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Genomics England (3R EEEREZELTSMEDEE LT Y INELZIT\. FAEDE
BE2ZIERBESEHAREEICFLTT-IOFAZRHTNS

B [E Genomics EnglandFJFB20-

[Genomics England [IEZ0 G e [N = N IR

SESEIRE
SESE

£7
B % F 5T IO
: DES

Genomics ==
england :233:

--oee

W ZRtkRES mRE

—» EHRT-YiEfit

79 (YVT) BB

FRARES LU BEERBF

BEBIUEAR §

> MRS
XME R CHEERE (REC. CAG) [CEBTHEERN

BBEBIUER §
)

- MTAE £

| ERARHRA

7 =5 H A DAGR

q T FFIAR®E"

*1: TV E-FFRI MY TRE T COMERRIRETHY, T-IDRFEHL -V 0-FISRAIRATAE

HFT: The 100,000 Genomes Project Protocol
17
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THL BiobanklZE 3L R EISALFA TSR (THL) ICKYERILEN, IELEY YTV, T-7I1CHE

LTEAEREOF R EHI RSN TR

m R
> EE E K THL (B LR EEBULATZTAN)
> RRALFE: 20144
> {3 Tiina Wahlfors (Director of THL Biobank)
> PR TEHE: Helsinki, Finland
> LR FERNE
>EE: A
> B &8 A
> ATV I RII7: illuminatt 84
_ L)
RERIEE. WROANZALCKEEEZ2ERADRE. BT,
R B Z (R ET 2R MY RERA E0RFEZIEL. EFRICER
5L EBMNELEERMRICEBTS

B RE
THL BiobankW"EfES A FTICRAEL-H
B YEY)

>EERY YTV (B IERY YTV, DNA, ffE. FER)
>PIREENCEEEONDIFR (F: £)FZEPREE)
>RIEME (B ME, BR)
>EERFER (F): ALATO-)VE) . BET -4 (F): ARk, %ET-Y)
»2022F9 A30H B T220,000 L EDT-IVHY VT IVERE
B T-YRFERE
>ENFFENFTEERIETR (direct identifiers) (CBEL T, DIBEIRE
XALRESN, MAERFTIEATEG N
m FFEREET -
>E ARG REI-MeSn=7-4
MWGST —FH T (RiEH)

HFT: THL BiobankZ>FIE KL, Biobank Act3eXX
19

Biobank

m fl ARl EE
>ERASLVE ROHIBRF AV, BEBEREIBRANERTZY
ATLCESF LU, IDEES TR0 ENHD, B8k, IDESETER
m EAMEE DR
>EFICHIBRIFSNTHH Y, I-MESNEF X TCEUB KU EEALLAD
CKES) [CBY YT, T-HFEESN TS
MN-N=-FKZ (K) . Z1-HVANKZE (=) FEOT7 I AFBE
iE=]
B - ERABFOKL
> IAANYTECIYLLT O AINEHSNTNS
o RIEETIEAAREINTY-CACTICALEZEIZLBEE,
BAT-FDEURVERICIE, FEBLLEEAIBREICED
WEEIRIvSiEnRliEons
o TAHUYTINEERTZESEENREECOVTREITTIC
HEEZEDOBVY., BENBEZEIZNMA L& K10,000€0
WINHAKRZVNEEEZE RSN D
B FRERONE
> HPIC2015F ~2022F DR 4. 15K E LRTE AR, i
THEARNFEINTNS (J1VTVFEEDH)

2022FEDNEIEH

Biopankkitutkimukset 2022

e
FAHTRE C AT

Genetic determinants of height

HIsBiE
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CNRGHIZ. ISV ADE AR I F-THY. 5 LD FOMRE. T-IDRFPHITE
27TV, Rt Y5-TI3400,000L LDY ) LT-9%RBLTNS

m EGE
> & = F{K: CEA (The French Alternative Energies and Atomic
Energy Commission: 75V A[RF T, 2008FENHBCEADT VY
- IvITEYEHRRFICHES)
>RE: -
> {X3 % Jean-FrancoisDeleuzeE (Director)
> Pr7E#E: Paris, France
> 55 ERRIE: JENF
>&%: IENH
>EE % $9600%
>BENTY I RIIT :illuminatt &Y
m BN
BIZIADBCH I REREILTEIEZ2BMEL, ERTO
J1JMeRITITREHOT-IDERK. RF. PITELZER
mIRE
HOERBERE NMAVESE
mUNEY
> &, fBAe. (&R, MR
>2022%5 B K T400,000LL EDY' ) LT -9 %RE
B T-YRFFRE
>4t (pseudonymization) SNIRE
m FFEREET -
> 2ICEB A1 (compléetement anonymes) LTz T—4
XWGST—FH AT (EHEHR)

