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X121 7?22 Dp1 1
DIVIIND NNPTINN DOYNIN OPMNN DXNNX DY TTHINNNY DY MYITI NMINIAN MIIYN
VAN I ANV POTNY DY 51901 MONND NYNIN TPNIIN IXIDNNN NMN*IWIA MOV
T2 OWY .MOYIN 1 1AW ODMIYN DY HPNDY NHDIDIIND AN 210 D19V P27)HYND MINYIAN NOIWNID
DNV ,0»NII0 00 DD P DXIADNNN PYNNN YONd DY Npdnyn Man NI
1’2 DYNDO OIYP DY WIANND DO QUK 9PN 2N IPNN DY DTN NONDIN ,OONNTINM
(Pathmasiri et al. 2011) ©DnYP NN NN YN DN

YON NIAND IDND DMIPNN NDIY DIIVINNDN NDY PINTND DMNYIZN MNINND DNV
7O NN T .92¥2 DITYY IWANR PN KOY DMIPNN DY NANT NYP H552) 00 NNNMD PONNN
927D qONIN DINY 9PN YNNI YN ,DPNIVPIN DYRIDT DPONI VI Wn MNOva
YW NPONN MYV NOTN NODIN SONN YNNI NN L,)D 1D .IPNN 2IIND PHRT DY NNYAY
T NOOM

NI YN ,DONNWYN P VNN NTIPY DMIVAND DMPYP-DMVI) YN ININND
MDA VDY MVYYDY DOUPIANN DMIPIN NIXT NOINND DAPNNN 0N YN ,0MP MINIVPON
ANYINY IN YN DIV, MINND PNAND NPV MY RINNID NIVNA DIDNY,DINVN YN

WYY 1996 MV 920 — TN HWIN O1N 102 (biobank) 73212 N, 7N TY Y199 MONND
2009 mw1y (Coppola et al. 2019) PVNIN NHDNTI VINOWN NNOND 7PHANAY NN WIDOY
Time »P>INNRN PAVN DY 7D2IYN DN NNY DNOWYNN NNVPYIN NIVY” NNOWIA NN D933

.(Park 2009)

S TRN APNN VP9 2220 10N OPNTPN MTOIN T2 DMINNNDN IPTNIN MPIN 122
DY NINT YV INY NYITY MND DIPITNNKN DPNOWNNI IN DO TOIN DINNNY 129N DI N
MYT VIR NMNIVY DNODNRNN TIDITIIN MNNRNY INNAND DWNY ,INY MANT IPNN MIVN
IAPNND NMOODIVIIN NN DXMIAPIVD DIIPNN TNIYD D) IWIR DNIYNNNIY ,NANT NMPDIDIINND
.(Reznik et al. 2017) a1 7N

MOYN DINN TINM2 ,NNINY TPNDNIV MNTPNN NN DIVAD DXNRNDN VNN IR
DY NN MDD NNPY WX ,NPININN DINND DIT) GPPN2 YN BY TIayd NI YN
Reznik et al. 2017; Snell and) »57y NX197-12 IPNNA MIHPN MHNVYND OMN N9

.(Tarkkala 2019
NIMNT NNONINDY MODN) NAY NNTNNDY M NOWN NIN PO Y03 Y1 DN
L9MINT YT ONIDT YT DT 9932 N0 MYPN YN 1IN PN YT WM NPNIOMI
NNNY DYIHNN DIODIN MPPVWN 22D NI TYNI P TNY MY, IPNN YINND VIIY NIVNY
TIND TPTIN TPNYN DN IIND DNDNNDY INND LOMMTIN DY Y100 DY) DMININND NPT DY

