBANERIL TS, ANEXtgl 3 54mB -
= AT FE 0N T 72 2 B ARESK T d 2 NIHR & A2

REEST 17—, a7 7 H[EGHE, ERSK
|\ZB94> HNHS England, H[EHRIEE TR, £ LT
e B« [ B A KL T 0 1 R AU R B A% (Health
Research Authority, HRA) 72 & OHLHIE T4 K Hi
WO~ VF AT A 7 R VE—RIEREH S/ 8— b
J— 3 7Bristol Health Partners, % @ (%7 Health
Data Research UK, Cancer Research UKX°The Patient's
Association , The Association of Medical Research
Charities, HERFHEEDOT ¥ VT 1, KFED
BERBREOHELDaa=r—v 3 ViFH
% X ZC & 7= National Coordinating Centre for Public
Engagement, PPI= > /L7 ¢ > 7 & ftMediPaceZs
ThHo, [ HEER Y FU—=2HTETNLLITHD
(18)

NIHR (DWW TIEREERAT Lo iz, AT, B
[FEfARD 1 DT, AREARBUF R AR T
o HHEEMIGE « A4 ) X—3 2 B (UK Research
and Innovation; UKRD)D 3 « 1 RZ [l O HkA A %
A%, UKRI Tid, B - RS, *EE
ik, BPEEORT

#1 THLADYE] ICEFRT A0 - HEARERI . WF5E - BrEREE & |
WTNDELTIRITNBET 53y NT =7 RKOAFRE | URgtlik o 72 2 HEdE kg

kel

Fo72 % HEERRI & URL

NHS Foundation Trust

East Suffolk and North Essex | SESNEFT Patient Experience, Carers and Co-Production Strategy
https://esneftdoclibrary.org.uk/document-category/esneft-strategy-documents/esneft-
patient-experience-carers-and-co-production-strategy-documents/

Wales

Health and Care Research | Health and Care Research Wales Inclusivity Action Plan 2025 - 2028
https://healthandcareresearchwales.org/about/equality-diversity-and-inclusion

Northern Ireland

Health and Social Care | Strategy for Personal and Public Involvement (PPI) in Health and Social Care

https://research.hscni.net/sites/default/files/strategy for PPI Report RD 2014.pdf

Health Data Research UK

Communications, Engagement and Involvement Strategy 2020/2023
https://www.hdruk.ac.uk/wp-content/uploads/2021/11/03-2003 19-Communications-
Engagement-and-Involvement-Strategy-v1.pdf

Health Research Authority

UK Policy Framework for Health and Social Care Research
https://www.hra.nhs.uk/planning-and-improving-research/policies-standards-
legislation/uk-policy-framework-health-social-care-research/uk-policy-framework-
health-and-social-care-research/

Medicines and Healthcare
products Regulatory Agency

Patient Involvement Strategy 2021-25
https://www.gov.uk/government/publications/patient-involvement-strategy

National Coordinating Centre
for Public Engagement

The Engaged University: Manifesto for Public Engagement
https://www.publicengagement.ac.uk/resources/tools-and-frameworks/manifesto-
public-engagement

National Institute for Health
and Care Research

NIHR Strategic Commitments for Public Partnerships 2025-2030
https://www.nihr.ac.uk/about-us/what-we-do/Improving-how-we-work-with-
patients-carers-and-the-public.htm

NHS England

Patient and Public Participation Policy
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https://www.england.nhs.uk/publication/patient-and-public-participation-policy/

National Institute for Health
and Care Excellence

Patient and public involvement policy
https://www.nice.org.uk/about/nice-communities/nice-and-the-public/public-
involvement/patient-and-public-involvement-policy#nice-commitment-to-patient-
service-user-carer-and-public-involvement

NIHR Applied Research
Collaboration (ARC) East of
England

Public and Community Involvement, Engagement and Participation (PCIEP) Strategy
https://arc-eoe.nihr.ac.uk/public-involvement-research-inclusion/what-public-
involvement

NIHR Applied Research
Collaboration (ARC) North
East and North Cumbria

Public Involvement and Community Engagement Strategy
https://arc-nenc.nihr.ac.uk/resources/an-overview-of-how-we-are-developing-our-
public-involvement-community-engagement-strategy/

NIHR School for Primary
Care Research

Patient and Public Involvement and Engagement Strategy 2021-2026
https://www.spcr.nihr.ac.uk/PPI/aims-strategy