H AT CEABKU'CNRGHABIIE R, CSPEEXT

21

" CENTRE NATIONAL DE RECHERCHE
uuuuuuuuuuuuuuuuuu

m fl Al gE
>ERASLUE REOHIBRIEEVND, HRAEEICRESND
m AR DF]
> RIS EEALERAEELOEEICE R
MAEHIE L CRE2FEISEYRARLTVNBHAED IS, Dk
B2 (3BALES (Y VAR-IVE) EORRBIR THS
B T-YERBFOEL
> JIVAERN TR, EARICCPP (AMREZES)BLUCNIL
(BRUEBSLVEHICEATIEREZE R)CLBEANERF
ELLUMEBREERDEEDEL THENMTONEIAF-A
(LS TWBT8., SIRIEZNSMRE] (E(CCSP) TEHBHNT
AV

m EAMNGARI0-

CNRGHOHPH A RO EIATA-LNSTOVIY FOE
PkEE

MR PRIBICE DECNRGHIZ, 7OV IV FOFRIFRIA
Dyb, ERATREEDIRE. X, BLUEERT S
T—=23V %R M I BRI R MEIC DLV TCERM

R RIS ENICE D EA R EEE
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BAERSSVERBFROEER L,

EHLHNTWNS

BANEHR. EREIFR.

AFEICBLVTUI. ATO—

EINBERICEIT B

EREHRICEAT25E

BIZFEFOERCETS
R

23

B FZERIICET 53

BEDHRNSKEDHIPAA, EUDGDPRELU. BIEFEHEDERICEAT IR EEEIELS

T4k
¢ Federal Trade UKGDPR . GDPR
Commission Act . DPA . DPA
XPELRER
« National Health Service
Act .
HIPAA « The National Data opt- Health Care Act =
outZH
. - o ERIZEIEE
.« GINA Code on Genetic

Testing and Insurance

BIZBIRICED WEERIOWTEETRED

* GDPR
* DPA

« CSPZ

+ Code civil (Ri&H)

* Code Pénal (F;&B8)

 Code du Travail (5718
R H)

EARR(CCERIFHICLSEREELE

© 2022. For information, contact Deloitte Tohmatsu Group.
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HIPAAIZ, PHZ#EZ CERRIROBEANFRICITTONALHDEIRETHY , HHOE
EPRERICLSFHRFRYRIICHICT 5128, BERRZZERLTNS

HIPAADIEEE (1/2)

REFRKETE, EERBEZSOCRRBEEINBFOEETHY, @KEHR—IEHLDIN-IVIEEFELEN
201, FTXREOHEEDBIOMOBEANGE LSS CEEREOS FEE R EEICT B-HHIPAADEIES
nr:

HEDE R . Z0%.MNEBREERBEBROBEEZMABICITIEDHICE. ERSBHSOERICBSVICIERDE FL PIZELE
TOBENHZ—HT. EFLEFECHEIBTRFEYAIICRIGT B0, (—HRIBE ANISRIFEEHN M A,
BREOWITNICEFELEN7=ZEEHY) HIPAAICE DR BEALE DR AL LT, HIPAA Privacy Rule ¥ HIPAA
Security Rule ', EERD B DHEXFRICH ESNT:

EERRTIZICHI2BE A BEES KUMFEIE (portability and continuity) Z2(EY %
- EERRICOE UE. AEFEK, BER%ZHIETS
HIPAAD B Y - EEEBOEHOITE R (medical savings accounts) DF]FZE{EET S
- REMNBEERREOY-EANOT7IEASLUVZONREFEEHETS
EEREOEFZHHRI1ILTS

HIPAA MENREGIEREBENMRE LTV REDEABRN AL EEBFROFMNBELURAT
Privacy Rule [CBII 2 e AMAEFEH TS

B R BARBIHL, 2TORFLNL

Security Rule ZHERIBEHIC, +ﬁ7§»t=\=1'}T*fﬁﬁ’éé?é;tig‘kb'ﬂ\é

HIPAAICEE DK
RIBRAL A RA

HFf: HIPAAZEX, CFREX

25 © 2022. For information, contact Deloitte Tohmatsu Group.



HIPAAT(E, R ADEFBLTI5E . EULIZHIPAA Privacy RulelCXE SN TWBEFRIIE R
LADT -5 3ERAVREARZLTERESHEVWEREINTNS

HIPAADIEEE (2/2)

A m T-HREFEE UTOBAEUNCT-IDERPRETRZLTUILES L
Statutory basis and > WREBBEAN (FREREE) PXECKYEAER (Authorize) LIEHE
purpose > HIPAA Privacy RulelC &Y EFR], B3RS 31545
o n RENREGIEERFREZRENIREEER (PH) | EBREELTHY, BAAZBFERIEEBRUTOBERISEND
Lttt =15 > BERIBERFOEADSKE), BHEIGERDIRE

