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£5. 024 HHER FRECTEBNESEE | ktlbxh | FDH (T |

ATV BERPHEREIZERT LEH -40% BCRE OFICRE XEE | DME
EROBEEESTLTVET b, BA | <tzELY) |

a REMERROEKRBREEE) 14 1 2 2 9 14
b FOMKEROBEEREL(E) |7 i 2 0 4 7
¢ KEMREROEEFEZEIE) 9 3 0 1 5 9
d TOMFROBETFHRM(E) 5 || | 2 1 i 5
e BREEBRER 49| 3 6 0 43 52
fl EOMOBERREE = (1| 0 o | o | 1 | 1
g KEODER -HEE 51 18 13 2 20 53
h TOMERHEADOER-HRE |1 1 0 0 0 1

i DHEBEOMESRE 3 1 i 0 1 3
il ER#EOMRE |12 1 1 0 1 3
k| FOf(FOMI-E#HEEL) | 2 1 0 0 1 2
BECHBOREEZFERALTL lml 31 27 6 86 150

DDRFIRFEODER -HREL
YERBEREMTSZINIL
FLLABERTHS.

CDBEFEEFNFNDEEIZCE ST, WXEFEZALGHALBCHABILI L -TVWADEELERNE
T, REHEEOMEZREKit LECHABAEZAETNA, 1, 1 BRELODTWET, KiTEE
HDELFze CHIFLBEAARBNE SN TOENEEZEHBRELD T, FATLLEWLS

EHDTLED,

R REFEEEZRMEL TLETH I, NIV A 38 (62%) . TLMNZ 1AV 19 (31%)
[CE-o>TWWET, ABETEFIIZD2 CHoNTPo2TWSENS ZETT,

ENNES NS T LELGDHN, REDOER - FREX 51 2D 17 fskhs MELy) T, 514
D 13 fEERAS TLWWA L, REIZEMN 20 TY, COILASHDT—ITELEHAINELNIFEYE
o EDBBRTHO-TLNHBEEEENTELL>LAFICYNBERLELERDIETS,
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#&6. 026 25TIMEL | EHFALA La T T e BT L-ﬂl_-.ﬂ‘.rfrb! < it

~, BT R E COMERES [ e e ke o esiogz SHTN crom o) %0l
BOERIOVTEEALEN, ets. mueis gz, oo CRMETL 57 Lol Y 18
a| APHESEOMEEENE | 14 1 1 0 0 0 0 3 5|9
b| FORERORERETE i | 1 1 0 0 1 0 | 1 3 | 4
o| XPHEFRORETEENE | O 2 0 | 0 1 0 0 4 |5
d| TORFRROEETSHNE | § 0 0 1 1 0 0 1 213
. SN 49 | BRI ] 1 1 0 1 |6 |43
f TORDERRES 11 0O 0 0 0 0 0 ]0 101
g KTOER-GRE s1 |90 |7 | 3 5 10| 2 [ 1 [17][a4
h| FOIhE SE0E B- R 1 0 0 0 a 0 0 0 o1

i AR ORI S 3 1 0 v} 0 1 0 | 0 112
i ERHAR OIS 2 (| 1 1 1 0 0 0 | 0 |1 |1
k| F BT ORISR AL 2 0 0 0 0 0 0 0 0|2
¥WRATGREBE [144]] 20 15 7 7 | 14 | 2 7 |39 [105]
EBOFEHNE

mEhT3, b

RIZT26.25 TLIFWN EEAF-AN, REBEEBEOERICOVTEEAL S, M
Moy rO—)LEREAET 51 A 21 (52.5%). By FO—ILEZREBRET 5] &
16 (40%) T, CIhIFEHEBTEELTVLWEITM L, £EHET L 100%%FBATLE
T, ALY TILEFATEE - BT D1, BIAEVSDIERIOERKRREREIZEZ
EWSZETT, TRLY U TILER—DHIRT2EBIET 5. CHhIFBRREOHRT
FEL BEIFETIN, TRACHYTLZHDOFET2EAET S]. ChiFFALY Y
— VD IVRERMRS— VI Y —ETRETSHEVWSIBEATY, HEAFMRFTELT
W3] T2y EWS T EICHELTEET,