NIHR School for
Health Research

Public

A strategy for public involvement and engagement (PI&E) 2023-2027
https://sphr.nihr.ac.uk/wp-content/uploads/2023/05/NIHR-SPHR-Public-
Involvement-Engagement-Strategy-2023-27.pdf

UK Research and Innovation

Research and innovation for all: UKRI's public engagement strategy

https://www.ukri.org/publications/ukri-public-engagement-strategy/

#2025 4R 4 A 7 AR TU = 74 A MIDIZEEE SRR D 5 B MR D R A A L INICHEE RS
B 5 CEPBH SN T D5 EITRH, L9 CENEE D 25618, EEORE] E723TH LEbYE]

~DF M DSHAREDOFEM 2 1A 2 Pl L7z,

BEfizeTr—~ L2V A AT =2 AT 4 V5
B LR EMIZERIE 2 I = =7 DM DOXfEE
AEMAT DR A WIKIZZ ST 5 Research and
innovation for all: UKRI’s public engagement strategy
THREIZR L 0O BAMkY =701 FAT, i
BEIK D % & 1T Innovate UK LS D4R T D 8 #EESE 41
ZRUCBT 2ttt Da I a=r— g AFHHR
RSN TN D, YREHRIE I, RSB mEEL =
RETDIEENS, BE - fTRSENZBE Y 5 im A dh
HISe T RAR A O v ik A B 53 2GE00EE) £ Tl
IR K & T D720, Mk & ITIFBINAE D i1
PEIZRZR D0, B - TRBEIIEY T 5, BT
T LUNEEIA LR 2 72/ S & 5,

UKRI A2 FOMFEOF T, NErF LT HES -
MBS ORISR T D BE - RS
ERROBLENOERTRE I, EBEFEERHE
(MRC) TH®H %, MRC L, BRIK - IERRIRAFIE, 2
RAF A IR 2 %P5 & 9% MRC Public partnerships
Strategy 2024 to 2027 %, 2024 4 7 12383 L 72C0,
YHCEIL, RBOTREMEMEaI 2 =T 1
BN EBITHIERIEZTEARY | WIZERRSE 2 AT 5
ZEITHET T NCOIEE), 2 X FEBRE
BERFTH LRI A=y AT 2= — 3
EBETS DL B TRBEAS . B —
kJ—3 7 (public partnership) & L CZE D),
ZORBUTENT T2 3 EFTREIRE STV D,
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MELETHE TIX, MRC (23T 2AFFERRFE Sk, WFE
B p-omrJE il oy Lo BTN EFH L LT,
BDEFRI AL LFRE I 2 =T 4 D/N— )
— ¥y T EfLEST | AR DR S -
B B, 2RO FER 2R e 3 S0k &
BER S5 2 & BRI DN AE M ER SR O
PIRZEBICEDbDETHZLmEF 6 DDA
ERET o5, TOHE AL LT, fl2IFHee
KRB FED BN OV T OWRERAR Y o —
ZAERLTU =7 RICAB L TR Y | FfRRAIVIZIE,
MRC BIp~DF R TOHFEE IS, HREFOHTES
— b F=2 EOL ) RIETHIREMEZLEL
LINEERET L LERBMNTL L0, HE
FHEUETR—FEE I 2 =T WO/ X— KT
— ¥y OB, B - RS EE OF MR 2
BRI Z 2 &0 D,

72% MRC Public Partnerships Strategy 2024 to 2027
T NFEIEDT I/ a v T TN THIELE
LTHY, BIRFRTIE2024 47 H~2546 HET
@ MRC Public Partnerships Strategy Action Plan Year
One 78V =7 EIZH# STV 5HeY,

UKRIZE T, A& Ge$ RS - A
DOHFFERRFEIC I T 2 BF - TRBERERN & 5
TV DM, L% - WER s
(EPSRC) & %, EPSRC (X, MRC LA L, &
FH - TRZEZ GRS EMEREaI =T 1



DO FEHIFERLIE HRFEE, 23227 —T 3
& EHT DM CTH D, EPSRC DORFZER)AL~D H
B ARG L Lo, WIERGEN A 4 ALED 1
DAV RT T )a—0A 87 N ERBELY
—NFy MAD NV T T ) ao—I2kBiT
DHHFFEANTE] T, mEEE L BRI T 20O B
WROMEMELIAMNT, BEH DI A ) X—Ta v
ZFEBLL .\ 4 OB Ot BmMEE =, fT
SHYZE YD E IR & FE T D T2 121,
=P =R, S L OXEECH SRR LA
B I TWVH ),