Protected Health
Information

> BEACHTIEETA
> BERERFEICEIEZAINATTOXILWCE T BIER

m Covered Entities (CE)
> Health Plan: EEREEEEDEEREE
> Health Care Clearinghouse: (RIFEZFEHE R ITEEZDEHEIFREKE
> Healthcare Provider: J&Bt. 7YV I EDEFIRHEE
m Business Associate (BA)
> CEICAADOTPHIOAERL, R, RE. XEFEITIH=F
(FREIBIREURAER. EFNAT-FIIME, PHADT T2 AZ B &ML E LT 1)
> BT, RERECE, RN IVYIUTAVI T-YEN. RE. EHEE. Rl WEEOY-EA%CEICIRHT
%% (V-LARBNMRER RIEHROFRICENSHE)

HRE

Applicability

-~ m T-YRFEE AE. W AT T ZNLISLDHIPAA Privacy RulelC KW EF AT SN TR LUAC, PHIZER X
ERAIERR BRI BRI, AADEECLBEREBETIRSEL

Uses and disclosure . ) .
m PHIDERABIVFRRICBVWTE, BZERKR TS ETHERER (minimum necessary) HBEIFH ICEEHBTE

2 R EFOER L m ERLUEGEOHF LT REBAA . HPAA ERD G OB EICE, EHBHHIFFEE L TRHITRIEETH BTN\
Civil money penalty HZ & (civil money penalty) 283 ZEETES

26 HPT: HIPAASESL, CFREXX © 2022. For information, contact Deloitte Tohmatsu Group.
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GDPRTFEEBEREBA BRSSO BENBROPCAIEDIITEY, EIGE
ROEMICIEFVeRPRIFRILCEHSNTNSEMRI PR ERIT LD RHENS

GDPRICHITBE AN IEIRS LU FEE A 1EIR
o EEBHROEGRWNIDOWTIL, GDPRE6EEDEDERBMIZEDINTNEA ., F/-GDPREBISKTHEBINFEEANIBRICEFNIEEFEROEUK
WIDOWTEUNMBE CGEINNEERNEEEHTVNBHICKLY., EUNMBEERTEEIRWNCELHS

m EiREUE EABROER
BABRE . BAENE EBAASLISHBI T EAATHY, WHIAEE

BERANEL BC. KL, BRIES. (BT -Y. AV VB F ORI 5H
1IEIA'IEE$& 3']?’&’2‘?@3’53&(241')—(\ itu:\ %EZQ??&)\@%@E‘J; EEE‘J; %'EE‘J\
= A, BN, LR S ER— a2 RT1DFEEFEROEERE
Personal data BRBIBIEICSOT EEMNFLEEENIC, #HSNE2EEND

B EeRBUR (EANFHRLEOEEME
EAEROWEBICE, 6DDEMMRMDSEPELEEIDNEAEINBZIBEIC
ELWTOH, ZOEFHART, FETHD

| *E £
S%%J | PN d*ﬁ mOEOREIUE BRI EEAGE
eelel CarEgery CaE ANEWELIRENGE S, BANAER. R EELULBE FOEE.,
3. BEEAAOMAZESACTZEAT-IDIEEL. BSVOEEF
F—4. BRAOEREE T 3EET-Y. BELCETZT-Y. $F1E. B
KADMEAESEE L (TERIE M BT 3T—9 DB I Z L EN 3

BIRB .
HEIRIE R W oI
Genetic, biometric 120, T EAROBELZREIHZIFEEP. A= 10NN

or health data Eﬁnéiﬂ%ﬂ)—md)gﬁ’éﬁtﬁﬁ BB ANEREERLTRN

W Eo5REE4IR
MR, BIEFT-5. £EBT- I BERICEATET -5 OEUKRLNCBEIL,
Z05IBEE Y. AMKGEEEHSEEREATSLNCES

HFF: GDPREX (BN IBHRIREZER[—MKT-FRERE (GDPR) DR IR B A:E

28 © 2022. For information, contact Deloitte Tohmatsu Group.



GDPRE 65 TIIBENIBIROUIENE X THBETREHOENRMeOOVWITNH1D%
mlI e kHons

GDPRE6SLE 118

i85 T DFER (Lawfulness of processing)

o 6DMEMRIDSE, RBBYIAEMNRMIDICEDIVWTEANBREZBIK I HNENHS
o [ciEMEE LT NFEOFIZE] (L. EUE (Union law) FEEEREBHEOIMBEOEZCSVT JUEHLRERFIELXHEEITEZENTES

i

a. AE OIS

Consent

b. ZRIDFETT

Contract

c. ENERTF
Legal obligation

Fan(CBIDBHIEE

Vital interest

e. NHDFZE

Public interest

f 1IE H7EHEE

Legitimate interest

B T-YEEN DILBEBOEEOENOLH OB SDOEAT-YOEKRWVIEL. REZ5A LGS

L] 7“‘-’5’3@!373“5’%%’9éi%%‘c‘:ZIDTUé%’é:‘ﬁ’\]@@ﬁﬂ)t&)ICHRT&WJ“AZ\EK735 ma Rzl SRR
BIIC, T-9 EHOERICBLTFREETILHICIURVI B E RS