125 T I EBZF=AN] ERICONTEWS ZEICHD E, BHETE &
5. 2FYEEZDFRFED a) ~e)[TONWTENEN, BREERBAIE A 5. 1. 1, 15&
%, TNAMLKREDERIG 10, 7. 3. 5, 10EFZREL->THLWETA, 10DEZAIE TAEL
YUOTLNEHNDOFET2EAIET S TY, 6. KEOER - IEEEL-oHNY ., &
B R L=V T o=, A LI P O—V I VAOBMAPH>TVWET . ZZTHMND
D&, HEHZHETHDIETT, [SEIFLRBBEEEROFENEREIATLS] &
WS ZEFEERNVET,

SOEHIFBEHEZTIIL, CNEEEFEFEDHI-LS5LET—F2Ta).b.c)&lrs
WAL DONHYFEITH, EHOL-TVET., BELBEDIY FO—IILEZRFAET 5 &
WSBERLHDELNSTETT,

27 BEFHREICONT, NEEBEEETE GHE) ZEELTOFETHI, ChEFED
BEELVID, SEDT—RICHEYB/EZZEHEDOTTA, ML A 11 (18%) LhdbY E
A, TWWNZ] H46 (7T7%) TG, Fh b, NEREETEZEBLALELFELLSIENS S
EIZEYFET,
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£7. Q27 HiEHR-HARETORRIE SN TOHT | L5
'cumua{z:ﬂﬂaﬁumvc HNERFREE Ly | LA | OEIZRE e /it
(BTl ZRELTLET A, {fZELY)
\ Kt BEROBEREENE | 14 1 3 1 9 | 14
b | TOMEROERKRES(2) 7 1 2 0 4 7
c | KZEHEHBEDELETFE !ﬁ*ﬂ{i} 9 1 2 1 5 9
d | EOMBROBEFEHRBE) | 5 2 2 0 1 | 5
e BRBERER 49 4 2 0 43 | 49
f FOMDEREEE 1 0 0 0 1 1
g | RKZDER -HRE=E 51 2 29 0 20 | 51
h | %mﬁﬁﬁmﬂﬂmﬁﬁ-ﬁﬁi 1 0 1 0 0| 1
i | LHEEOHMRE 3 0 2 0 i 3
i RR#EEOMEE [ 2 0o | 1 0 1| 2
k | ZOM(TOBEBIEEL) | 2 o | 0 1] 2
R EZEMAZL 144 [ 1 [ 45 | 2 [ 86 | 144 |
NBEETENTELLIG
FH <UL BELRDNS.

EREERBART N HBEEEEEBLTOEITNL, NI 4T, TLWWZE] N2 T
T, 49 HBHDIZ, BELT6 T, RKEAZMN LA LVS5ZLIE, COBIFEALE>f=hI+T
T CNEFARLELBVEVWSIDETEAVWVNERNES, KEOER - IE=IL M
LM A2T IR A2 T, CHEHEBEBEVNTT, HEBBEEEENZLAELRINT
WEWMRIRTT ., CSTHEEDDE, KABHDNZNBEEEENTE D & S5 HAEEHD
CUNBREELEEBDLNET,

BIZIL FHCEVTCNEXENFLVWXFTEVTHY FTHBOREEEL LT,
NERHEER EAZES O TILOMEF vV Z2TVWELE] TREELVYEREFETT HBE
EENEINTVEIHERBERE LTERIATLS] MMIERESHZRIRLTHRL
TWa] HBE, Tzt (TOMIZEHCZEL) ] ORICEHHLAHY F L1,

128.27 T &L EBZt=AN, EBICDONTHBEZ LTS, [GAPH—R 1] A4
(339%). MGenQA1 A0 (0%). TZdfth) A1 (8%). Thh b MbERMEDY ORXRF <
v EERBLTWLS] A5 (42%) T,