723 UKRI %2 F @ EPSRC, HRA, Z L ClH LK
HELORFEEEN L TCE M FT I /vy
— LRI SEBBSRO)E, BORK FIER 3R
EMET —~ OB RR PR ZE D T —~
IZ DWW T O TRk EE O B #L#k Sciencewise
(https:/sciencewise.org.uk/) & HH#E U 7= XF G H 2 L
1L LIZIT> TV 5, Sciencewise DXfaHEARMIIE, &
BIOWFFERHS 7 1 v = 7 b Clde < kT —~
ERRETDHLGENL N, BE - TTRSH &
T 5 E OIEE) (A7 T L) & UTHLERT
Hivd, BHlZiX HRA & Sciencewise Di 25D xf5k
EIE, R & I MBI 72 JE0 H5F D |
RSN ORE AT DD D FIEE TR & —FE
B 2 DEEEDNH D),

3. BE - TRSH L AMEEE
3-1. BEE

WE OB, B - TTRBME & O RO
HEEAICBWT, KRS LCTRE - TTRSEE Y O
FHEIIRD SN2, 272 LERE - HTRSE A ED
KNS HD ), £ L THFZEETRI OKREIZH -
ST, BWEEILE ED LX) RBERICHD Ax N
filfs, EOLX DT, WORE LIZDD, BED GG
DAV E RN WRSEEHE O d O BIZ D K
NSNS T=DW, HHIATHZENREE LN E
Ihd, TORE, BF - TRBEICH I LY F3H
MOFEOHFICERZRRTH D 9 Z L& HHELE
ENTNWD, FRHMHFEEZESOES 2R 1%
LB TIAENICB T 2 BE - TR EEEO R
ik EHbhE T, EICHFEE AT T, B - RS
2R U CHFER IR R EARCET TR E
N, HERFEOMHTSCHFERIOT = v 7 J A ME
DOIEWI, HRA D7 =79 A MTABENATWD
(24.25.26.27)  7pFs HRA IZMREN THHBE - RS
] & FE i LT B @),
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32. 4—RPMZ U7

F—=A N7 VT OES - AamE kot
FTIE, Te MRS D MBI 2 EZHH)
(National Statement on Ethical Conduct in Human
Research. 2025)I238\ T, BF - TRZHE Z &L
BRaa=7 1 OBREZBHT 8BRS
TW5 @, Z ok, YRR Z & bITERT
5. BhE & E O %, WHJEBAZE A I & AR X Al HE
B - TRBEOMBAFEEINETH D,

3-3. A

AFZ DG MRT VA L RFHEREICIB
THRESCHTRICH W Z MV CcEE - TREE X
fid 2HEDSE . MHEMBEE IR ETH D, -
72 LK - TTRBET — AICSET 2560, if
RfMEFEELZEROER L L TRERIESFD
BT 21T 9 56 % . RPLZ IRE L T, pFFeim B H &g
AT O, B - TR, FEZESMNEE - E
Mg _EFWS, EE EREEDO ==y
THEHICB T D fmEEFE #1 ) (Ethics Guidance for
Developing Partnerships with Patients and Researchers)
[ZED BTV DHC0, YEEH A & 2 A%, WFFEEHE
ZWPEMEEAICHEE T BRI RO 6N 5 B -
MRBE O, BT~ & FIESOLH T & F
IH, FAQ %03, HGEEA - HABOIIFRIFIZHHNY
RFTLFELDONTZEDTH D, ZDIED, T
D FZRM IR IR TH D CIHR (U 7 7 1k
FEWTZERAS) . NSERC (A SRR « T2 7Eais) |
SSHRC (tE&F - ACRHEMER ) AR TE
Lo, T=REBIEET#EM « AR e+ 50k
eI BT D BRI FEEE (TCPS 2 @ 2022 4FhR) | (Tri-

Council Policy Statement: Ethical Conduct for Research
Involving Humans — TCPS 2 (2022)) ®—#iZH, &
MBRITEERRED, ala=T 1203 LT 5
WFFEEREZ 17 T THFFE R B A 2 52 1 D B D A5 R
RRHE T REFHPIR SN TN 56D,

4. BE - WRBHEZEKRTDHFEITONT
BIHIZ bbb~z L 912, BF - T RBEEE O
)X, ‘community’, ‘patient’, ‘public’, ‘consumer’73
E DFE% | ‘involvement’X>‘engagement’, ‘partnership’
HOFELHAEDETRINDZENZVNR, 2
B DFEOEWRCHAA DY I S 2 ORI,
[ — DR 2N FAT T DIETHEE. A KT A4 5%
DOHFTH—HLTWND LIRS T, RELREICH
%o AN T, skt g L Lo iEStast, VA4 K7