ERENIRY 2 ENEHZETT OBV ELLBIHE

B T-YEFRFIBIMEOBRAOERDICEIT 2F) e Ri#E T DDICEIRVA B ELBD5

B AHOFZEICHNT, FEEF EBE(CEASGNTEANBERDOITECSVTITHN B DZEITO=5H
[CER WD BB 255

B ERECIOT EF FZEBICIHOTRHLNIELBFZEDOBROLH CEFEWI R ELREHE,
112U Z0FZE LV E BAT-TDIREE R DD T —F THROF S BOVCEANBIEFN B LV BEHODE
SMBETZHE. Rl ZDT Y TN FHTHIHEERS

HFF: GDPREX (BN IBHRIREZER[—MKT-FRERE (GDPR) DR IR B A:E
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GDPREIFETIIAEVP T, i

BT FIEER. BET-7ZE0RR2FEEA BHROEINEL

[FZRIETHBELE LT, COEROERABRADEHEZESH TS

(F9RFH1R)
AE-RIEEOHB
BURRIGBER
R BRLEDES

FEHESADIMA

R (B9 218)
a. BBERRIE

Explicit consent

b. . R RES LU =IEEN
Employment, social security and
social protection

¢ RADEAICEADZHZE

Vital interest

d. EEHEFEOERK 8B LU EERS
HREREDES)
NPO

e. RALLLBRFKEHDIER
Made public by the data subject

BIRER

f BB RBLVRIEREEDTR

Legal claims and judicial acts

EREN R

g EELAREN

Task carried out in the public interest

ERT-9

h. EERE®R

Health and social care

MEEE - ERFE A

30 AR GDPREN (BN IBHRIREZSA—KRT

i DNEREE
Public health

j. HEFTIEED

Research

"—A{RERE (GDPR) DX IR B AEE

T

T EHEN 1DFBEBOFESNZERTZOBAT-IOEIRWIBIL, BAFERR
BEGRI5E

EUEELKEIMBEEOEREICLYRHON TV EE A, FLFMNBEOEANEICLSH
HERIICEOTER &Dbnéﬁellﬂf EHEJB&U&A{%B“@'QUL&AE’J{% EDEEOD
BLHI2BEBEILAT-YEROERBEEITIZENTHSS

TR EBNELIGENCRBREE R ENTERVNSEAET, T-IERILEZ0M
E‘”‘A(DE B(CBE Y 2H 8 ZRET B HCHIRWA L5 B K

ZOREBMOBRLEELFTBR & 13, 20O B R EBIFRL TZORERIL kY
[CEMERF OEDHCEIZEDTHEILESRMELL. IO, T-IEHORBLLZOEA
TN HFEBMOABICRARINGENI LEREETI5E

T EERICEOTHBILAROEDEENTBEAT-F LB ERLDIHE

FRDREE LI ER D8, ld, HFIFTNZ20E)E LOMEREITET BBRICHR
BWARELBBIHE

RKHoNBEMELBINTHY, T-IREDEFNOARBENMAEEEL, £z, T-ILF
DEARNBIEFN BLUMEOR D Iﬁ’&ﬁﬁﬁiét&b@ﬁ’@]h"ﬂl%ﬂd)?ﬁ%’&mwéEU liéi
ERMBEOENEICE IS, EELAHOFRERAL T IRV B EL LS5

EUEILEMBEOEMEICEIE, Fild. ERFFMAREOEZHICEY, FHEZELS
FEZEEZFOBOLDIC, FHEEOEFRITEADOFE. EE DD ERELIL

HEBUIRSBEORE, FLRERFIEE L IHEBUHES LV ZOY-ER 4
DEBOLDICEFEWI B EERDGE

EUEREERMBEOEMNECEDE, #EICHIIEELZHMAZEALERNOIRE
Z&l FEE E%%ivE%nnﬁbﬂiE%%%@mb\* EOREBLURE Iﬁ&ﬁ&ﬁ?é
D&, AREFEDHBICHNT, AHOFZREERET IRV BEL 515

EUSEEREFMBEOEMNEICEDE, 55 89 £5 1 AL, DNHOFRICHITZRED
B, R RELIEERAZRO BEE 0 BN TEIRVD L ELRSHE

© 2022. For information, contact Deloitte Tohmatsu Group.
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KRECIHERIGHRICEDVTEEFRBEOIMACERZYIB T3 22 1T 3:5ENE
fTShTW3

KEDEERIFERZERZE IEIE (GINA)

e GINABY BRIERBOER

Z TR The Genetic Information Nondiscrimination Act BRI R (genetic information) & (XU T &35
TE 5 {8%& (Department of Labor: DOL) . R BEAUE > BADEBETFREICKLSDIER
(Department of Health and Human Services: HHS) > EAOREDECFRECLDER
il E 20084 > AADREIRICEENRIBLLSEOER
Tt G INBURFOH S B e A S s, 15 AL FDEEEs > E)\if:li%@%ﬁﬁ’ﬁ(&kéiﬁfi?E@U’-E‘X(Dgﬁ?\ ZHICLD
BRSRBE ETE PHY-E 2 2 OERRT SICEVEIER
e ey — BEFHIY-EAZETEAMRADS ML LV E1EE
B ERRRAHPEATN. BADEGEEICE it EOMRBIAND SIS SR
SWTEEEERT B2 - > TR THIBAFEIZOREN BT E1BR IR, ETERBIH
- MrEF AL TWBAEAXERENGENICREBLTWIHED
15