[CAP H—ARA ] DA {LLHEVEFTIN, BRALGY—ARAMTEHBLHERVET, 1Z
BEEEDIVORF VY] [FF—2ILTSH5TYT, MFPHEVTFIAEL, ZODIFSEE
ZADEIGHBEEELOTIEIBELNERNET, £LHdE NBEYLIERBESEK
FHBELDOIE LN DTLE S,

zhnho MEXDOREICEHLTIE. AEREEEZIT>-TLERAL HDH0IE TEFRE
EDNABIEZLTWD] WS ETALHYELT,

r29. EHERICONTL, THRE-EREGE I M4 (712%). TFE]I A4 (6%.) TE
| A1 (17%) T, BEENRE. BERFEWICELLL5ICHEIDIFTTMNE. B
BEOLCAHLEEHYET,

KEOERIX. FERE -ERELEI AL DD 28 TY, TLHDH L. BEEMHBREN
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MR TELIHMRICODWTEZADIVENHDIEEAFTT, IRELVLSDIFKEICHLHZD
HIFTEGLWTETI L, REOERELTIE. TOBDOHREESITLHIOMNEWNS Z EIE
HYBFET,

r30. Z2FIZ2LWTY TTN. TO~@FTETEAHATLS] A6 (12%), TQ~@®% %
AZTWW5] N7 (13%) T,

TNORRIEESGH>TEYFET, EFFZTHATUVLEUVEELS. SOEKETEZLE
W52 &ETT, ZUr—RE 2019 F 12 BA D 2020 &£ 1 AR THOUIYEL=, BIRE
REELTWBEE>TEVNEEZTVET, ZHIIO~O@HDOTTA., LWAWVWALEITK
NEEDZEESEGEEEFTLEFTHELE. TWTNEZFAZTOWERAIEVWSEZLH
UExLT=,

3.6 PUH—MEROBE. B

B BEMEIZONTIIE. SOLIIZHELTVET, Z2DTIL—TIZRIFTHo 1=
YDE—RUEMLEZDITTIN, SO IVIHERICHEY LTEYRLIZEWLS ZETT,

(32. BRBERBFEZMABFTENHY £I DU NI (FFzo7zD 4 (4%) TLT=, 1=
2. BcDOFEELLT, TERICHREFEL TS T45%&. B85 TTS0FERTFE] TM1o%4
W T&85REHA TRICEMAT) TRETRH] &b, WAWAREEFEWVEZEE L, &R
ELTTKREDER -MRZEFERBFEARMZMAFEN LI EWVS ZEIZRYET,
WMAEFENGNELGDE, PRYEAGY OBEETERFVPLEICE>TEET,

ST, ESVNETHEEEENTEZLDN, HAVWITELGHEETEZETITHET DO,
HRERBRLT, 133, [ChIEMROBERTHY . BRRREEBRETEHY FHA. KB
HID-OREEEEDHRICRIZELZETTILENHY FHA] BEOEHEZLZLTVET
Mo TIELN AV 39 (37%)., TLMNVZ ] AV 45 (43%) T, CNBEIT2HESHVTRBEL
TEEOT, I AEEH-F-EBR->TLET,

ERFERBRIESTHIC NI ELGELCT2HOTELN, KEDERTIE &Ly
M24TF, FWEZAT, IEOEZLLEHEHELLDTTHL, TREDER - IREE
TRICNIEIARDHERTHY ZRIEDREHZEZ L TWVAEEMN 4] 1%1ELGE>TULET,

34 NEBEEEEDRKE] [CTDOTIL, EERDOFT 71 (80.7%) M THEHEEEEDR
E| #HITToTWS, b5 TERIRREEEDEE] A 10 (11.4%)., M EEEEE
ZEONEEBEDREL EDIE] M 25 (28.4%)., TZdfh] A 15 (17%) T,
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#£8. Q34 MERE HEFETET- i snny FHBEET