A VEERLFATIIE DO NE Z RFST %,

4-1. BHE %R D B N8 %R~ T HE

‘patient and public’/&, FE[ETHW L TV -FKEL
Thy, AARFET EHE-THR) LiRtishs 2 &
M, FETIX, 2019 FFELIRE, [HEE OB 5
2B\ Tepatient” (FBF) ZREMANIZH W 725
Tb, LU s, HARTEMBIS - [E2R1H
WICk T AW AW O BfR b, ‘patient’ &\ D HiFE
WD ERBRRETHY | BE - TTRZEEE)
DHEMAZLUSMC B - TRBEZ A A—T LR
TWNWEEBEZLND,

Flo. NG LT A mENY - EFF R OMEE
b WP EARAERE SN D N 2L, BUEARKARE
DRF LIRSV, BF 2 TIHE, ‘patient’ |25
RN L G N2 )R Gle=a T VAT
MENTWAH, ‘publicb HNHBNA TS, F—
A N7 U T ClE, ‘patientand public’ Tlx72 < | EH#
=R FEOAKY —E 2D K
%<9 ‘consumer’ (JHEE) ZHWTWD, Fi=,
Fe i D] (FrE DIRBOBE « J /31 R—25DHE
Mo RE, FREDRBMELZ RO A& OEIG &
WaIla=FT4RELEL) PEEIIHD
‘community’ (ZI=2=77¢) LHVLNTNS,

4-2. BEIZEW®RT 2 HiE

Sl %Z T HiELZHETH D, ‘engagement’ & 1>
I ERIE, B - TTRSESOET A8 MBI 51k
TR A R4 VFEIZBWTHIZZERN T
%, ‘involvement’ & [FlF TN 256, E& LT
B EIEEIC, MBI T 2 1FHhAE =2 =
== a T HEEERTGA. B - TTRSH
RFT DIEEB G IR BLE D DIFHRIE R
Ala=r—vaFBbmseEathEe. £l
TAREAERL T B — L~ LA JRAZ AR 2=
r—a ORI IT 2 RE DR TIA <

ftaektDala=r—va VIEHEETLE.

ZLTERBOUHANINTE LT, ALHLERT
TR L WG B EDNRIET D,

‘partnership’ © KM TH D | Fil 21X T (WFFERH%
#H9) ME & T F 2RSS (o) B
KRE P /N— N F— vy T Ob LT L TR
DD L WO EE L BUGOMIRENET HZ
EHLIELIEH Y, B - TRZBEOBRE M0V
SHEWE LIy,

‘consultation’ | T8 - 17 RS I BEHE O BARR) 727
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A RTHEEICHWNSHILTWS, ‘involvement’ &

‘engagement’ & L% & | B - TRSEBHE DL
e R A RTA ETHDND Z LD,
‘consultation’ &\ ) FEIZOWTIL, BF - TR

B DSR2 RELL 720 Livauy,

B T RSEEEOTFEL, Nforta s oo
R a=b—a B & ERICE D D AR e AL
EOFICH D7D, IEF T, ‘involvement and
engagement’ &\ RELNVHNONDHEEHE U,
Bl 2 X, I T FREE & 0 XN REETIRE %
WL+ 5 THRBEOTA KT 42 2023 FhK
(Guidelines on public engagement 2023) CiX, {H#¥E
BEDILHRIEE NG T 1 — NNy 7 2152 E K
FREOEMEARET OV va vy L
THGESOXEEICE 2 —HOIFB 2R %2 T RE 5 O
SR Tt N VAT N A D AN S 20} - 2= RVIN i [ Nl N
REME BT L, B - TRZEE G, k2t O
BIANII 2= —2a NEHRLETH S Lk
/\“"CL\E)G)O

IO RERET T r—F L, MO IR
MENEE - TRZEEZ XX DEREEFELZI2
= —va AFEEZHE S K OMEIZ SN D &
VO BT, fhas ARZERH I O R AT 7R BRI ELIC
BT 2O THY | B3 - TRBECHT H1EE)
BHHZDMERAIKRBEBEDTHS I,