MKELFBRELL ELFERE.ZERE, LEARERBEZANBLHIC
BENBDNA. RNA, VNI R DETDI L EIRT

HFT: GINASEX, HENE AFIER. HHSREIER
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GINATIE. EICEERREERICEVWGERBIRICEI(ENEZZEIELTVS

GINADIREANR

m D‘éﬂ%ﬁﬁ/\&h\bu)\%@@zl WESVTERITHILERIEL TS

5 REALTEASAL

> :%1%@/\&«1 BEAPZOREICHLT, BETREESIIE Y BEFBROBHFERLTRASEN
L RE  w A (ERRRICBIBEETERORL) OBANREASHEE, REERRRAML. Medicare (BBEBLY
BEIEFERIORIE e (T E R EIE) . Medicaid (ERTBE AT ERRIEHIE) | EIBAEE B EERE. 1BY $M%{L)%‘C%

3
B AZEFEBNERR. ESRE. SEEBRICGERINGVA, BRLODOMTIEINSDRRS T TOEEN
RS R EEEHLTNS

m EA. BBE. 5. . Z0t0ERAXREPHEEFOER LORE[CEEEREFERIZLEFEIELTNS
> KBERE ERREDLHICERIBFHREEMTILERELELTND
mRANELT, EFFI%‘h‘ﬁt\g%‘\ﬁﬁﬁﬁd)iﬁﬁ%#ﬁ&%ﬁéiélc‘:E?‘-T"—fﬂ:b?b\éo BINESLUTOT-ATHS
> BRI RETEUG SN
> BERED BHERCRE ?“51LJ§7°D7‘5A%0) EL TSI 5%
B FIFRICED > RIEPERRREFLCENT. EEEH%#E%—r?ét&)l‘_%&ﬁiwrrﬁmﬂj?“Zoi%/—\
<ERICHITZER > EETEBMIONTVSEEEZIIVID—RELTRE T35S
DRI (1/2) > EEFMEACEVNT, ERTERELIEERBE ODCONAMREZITISE

mEEEE
> EREDNCEEPRESDREDERIRREICETZEREKRDZHE. EREQIGEEPRESDERIRME
(CHLT BEEREZRERELEVSSCEELRINEESEN

HAT: GINAZEX
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GINATIE. EICEERREERICEVWGERBIRICEI(ENEZZEIELTVS

GINADIREANR

B SFIERTE
> BEARER. BEEPREECHAIZERBREWZICLEINEEST, ZOBEBRIAE@EICHE>TVRHEICE. O
ABBREEBIC, BMBEOEEI7ZMIVIRE LA FNEIESEN
> ERENEEIBREF R CTEBT-ALLITICRELGNS
REEFFIREOERICLIEBEZIEE
5 E DEFAR S [CEML TR ZITO>TVBAAREVCZOMMOEEM T E LRI 35S
BHFROGBHCFIST 25HE
GINADEFIRREAE T IBUTRERE I LT, UZERNIAEICEETZH5E
RIEPEBRKRBREDEOOIERR IO AR ST-5E
e BENIIERFEICEETIERELIEEORIBICEAITIFTRICEALT. AREEBBICIRHITZEHE

B TBRICED
ERICHIFTEE]
DI (2/2)

B DEERTREMEARE
REOWSNADRENMKRICE > TRETHELFIMTSNTE, NEDFERYDE A EZN[LIo TREEZ TR

ZD R Al >
B REFEORE

HAT: GINAZEX
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HEICIEEEFENCOVWTERLTWRESBEFEELLEWVWD, BAFVRIEIHGSBEO0
EVIFHRIREEDEREBHEZICEVWGERFENCOWTHRELTWS -
2 N

E R EHIEBE
o 2022F9H30HRE., EEHICHSWTHRECEGRTFEANICOVWTE RLTIWSESEEELEW
o EZEL (2010) TlE. [F#6, BBE, R ZOMEERELEENEZRIETEIEBRELTVNBN, BZFAOBRELE REEW
s —ATOESLUNOEREHPHEZFORAUT, ERTFENDODVTUATOLSICEELTNS

B {REREE m EAKER
- BETRECRRICEITSRE (2018) EREBEHIRE (2018)
AR DT (Code on Genetic Testing and Insurance) MR DR (The Employment Practices Code)
48 81| (B4 R E AT CRERRIGS (ABI) DRI TREFESNI RAOTEE | ERET-IREE (2018) [CEITCGERRIE
~ *R Jﬁ;i

NRE ER%ZEXIEY 51

BEFER RAELT FEEICIZHBEOETTFRERER
NDE K OB ILTIZE LR (Part 4.5)

CSEL:-1:0))
ABIDAYN— (ABIDAYN-TH MRS F58
HCIFBAINEZW, ABIIZZNSDRESH
(CERBERHBIENTES)

[XF R &2 BRBERDTESE]
£ RIR. ERRIE. TS RERE

FRJELT, RESHIREIMAEZCHLTFRER
KREETFREDERFATRE RO TIESEL (The

Commitments 2)

FSES

BT ZER
NDE Kk

HFT: Code on Genetic Testing and Insurance (ABI), The Employment Practices Code (ICO), Equality Act 2010

35 © 2022. For information, contact Deloitte Tohmatsu Group.