TOBIER RRZOSCEMELET, | oo | BENERE lmp ain 2o | 0l o
EEFHIRE EETRATOBERR moee sipps o)y SEECE OISR T 7,
IZBLTHIZT>TLBDIRERTT A, D | PRERE | FEELY)
(EHEE) DmA

a| REMREROMEBELE) | 14| 5 5 4 3 8 [ 5
b, FOMBEROBERELNE) | 7| 4 0 2 0 § | 2
c KEMERREOREFEREBE) 9 4 2 2 0 [4]5
d EOMBHEOEEFOMBE) | 5| 2 1 __ 1 D lzly
e BREEREN 49 | 22 i 14 4 2623
f TDRDBEEEE 1 0 0 0 0 01
I AEOER-FRE 51| 28 0 1 6 |34 17
h EOMEEBMOER-HEE | 1| 1 0 (] o 1o
BEBEROIHRE 3| 2 I 0 0 |30
j EREHOMRE 2 1 0 0 0 11
k| EOi (TORIcEEE#ZELY) 2 1 0 0 1 1|1
B 144/ 71 10 | 24 | 14 [86]58
NEBRETEFEDLSENRE

LEbhd.

ZTOARTY, REDERTIT TAEBFEEEEDRE] AA29 £ V\5 & TY ., BHEE
BREFRE NEEEEREZECNTHEBICEIIRELEDRRTI FEDHFET LERNEDS
[REDER - IRETIE, MIBEEEEZEDSICLNMBELRDNS.] ERVET,
&ETY, [35. EEEDBEIRTY A TY . NEAI A 74 (69%). [ERRIRE AN
A 22 (20%) TY . CORRFFMINEL, EEENICKZRIEMTYT, FRFERE

ATIIERRRERMTY .

CNEFFRTE/HIZLETIA, CLAMDBENMIGONEANEL, BERER
B, &M E. BANEEGFRRBEL. FIRE. WHVAELILEZEVTIATVET,
ToMmiEL (BE¥F) GETY,

3.7 2w
1 is.tié:)mmwmom& BRORRBE, BRARERE e
| B4R T Y — M ERAL TN, ‘ S 75 8 TR A

2. REBRBShTOVEVBEEENREDCAZREOER -HARENS H#IEBELTW &
HTWB, A ‘

3. BRIESh TOEBESMRE DL THBISORHD68%E N EECTo
REOER - HARENLHH TS, Lk

4. ABBEBBEOFZIOVTIIELALLONRBINTEY. REHE
EEODRENBESRICEELLEHIN TS,

5. REBRBINTOAVBEENBREITOVTELDXRENER -HRE
THHBETENARBINTOELD, BYELG AT LRGN ENEZD
ha,

6. REBRBINTOABEENBREICOVTESDEERT, HEFEIC
B3 2BEMRZOATLVAEL,

7. RBRERBINTOAVBEENREISOVTRKEOER -HIREXED
[ChEHEDKRTHYS L IENEHEL TV SERIIT1%5THS.

8. TMOoDHEREILLICEVGHEEFBRAMZRELTL
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(EH) XFZLEOBEHMELEDLDITECFEERETZEDHD Top-Down T, 2HELIEARH
[CREFRARTHEZLISVWISAIBIETT, WAWABTARAY L3I UNTEET
L. BBICT—2Z2 D oBETEILICHL-THYFEIT DT, BRERMAERSEFDLE
[ZH5hE LhFEEAD., BRIZODESGERTHDENS T ETT,

(1) —D2fElF, 149 OBUAFLEVSDIE. EDLSICENFELIZTLLID, BER
ERIIABEOHDHENS LT, 2REELFTEHELEOLRLREE 2554 &
Bof-DT3IInEL,. 49EE-LP2TUVT, FNIEXESISPLTEAEDTTH,
(Fl)  BREEREFREIR—LR—JIZEH - -TWEEIATT,

(18) BERBEFCEGTFREZRELTVWSELEIAEZITIS

() 5 T9 13,

(18) HhVFELE, HBEZODHOMHANDEZATHY FLI-EEFHREFIRHLT
WA TIDN., BED7U7— FTLRIEEANLEOTREL TV EREBERER
DERFIT 62 TT, BEAN G,

() DREVWEWS ZETTHR, BEADLRL,

8) F5. FIRE. TavzoXBOBPA AT —LREZRRBRATOLL>TLNS
DEAESR. TOVSHFELAHBYETODT, EVEFIVS0DESE. SEICLTUL LT
o ERVWET, KALLBELLET,