B 21X, AEECTHERTHRETS, thax Lo
I 2=T s BRIZ OV T I 2 =T —
v = U &{TV, ‘patient involvement’ & VY 9 §EA U
THEENOBE - TTRBEZ XA T & o EHREE
HF%EPT(National Institute for Health and Care Research;
NIHR) ZDEF - TTRZE & 2RO Sciencewise
CHEHETOIEL TR EOMEELTEMN L TCEX
B ZEHCE R O SR ‘engagement’ E B 23 HHE - K S
SNLENE 2D TN D,

el LB - RS E AR, ST 2 il
DFELIZH Y | B - TRBESUERFR S-S5
o5 HARENIZEWT, BIRF AT, BF - TR
IRt R L DAl a=r—va v E—RKiED
SETRT LIRSS LD D, JRMAMITE
ENT IO E 2R & BHE, £ < DA%
JRHIE, (BERIAHFEN2 0 2 3FITRELE

[RHDER LMD (RSN TVD &5 A
HIZ2MEERZERET 2D LT8R | HFHFE
FRHEAEL, SF 0t BE, TREMEE I
=T A DOMOAEEN R aI o= —a Ui b
T2 > T ATRED SV, £ D72, [ -



MRZE= (FEENREED) R &) Bz
AR ETC D Z LIRS e E 2 ATH D,

D. E%

AgECIE, BE - TRZERET 2IEH, &
o EMEREER A oA LTRELTX:
JeE 2, FEEEEERS LB - RS EHEED
728 DIEMIFS I % 52 1) C il 2 ORFZERD Rl R 45
2, HBE - TRZBEOEEIZRT T, EokHich
FHROTA BT A4 28l LTI\ D OO0 F -5 fm
A FIXED LD 2PNl > TND DN E IR
L7,

KE, A—ANTZ7 VT, BFXONFTHIZONT
b, EMRROFECAA KT A %, i
I CBE S AL D, BWTHT-RNFICET 2 L 0N
BIMERR S D Z L3 < B - TRSENEGR
S, B - TR % X 2 D A0 S i
T ERRL S D, FlxIXEETIX, B -
RZBEIZSET D N A2 REMT D AN [T OHEFHF
RHUEETOFE, Bl LTz N2 ~DHa0hcE,
B - TR ENEEN R 5 2 ORE A JE g )
O I A A0 R, B - TRBEIZZET 5
N & OFRSH K E B IFEO A LA — Y —
TIHREIIA A B AAIE & il U CRIFICHEA T
Do FETIX, tEEOZERZER R & RT3 DB
DOERDDZ L FRTHERBORTY = &
— A ) _X—=2 3 VEOFETH LIBT3 =
22 =T A NTONRAL T ARG EITO, FB k2%
B AT BRI R T 2 T ER R T H H &
nNTky, BF - TRBEIL, ZO1OOFEE D
ALERTT HALTERY (A% bIRERN & S 2 AThE
PEDSEIV N,

7272 LIRS BRI B8 2 I D188, A R T4
VEOIEDSN OB - TRBERCE T HIEB O
OB E & D Y V) — 2%, BRI RAT = OISR
TuYxl FMEK - EET L5, Ted s
METELEBIZY U 7UNREFEIEE > TL
FORNRETH L, BE - TRSEET 215H)
(ZBAT 2 BEEIE & RS TR S, U
I OINEDFERERBLIE L, BM~DT 7 & A&
D Lk & LTCHER T & 1%, LENIHRO G -
B2 B Bk 5 0O AR — & )L A | Learning for
Involvement®dTH A 9, b L —= 7 {Ml (47
AU FTTA40) REH, €T AT 1 S FEE
ZERILTWD, DI H P ERE . IBINS
I AlR7e E O G 7w & | B ARm s e U v
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7 JeOURLBMEGHFTRETH U . 7 7 A L DGE I
XU m— R T& %, NIHRAOEBICHTET S
N2 DBINT 25 Z & b AREEN, U =7 RITiX TH
FIZLoTHE LIZABENE I DOFER S D) &5
FSiTinvgd (3, NIHRO X 9 228 7eBh bR 73 |
B CHLEFETA RT7A HFEEZ D VDD ZD
KOBRB=ENY A balET LI &id, B -
RZHEERE LTEHTHA 9,