T4V FDENZIL LR, WHEZEETERAPHSREDRFTEICEVT, FEARYF
BICEDODVWTERNINTEEBSBVEEDH TS F

71753V FDOZERIZE 1E 7% (Non-Discrimination Act 21 / 2004)
o BERIEFHBICEZEROZIEEV\SEBEENRRBRIEENEVA, [ZOMMBOEANERICE IV TENINTIBSBWN I ELRICEDHS
nct\s

ZOERIF ROBEICEVTAFORADEENEATS

1. BE.EHFRBIUEETHOIEADTILR

2. RBAZHG. ERBSUHEERME. AMBERK. BH

3. BERIESLUBIIEESOIIFEIUREREADT IR

4. FEERE, FERERE. Z0BRENMFEOBECKELVRZOMOBEEADIMASLUVEES
(HEZFEMRETIHROERESD)

i P EE

s, COkIEER, TR 3 AEICEICGERCEERENS

1. #HeEit. ERY-EZ
HEREOEFELFHEMRILICEIVNTEIONZZOMOFEDKIE. UN-FELLEFF] &

2.
3. B KEOEROERILEFERDOZET
4. RESICREEFOHENICHEEEITHICETIEOERE, —MRARCIREEN, XLEF AT
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All of UsDRIEE (X, BRI U GREEDORIEEZFALTWS, FFICEHROFESICEL
CTIIHIPAADE R EGE M-I =HENICREZIEFLTNS

All--Us

RESEARCH PROGRAM

(EHRIEEF)

(DNARRATHE @A)

March 23, 2021

Consent to Join the
All of Us Research Program

Principal Investigator: Paul Harris, Ph.D.
Vanderbilt University Medical Center
2525 West End Ave, Suite 1500
Nashville, TN 37203

Sponsor: National Institutes of Health
This form is for people age 18 or older

This form tells you about the Al of Us Research Program (All of Us). It
explains what we will ask you to do if you join. Please read this form
carefully. If you have questions, there is a list of people you can ask at the
end of this form. We will give you a copy of this form.

What is All of Us?

All of Us is a health research program funded by the U.S. government. If
you join, we will gather data about you. We will combine it with data from
other people who join. Researchers will use this data for lots of studies. By
looking for patterns, researchers may learn more about what affects
people’s health

We hope that 1 million people or more will join Al of Us

How long will All of Us last?

All of Uz will last for at least ten years. If you decide to join, you can
withdraw (quit) at any time.

All of Us Research Program — Sample Consent Form Page | F1-1

All of Us Research Program — Sampls EHR Form Fage |F21
June 23, 2022

All of Us Research Program
Authorization to Share My EHRs for
Research

Principal Investigator: Paul Harris, PhD
Vanderbilt University Medical Center
2525 West End Ave, Suite 1500, Nashville, TN 37203

Sponsor: National Insfitutes of Health

This form is for people age 18 or older

You are a participant in the All of Us Research Program (Al of Us").

This form tells you about sharing your EHRs (electronic health records)
with Alf of Us. If you agree, we will use this form to ask your health care
providers for your EHRs. We will also ask other organizations that have
your EHRs (examples below). Signing this form tells your health care
providers and other organizations that they can send your EHRS fo us.

Please read this form carefully. Take all the time you need to decide if you
would like to share your EHRs. Ask any questions you have.

Sharing your EHRs is voluntary. You do not have to share your EHRs. Your
choice will not affect your medical care. Your choice will not keep you from
taking part in All of Us.

What are EHRs?

Health records are the information collected about you when you get health
care. They include information about the care you get. Electronic health
records, or EHRs, are when this information is kept in secure electronic
systems.

What is in my EHRs?

The information in your EHRs depends on what kinds of health care
providers you see. Your EHRs tell about any health problems you have

All of Us Research Program — Sample Consent to Get DNA Results Page | F4-1
March 29, 2021

All of Us Research Program
Consent to Get
DNA Results

Person in charge of this study:
Paul Harris, Ph.D
Vanderbilt University Medical Center
2525 West End Ave., Suite 1500
Nashville, TN 37203

Sponsor: National Institutes of Health
This form is for people age 18 or older

When you joined the program, you signed a form that says you agree to let
scientists study your DNA for research. Now we want to know if you want
All of Us to check your DNA for changes and tell you what we find. These
are your DNA results. This form explains the choice you have about
learning your DNA resulis. It explains about different kinds of DNA
changes. It explains how we will check for them and how long it will take. It
explains how you can leam about your results.