() SEO7US— b, REBERESATOVEVWEWVWS EZATHEVLTVET,
(HEH) EWSIEEF. B&H2EBERLGOTTN., RERIRE SN TLIBREZITOTL
HLEIAIE. 2L TABHBENSIZETTD,

(1) £HEHLETH 6 LLEIXLAALY,

(BH) RBEZPL-O TVLHLEIADH, RIDRXZA4 FIZRLTWEITFETH,
(hll) —FBRM (k1) TEH,

(#EBH) RNROELZA,

(i) 2, 330,

(HEH) ZDEZAHIT. COREIKERLEEEEZONTTH,

2) 1 EEASSVDOELLGE, FAlE. IREDERIIASMY FEA., BEHERE
FlE 118 T, BERBIZMBLTWLWDZOMN 11T TY, £IFEBLEFELEELSIC. 205
LEGFENREZRBEL TODEHRBE LV SHRHOHIE6 TT,

(Fl) REBERESNATLDIEDIE6ZENS T ETT 1,

(1B) XLy, 6 TY,

(#EH) HULKESTITNFET,

(A%) 72PLUbOBAFLRALET., RERBE SN TOGVVRRAZBEEIZDOWNT
DEBTTH., FEIUE. FTHUICHRELTWELT, RIFEEHMEEDHEETHHEE
[CHZ20F D4 IILADREIL, BRERLAEETHLTWT, F 75 U0OBEFREZFEST
TO—JR EEBREMMPMRBELTODELESLBHET, Ny Tr—IUTOAVWALRRERAGEN
FoTWWBHEWVLSDOA, EXR, BRTYT, ££D TREBRERHF SN TVERWVRRAKEERE
TREORHUEES ShTUHETHL EVWS TEMIZHIT ZEET. Tkitftshizt 0%
Al D%t WG EBS-DTT &, BEINNEVWER M EWS & BIRAR
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BT, bALarvrA—LETRDOY, RATVEANT, HEIBEDHFRAZRE
THKit I XFEAEFELLBELDT, TNTERH-DOH., kit DEEMN., L LT EHEE
EEHNRELAHBERRALT, B2 IR —FESNEAEENH DD TIEELD
WS ETArNDLRIZHEY FLT,

() XTI RFarELTIEABTLED,

(EF) 4FEMIFED, EXRMIZERREBL SN TVGRWVRRAZEZRE T, Tkit
EEnfz30%] EVLWSES5LTEMMAHY FIA, RFERLLEIFLKLSIZ, 2BFD
—RE2E X7V TILEAALPCROERE., 22 FO—)LOTO—TIEREEHN
BT 5, TH, BREKREFIKILIZCHE-DTLE-LTWSADT, REFESHBETT A, kit
CBERILTLES E. BhNEARFTS DIt EZFE L TLEINDEWNIKSIZEZT
LESTREMNH > T, DELK ELHFREFICALTIIKIt EVSEEOLOOENAETEH
ZVWERLERETT, RPay, RATVEANE-RRAZRETSZL DT, RO

(Research Use Only) TFESTWASELDEFARBICHLGL T, ERITT—7y FMIHLTH

VD ZE S TLWEWLWABLEWVWERAI EEODNSZENFEAETTIL, TANEE
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() HYDNESTTWVWELz, D JZBLTOIV VI TDHEIBHERZLEZD
T. COEOTLFESEVSIECHEFHYFET ., ChOFMNESITDNEWVNSIED
BHIEENE LNEBLDTIA, REATIEHY F94, Kit LECHAR, TOMECE
BIZHFEYVHWEWS 2 EIE, BAICESDEP>TWVWADIEFKItEER AT WS MD
LhGWTdHh, BHCTESTY,

(H) MICELGEMATSVETTLLID, SOTEREFIEGERICHE->T, 7
A—JENDSTS5AYX—FETEHMERZBETP O TVDEVNID, T5HEERN—RT
A2lE kit TH, ThEECABELEZSIAB VS L., kit #FE-TWVWEEVSIEZAD
HHEVWSIIETTHR, SO0 FHELEE. TH5VSEKRTEHERHARTL>TLS LW
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4. NAANODBEBTOERELDO-HOHR
FLiEEH (RERXPERPHER