RPBEE, A—ARNZVT  AFHIZLEEELT
RNSKE T, TR, BT A~EBE - THTRS
Wz, A EF7 (meaningful) . L\ (good) 72 & D
R 2z TRLT MR R oD, FE
Hh TR - T RS BE DA 2 D EE i A3 HE A
TWHERITIT, #7228 - fiRSEA~OHfF &
bz, BRI LB - TRSECAE EREE -
T RBEESOBEOHFIEN TR IND,

o, A CTIHEE - TTR2EZ 1 Lsd HEE
DEETHHZ EEHLNI L, B LHAGET
PSS EIZIiE, BRICER 4 2 CF VbR TS
(8 - TTRZE] 245 Lo, 1E8I0 B Bg0kf
LIS, EEzmE), ME2H], YEES
H| EWoT i b dY D DH7EA9, £, Kk
D FFLIL.  “patient and public involvement and
engagement (PPIE)” ZHERE L7V, TG, &
FEOEBEHRRBUCE DY S, BERMEDSIT &
RDINHRH D aIa = —va AFEILE
to, LT m bR 7RHEF (Proton Pump
Inhibitor) DIEFRE LT [PPI) &, B - RS
DIEFRE LTHARTERLS>SH D PPI] L DR
AP <SBEICLD2 DTS D,

E.

W ENOHEFRREE - TR EEEO A1,
KE, VX A=A TV TONTNOETYE,
AL F0BUR, BIE TN E kG 2B E 2 7o
SO RIZEENEA TR Y . EHEL 22 D IESEE
A KT A U BNAEENOFHMEDH 5 TRE LA
IThNTW5 RIE, BARZ G, S%EHE - TR
2 e LD ATREMERN B W E 2 12 E > TRE
IREFTHAH, TORE, BET HIESHES -
A RTA L HEORBBRSCHEE WA BEICEMETH
5 e BESBHOFEMFLUAMNATE 2 BE - TR
BN EHARATREL 72> T L% 9 720, BAfED DSy
MDRLTNHEDTHLZENEELNEA D,

(275 3C#K]

1 Australian Health Research Alliance and Western



Australian Health Translation Network, Involving Co
nsumers in Health and Medical Research: A practic
al handbook for organisations, researchers, consumer
s and funders. 2021

https://wahtn.org/wp-
content/uploads/2021/09/WAHTN-CCI-

Handbook 29092021.pdf

2 UK Standards for Public involvement, 2019
https://sites.google.com/nihr.ac.uk/pi-
standards/standards

3 Health Canada and the Public Health Agency of Canada,
Guidelines on public engagement 2023. 2023
https://www.canada.ca/en/health-
canada/services/publications/health-system-
services/health-canada-public-health-agency-canada-
guidelines-public-engagement.html

4 US FDA, Patient Engagement in the Design and
Conduct of Medical Device Clinical Studies. 2022
https://www.fda.gov/regulatory-information/search-fda-
guidance-documents/patient-engagement-design-and-
conduct-medical-device-clinical-studies

5 US FDA, Patient-Focused Drug Development:
Collecting Comprehensive and Representative Input.
2020
https://www.fda.gov/regulatory-information/search-fda-
guidance-documents/patient-focused-drug-
development-collecting-comprehensive-and-
representative-input

6 National Institute of Health, NIH-Wide Strategic
Plan for Fiscal Years 2021-2025. 2021
https://www.nih.gov/about-nih/nih-wide-strategic-plan

7 European Medicines Agency, Engagement framew
ork: European Medicines Agency and patients, cons
umers and their organisations. 2022
https://www.ema.europa.eu/system/files/documents/othe
r/updated_engagement framework - ema and patients
_consumers_and_their_organisations_2022-en.pdf

8 European Commission: Directorate-General for Re
search and Innovation, Responsible research and inn
ovation — Europe's ability to respond to societal cha
llenges, Publications Office. 2014
https://op.europa.eu/en/publication-detail/-
/publication/2be36174-b490-409e-bb60-12fd438100fe#

9 60 Horizon Europe Programme Guide version 5.1,

22

European Commission. 2025
https://ec.europa.eu/info/funding-
tenders/opportunities/docs/2021-
2027/horizon/guidance/programme-
guide horizon_en.pdf

10 European Commission: Directorate-General for
Research and Innovation and Mazzonetto, M., Public
engagement in R&I and framework conditions — Mutual
learning exercise on public engagement in R&I. Third
thematic report, Mazzonetto, M.(editor), Publications
Office of  the European Union. 2024
https://data.europa.eu/doi/10.2777/4578743

11 Health Research Authority, UK Policy Framework for
Health and Social Care Research 2025
https://www.hra.nhs.uk/planning-and-improving-researc
h/policies-standards-legislation/uk-policy-framework-he
alth-social-care-research/uk-policy-framework-health-an
d-social-care-research/

12 Health Research Authority, Best Practice
https://www.hra.nhs.uk/planning-and-improving-
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