Some people will want to learn about their DNA results. Other people will
not. We want you to make the best decision for yourself. No matter what
you decide, you can still participate in Al of Us

Please read this form carefully. If you have questions, there is a list of
people you can ask at the end of this form. We will give you a copy of this
form if you want one

What are “DNA changes”?

All human beings share more than 99% of their DNA with each other. The
tiny bit that is different is part of what makes each of us unique. Things like
our hair color and eye color depend on the bits of our DNA that are different
between human beings. We call these our DNA changes. We know what
some DNA changes mean, but we still have a lot o leamn. For example, we

mEEEHPE
IDENOR)EEE
> SINA (16R-Y)
> EHRIEE (HIPAAZKGER) FB (9R-Y)
> DNAFEMTIE @A (11R-Y)

HUAR: All of Us 23RS R
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Data User Code of
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55t

Data and Statistics
Dissemination Policy

T=9F & DR LIL
TUhhdH
Data User Appeals Policy

HBRELVTLEYT-3
JIChh B &t
Publication and
Presentation Policy

RERERZEE TSR
(ayEay

Policy on Stigmatizing
Research

IR ROMT TR IED 7T £
Ethical Conduct of
Research Policy
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UK Biobank®DBEICHWT, — XA TS, Access TeamBERVFEHT=D B, UK
Scientific TeamH'LE1-%&1T5H . SHED F{E(IAccess Sub CommitteeH' BT 3

biobank’

UK BiobankDEE mmm—
B EEARGOHE —— BEIIASLUEEBLER ———
> UK Biobank®7T 9% RAIAT 2556, HREFFIITFIAKELL e
UHMAEEZFERFEL. Z0ORAARFEFBRFEIILENHD
> UK BiobankfI Cld, EC3DDMEBNEEZEEMET S S o540 4 41
n EEEG = HEEE

> Access Team X! @ ] AR
s —EDBEEICPVC EFUEBRLUEE EHEONMEE) &E M AHEZEFRE
i) v
. ETZISE’]UI FAKERIUNAEEFHEFOEE. MARE O PRI ,
DBEE. T-IFBAZEOEMNZE LTS v i i
» Scientific Team *1 3
o FAEABRBCHVWT FENBRORZNAEOEEEZERT S | EIERRE TREMICLIEE
> Access Sub-Committee ] ’

. —EOBEICBUBRRMEEAEELTNBEBTHS Aocess B Scentic
« FFERFEICBEVT, Access Team$B & Uscientific Team D ¥ #rz & - — i
CEBANBEBLVER HTF) 175 o IEEIEER 1
s RESRTRE2ZULTEBINZEREINTEY, IRERFIU AT AT
TO)4%U‘§EX$1’LTL\5 i FE2EPE: RISBEEBLUEAER i
Martin Bobrow G&R) : 7Y IV IKFLEHIT (BzE ’ :
) ® MTAB % - [SlrtmaniEs |
v Andrew Hattersley: I - KZ % (D FEFR) & FEAEHRA
v\ Garret Fitzgerald: AYVINZPRZBESZEER |
v . ) . . ;:_ﬁ FT = - -
- Ruth Gilbert: University College LondonBaFRIEF£IT OF -7 F0ER

> TN AENND

X1 AV -3 O 7-77 A%k

HFfr: UK Biobank ACCESS PROCEDURES Ver.2.0 (March 2022)
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UK Biobank®MTA (FIFAZZHE) (CEFIAZEDEFPRHONBIBEREZFIUT1RU Y-

HEMDBERYROIEEHSNTNS

Material Transfer Agreement -\b-i«qmba!.'!ki

Dear

Applicant:
Application Reterence Number

Structure of sgreement

‘The MTa shal become effective an the Efective Date. i you have agreed 2 previous wersion of the MTA for this
Applicatian/Approved Research Project, the revious wersion shall automaticaly terminaie on the Effectve Cate.
ana e 0 by KNS MTA.

il upan UK Biobank recssving from the Aggcant within thirty {30) days of the Effecthe Date,
covering the ACcess CRarges and any appiCibie VAT. The Acess Charges are non refundatle.