[BFAR]

4.1 IS0 20387 @ Impartiality & EED#WEIZDLNT
EFERORHEFROSEDERY KRS /N\A ANV FEHTIE, YE - LEH. HHRE.
ZLTHEETOREINIEONET, AFHEIX. TOS55DHEATHOREIZDOLNTHERE
T5, FHMIERTA FESEBZEN, BEDORIZ. SBASM4 FESEREHLFE L

RERDIEDFTHY TFA. IS0 20387 DH T, /NAA /N2 (X” impartiality” %
KOLNTWET, Z0 impartiality &FAEZASIMEVNSDZE, SFEHED 1 F£HIZHK
HFf=LELFz. £5—2., IS0 OXZEDHIZIX, AEOHEEIZHLTED L S LBRIEZE
LBEFREVFELMNENS ZEITDODVTHEREFELFELIZ, ChZEBROMEBIESHICES
LizEZITESLRDIEAINEVNS T EE, BETLEL, (#2~10)

2017FE DR
o AN DICRIIBISOICH 1 BHiRE B ADER

AP BTBEE

ISO/DIS 20387 (4 2AYMIEREBIA 4.2 NTFH)

IEEEE - e fRIRiEE OB = S1RET

1. BESOHER

- FlaEORE
- ATNTO OB DFERNDE

2. "AANRYODEFHRRHINT > 455

—"NANTAT 2y T"
— Betn - iR OBSEIRfL, P RANNERGTE
- FIEAER

SREE, BENG

1SQ/DIS 20387 (7 JOCADEREIE
7.7 EVHBORERHMRE)

« 7.7.4 \AA)9E, SATOEMERDRES
ARzl . ﬁ.iu;mnlatt;bnu 1B = DEYDRA
#4& B RE RO — jo)}az{’ﬁra)hb St

« 7.7.8_ ) NAA) S HORERUER

(J]‘?éﬁ%&!ﬁ@?%!ﬁﬂti!ﬁ
L. XEEL, FURFNERSR,

= f/‘\CDthX‘T SHIRFUTRSRN,

— SR A AN I SN SRR T
B \ BF : EaTMSHIRN G

— LR RG-S = s R0

—EBFHBICHF5ETF ARG
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« 4.2.2 NAA)IDOIRIAT N DTFHICEE

ERERENIERS,

« 4.2.3 JAA)CIE, SAA)OF I DEBHON

FECEFEEDRINERSY, AP EEEI{TD
BN, BENM(IBOEDZETEL TRESRV,

© DA IOAFITEEN IRIRE. i, 4/0
b B, ik, 2249,

'J'/Z 7? A HEBEE
(77 FENEEE), UL~
b"—w%”ﬂ“l;ﬂ BN FERIOZIAN (FTOA
OFREARZEL TV EN B, |

a9l (impartiality)
- ZERRMENHBCE (presence of objectivity)

- RIEADFR1 FEIMEEED, %Uﬁ*ﬁﬁb"@b\b\
(&, sERFTOIEB (CBE A R FITEN RN
&3, FISEHERPI RSN TLBCEEELRT 3L
BfEEN3,

- KIANDEE2 DNFEOBERELABOCE
FBREOMOEEEEC(E, ST, FIZBBIND
L\(_c‘: RREIRVNCE, ZABNROCE, B37,

NIE. BE. NEAIEKX, B RSEH®HS.
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biobank’

Annex lIl: Conflict of Interest Policy

1 Introduction and Background
11 TNs pd-cy aims to ensure that UK Ennanks du:\sm-makng s for access 1o the UK
obank Resource are conducled in est standards of integrily. The key
pnnclpla Wking Gosms g presnciion of mgn tuHIy et resaaren o o public: benefit
2 Application of Policy
21 This policy applies to UK Biabank's
~ Boand of Directors, inchuding its Access Sub-Committes;
« Principal Investigator and UK Bicbank staff, and
= Any advisors involved in the access review process.

Each person covered by this policy (Individuai) has an ongoing responsibilty 1o comply with the

JAANIDEE, BeAnDARE
FFREOHZIEROEE

FRI7 T, ZERAVRHIETORER

== _'JEE%EH‘T-"'J?#AGJTF*E]%

The biobank can make access decisions, and may restrict

external access (e.g., when access is inappropriate for a
research area, or is not in the interest of preservation of
stored samples).

Iceland
Biobank Act 2000 Finland
% Biobank Act 2013
Norway +#
Clinical Biobank Act 2003

Health Research Act 2008

Responsible researchers

X The legal custodian
administer external g

("Biobank Custodian")
makes the final decision
on releasing stored
samples to researchers

access to stored samples.

Impartiality issues

Increased expectation for biobank as an
independent reviewer of sample allocation

+ 'The Research biorepositories, even if located in
hospitals or public or private research |nst|tutes must
towards citizen donors as well as researchers and their
institutions, including the hosting institution, and their
Sponsors’.

- (Org. Euro. Can. Inst. From the biobank to the research
biorepository: ethical and legal recommendations. 2010)
'The custodian should be clearly designated and, ideally,
be someone other than the research investigator or

sponsor(s) of the biospecimen resource’
- g}l:l](llll.)Best practices for biospecimen resources, revised in

The Priority Guideline (Nationella Biobanksradet)

« In order to support a custodian’s decision making,

Nationella Biobanksradet set up the advisory
committee and the guideline for prioritization (2009).
— http://www.biobanksverige.se/getDocument.aspx?id=341

Points to be considered

Consent of the donor of samples

Ethics Review Board's approval on the protocol
Not jeopardizing clinical practice using the samples
Respect for existing agreements on the samples

Respect for the researchers who initiated the
collection

Acceralation of releasing samples for research

Wik 9 b

&

BHADE
[EH - IREROUNER - 73R 21T 1R

+ ALBH-IRIROUREE - EREITOER. B8, . iR, BARRE0REOSE
(BRE0HE BRMLIE iﬁifi#'ﬁﬁlhl}l‘l WEFRTIBSEEDS,

ERELAVMESORELEST, )
« IR EEEATOME [BAROFELE

o AROEMmES (G- TBIROULSE - SERETORMOS IR U - BRON
E-SROEAETUCEE  BROEMEZIREOEE S, HEHRE
LTS REOENNCE TORRRREMOEIRULZEEHFTEED

HRESEORAIOVTEREMIZL.)

E?QFHJCDJEE
o - TEIRE O RITOMMIC R I BIESOEBLOTE
«  aEH-ERoRTF RUREEROSE
- BREROREBEOSE

« SHERETEOEN - RIROEREL

« IAREROMESE. EI0EHE0EEEARESOREAME 0N

7/LiEE SHRAEEEOERE(4)

. “‘t*ﬂ 'F“?EED-'{ _/'J':»t—ixt* l-rt_-f hmp’qﬁ&ﬁ&%ﬁmwmﬁz
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LEWLWTChEWNS, BIZA X1 X Topt-out & ULVS5 Z EHRIRE

WTERERWV=LFEL, (#14~19)

Careless.data

The authorities must take the necessary time to remedy the slapdash introduction of a dutabase
containing the medical records of the entire population of England.

BRAE T (S8
(AT FPIHDE&EDAEINT
Ham D EA

ENHS(2018) : FABEUAOENTOD
BEROLEFI ALIFIRESRILS AN
How to manage your choice online

For security reasons we must verify who you are before you can manage your choice. We will
do this by searching for your contact details in our database.

o Enter your details
Tell us your name, date of birth and NHS number. We can then find your contact
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“Better Information means Better Care”
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https:/funderstandingpatientdata org.uk/news/its-not-caredata-blog 5

Where an opt-out doesn't apply

hittps: /) www.nhis.uk /your-nhis-data-matters/ manage-your-choice / where-opt-outs-dont-apply/

There are some ::r:umstances pply. In these circumstances, your

confidential patient information may still bkl

thmg out will nat apply:
where the information is used for purposes relating to your individual care

+ where the confidential patient infarmation does not contain your NHS number if obtaining
the number would involve disproportionate effort

* if you have given consent for your data to be used for a specific reason, like a medical
research study

«  where data is anonymised which means you cannat be identified fram the information

+  where there is 2 legal requirement to provide information, stch as an order of court

+  where there is in the disclosure of your data

[CE2=DT, ENIZD

+ where information is used to support the management of communicable diseases and
other risks to public heal

ith, like meningitis
+ toinformation given to the Office for National Statistics for official statistics, like the
Population Census
«  to national patient experience surveys sent out befare April 2019
+  to data shared with Public Health England for the National Cancer Registration Service, the

information in our patient database.

o Receive a code
Using the contact detail
verification code.