Bank: Barclays Bank PLC
Account mame: UK Sotank Limiied
Account mumber: 3053417

SOrt code: 202541

IBAN: GETE BARC 2024 4133 0694 27

Yours sincersly

For and on behaH of UK Biobank
Janathan Sellars
Ganaral Counsel & Company Secretary

ZHEBE
> ©23R-Y

FHIFLRIL, UK BiobankEFIBE N, FIAZEOFBER

(Applicant PI) DB ZERKH TS
H A UK Biobank MTA
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Enabling scientific discoveries that improve human health
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All of Usl&. ”Research Projects Directory”[CBWT, FIAEFEZ2EHLRKALTEY, 20O
[CFIAEPFIRER (WeSzELHE) z22FLTVS

All-rUs

RESEARCH PROGRAM

RESEARCHER LOGIN

m Research Hub | (R s etngon v ABOUT DATA & TOOLS DISCOVER FAQ Q | REGISTER

ir > Research Projects Directory

Research Projects Directory m R TOIVII O

1,891 ACTIVE PROJECTS 20226 A27HKFR 1,891
This information was updated 6/27/2022 2022$9 H 30 E H% II_‘J_:—I\ 2,62914:

The Research Projects Directory includes information about all projects that currently exist in the Researcher
Workbench to help provide transparency about how the Workbench is being used. Each project specifies
whether Registered Tier or Controlled Tier data are used.

Note: Researcher Workbench users provide information about their research projects independently. Views expressed in the Research
Projects Directory belong to the relevant users and do not necessarily represent those of the All of Us Research Program. Information in the - J\ Fﬁ IIEE i&IE E
Research Projects Directory is also cross-posted on AllofUs nih.gov in compliance with the 21st Century Cures Act. ‘L\ FIR # -~

ZNZNOHERT-NIIOVWTUTOEHE
SearchBy: v P st keywords you ar lookingfor n CEIT BIEHMA AN TS

« HIROBFRIEER
Dyslexia vV ° 7[' :/“Ig I\o) E E/‘]
Dyslexia affects an individual's ability to process written language, i.e,, read, spell, and write. In recent years, associated ° *5‘.?5’977']—}
traits have been proposed, for instance diminished neural adaptation to irrelevant stimuli (potentially related to attention
deficit hyperactivity disorder), difficulty processing sequential... ® %;Hﬁ éﬂé%%%lﬁ

« FAT3T-9tvhk

. WRF-L

Family History of Chronic Conditions2 v

We will conduct a descriptive analysis of the prevalence of family history of common chronic diseases in diverse All of Us
participants. We will also investigate the risk of various chronic diseases based on reporting a family history of the...

HFr: All of Us 2B 1B R
51 © 2022. For information, contact Deloitte Tohmatsu Group.



UK Biobankl3FIBEFrIZ HULIEAERAARICDOWVWT, Layd YU - (—RR AT IBEERAF) %

TLTAREZLTWS

UK BiobankZ> 3Rl

UK Biobank is large-scale biomedical database and research resource,
containing in-depth genetic and health information from half a million UK
participants, globally accessible to approved researchers undertaking vital

research into the most commeon and life-threatening diseases. Search all active

research projects approved since 2012 up until today on this page, you can
search by disease area of interest or by year of project approval.

1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
\

Identification of previously unidentified genetic variations and
evaluation of their functional effects
June 22" 2022

Institution

University of Tokyo

Togs

Bioinformatic | human genetics | identification of genetic variations

o —— — -
i

Identification and characterization of functional variants with a causal
role in chronic cardiopulmonary diseases
June 15t 2017

Institution

WUCPQ

Identification of genetic loci associated with skin diseases using an

targets
January 14t 2020

Institution

Barcelona Supercomputing Center

HFT: UK Biobank 2\ BR1ER
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Filter your results:
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Reset filters

Year

2020{15)

| 2018 (7} I

017 (3)

| 2018(1) |

Completion Status

biobank’

Enabling scientific discoveries that improve human health

Identification of previously unidentified genetic variations and evaluation of
their functional effects

Principal Investigator: Dr Akihiro Fujimoto
Approved Research 10: 84306
Approval date: June 22 nd 3022

University of Tokyo

Lay summary

It is known that human genetic variations affect the risk of diseases and traits. [dentifying them would
provide us with valuable information on the cause of disease and contribute to predicting disease risk of
people. However, the current human genome studies have not identified all genetic predispositions related
to human diseases and traits. This would be, in part, caused by problems in methods for identifying genetic
variations. Genetics variations are detected by analyzing sequencing data with computer programs, and
therefore the analysis results depend on the programs. Although programs to identify simple genetic
variations have been already established, these for complex variations are still too far from perfect.

Another essentizl problem is the interpretation of the functional effects of genetic variations. There are
many genetic variations in the human population. Previous studies suggest that a diploid human genome has
3-4 million genetic variations. The majority of them would not have biclogical effects on human health. but
some of them affect the risk of diseases and traits. Therefore, identifying functional variations from many

genetic variations is a critical issue in genomic medicine.

This proposal aims to apply our methods to UK Biobank for identifying previously unidentified genetic
variations and contributing to human genetics studies. We have developed several methods for detecting
genetic variations and inferring the impact of genetic variations. We will use these methaods in this study. We
will also infer the importance of genetic variations considering protein structure. Additionally, we will
develop methods to detect complex genetic variations. We will apply these methods to UK Bicbank data and
analyze variation in the population and association with traits. This study should make a complete catalog of
human genetic variations and contribute to future genomic medicine.
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