° Enter your security

When your code is verified, you will

The National Opt-Out Pfogramme
[ZEATRPONTE )
2018558~

Ue aule W

National Congenital Anomalies and Rare Diseases Registration Service and the oversight of
population screening programmes

« where data Is used to make sure people with learning disabilities and/or autism receive the
best care possible when in hospital for mental health or challenging behaviour issues (also
known as assuring transformation)

« where data is used to make sure correct payment is made when there is no contract. For
example, if a patient lives in Bromley but is treated in haspital in Devon, an invoice will be
sent from Devon to the Clinical Commissioning Group (CCG) in Bromley that holds the
budget for the patient 17
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Perspectives

The challenge of opt-outs from NHS data: a small-area

perspective

Frédéric B, Piel, Brandon L. Parkes, Hima Daby, Anna L. Hansell, Paul Elllutl
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How does the GDPR apply to gencmic data?
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NHS |

Health Research
Authority

Supporting commercial contract research in the
NHS

Earlier this month we set oul new arrangements o improve commercial contract
for Health Research (NIHE) and other partners, which came into force on 1 October
2018

These arrangerments respond to leedback from companies about the meed togpeed up and Lmpily
cashing ant contract ith the MHS 1

o comimercial contract research. The
C al Contiact Ressgron Stiides,

IPEMIeALs are

mandated throwg wtwch farms part

The new directive sets out that. from 1 October 2008, NHS organisations in England imabved in
commeroal contract research must:

use an unmodified nodel site agesment

« Use the standard costing methodalogy (Lhe MR nduatry cosfing templats)

https:/fwww.hra.nhs.uk/about-us/news-updates/supporting-
commercial-contract-research-nhs/
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Genomics -

How we work with industry

+ BACKETOG - WY Wk Wtk i dustey’

The Discovery Forum

coflabarstion and
i, inclustry partness

https:/iwww.genomicsengland.co.uk/ working-with-industry/

Can academics and healthcare professionals access the data on the same terms?

Funders, researchers, trainees and clinicians will take part in the 100,000 Genomes
Project through the Genomics England Clinical Interpretation Partnership (GeCIP). There
is no charge for this.

Will there be an obligation for companies to publish their research?

All members of the Forum are obliged to publish all findings and research at the point at
which intellectual property for any product is protected, in common with best practice in
the pharmaceutical industry.

Are you selling patient's genomes to the Discovery Forum?
Genomics England is not selling participant’s genomes or their medical data.

For patients to benefit from this landmark project, it is vital for companies to be involved
because, without their expertise, the NHS and Genomics England would not be able to
get the new medicines, treatments and diagnostics for patients that should come from
this project. It has always been the case that medicines and diagnostics are developed
outside the NHS and government by the private sector.

hitps:/iwww.genomicsengland.co.uk/working-with-industry/working-with-industry-fags/
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data?

Industry is critical in rapidly translating pioneering research into mainstream
care. It is the biomedical and pharmaceutical industries that have taken
pioneering research and turned it into many of the medical innovations —
such as the X-ray machine, MRI scanner and penicillin — that we take for
granted today.

Without the involvement of industry, the NHS and Genomics England would
not be able to get the new medicines, treatments and diagnostics for patients
that should come from this project. Medicines and diagnostics are always
developed outside the NHS and government by the private sector.

Are participants informed that industry

y will be accessing their data”

Yes. All participants who have agreed to take part in the 100,000 Genomes
Project will be explicitly asked by the trained healthcare professional taking
their consent if they are willing for commercial companies to access their de-
identified genome and health data. For further information, please see our
FAQ on ethics and consent.
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What health professionals say

‘A national database is not essential’
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