VP YT NPNOPI MPNT Rival i TN NINYT D DN ,2 MY MITHIN Y MDD NTNNXR NITHID PN PJJ}’J‘J !
Y qOINY ; (Meir et al. 2014) PRI TIPY OINM DAPIN 1D PRY S5Y2 3T HY YW TNNY NPNVLIWA PIIND
WMA Declaration of Taipei on Ethical Considerations Regarding Health ,77ywp 710 m51a amin
S5Y L PNIND IPINT DNONINDT DMNIVP DMNNN YT MNP AN Y qoIN” ; Databases and Biobanks
OECD Guidelines on Human Biobanks and Genetic Research 71019918010 19T N¥IAP N NMODIVOIN
ANy IR TR APNN nvNY JOMINDD NVYP YD) YN MDY N DY PIND qQOIN” ;Databases

3


https://www.wma.net/policies-post/wma-declaration-of-taipei-on-ethical-considerations-regarding-health-databases-and-biobanks/
https://www.wma.net/policies-post/wma-declaration-of-taipei-on-ethical-considerations-regarding-health-databases-and-biobanks/
http://www.oecd.org/sti/emerging-tech/44054609.pdf
http://www.oecd.org/sti/emerging-tech/44054609.pdf

MNP PORD NARMN POV NYIT) ,OPNID DDIAN IPNNN INVN ,IPNN NIIYD
.(Kinkorova 2016) ©>annwnn »dM 121 Y10 NP0
, NN NN NODION PRY OOV NN N2220 TINA RON P72 DONH DN DI NNRNDN
,DIPNN NI IPY NN 000NN ,NYVNN ,0NYTH ,NINIAN NIIYN 03T ,00NVN
XN DANNYNN NN TNPNA DNWN NOXR TINA .(Mitchell et al. 2015) Ty oSN

NN DY PPINN P NNON 1PN .(Caenazzo amd Tozzo 2016) ©13) DN ONINNDY IDD5N
MONI MY NI NI MITY YN NPON DY TITA IPNNI "MINNYNY DY PPN N
N2 NI9IN NION Y NNINND NYI,NNT DY .ONYY NOVIVN MYNINNA IN DMNYSL,02IDNN

Staley et al. 2014;) Py *Oyad XIAND DD NN OIIN NNIN ,DDNVNY TN DV

.(Mitchell et al. 2015

NRNMN IR 7DD DN NNPPND NOAND TYNVY 270NN DN pwin 2016 mva
IPNNS NPNDPI MNNTY MPOPY MNN) PNXIAT YN DV TPNIND THIAYN AN IUN TN
2990 WP PINNYN YR ININD DN NPND TYN DD .1PYWN NHRMND NI MDINNA
IUN LN IPNN TITY R XX MDA NYNIN NHDODNL PONX 19NV NHDIN NMDIVIIND
S NV VAN NITIPI MTIN MPANIN VN DIV T IPNN INDYIM 7OV NPPN NN N’
IR DINNIN MMM .OIN NNPNA NMNYPN NPIODI NPNN,NPNIIN MYNY DY N8N
IPNNN .DMIDIN DPNN-PXID DIV NN NXIN P2 YN NHXRNNN Y2)D MIIN NNPON
NORYM OMNT DIV DY TPNINDDA NPPD HON NI NN SNRNYD VDN D) KD
.DYYN DNV NPNINM NPDVLINND

YY1 DYHYNN DD DI DY ,D00I1YA DXV DINVN NN HY NNN JIDON 1T NPPD
.DDNMDN IDIN IMMAND NID NMDIVIIND DY DY DNN) DN DANNYN NPNDN NI
9N ,UK Biobank 15 p>m 0vnn Snn — 0mMYad DMV D25V DINNNI 1ON DMNIDN
DIPIN 53192 DXWNYN T2 PIRYN TYNR) MVY LYND MNAD DXANNVNT DY) 21OV NN DOYN
All of US Dvn — 0annwnn D) 25¥a RN TWUN NN D17 07N MNP DN 1YY ,0°1)
TAN DD NN ,029DNN MDY IWN PN NN INIDT YN AYIINY INRND .1I12N NININA
NN INKD .Y YN QONI NNNONIY MINIAN NIIWN DY INP NN D) DD OMIVNIN
NPPO D) 70N IWKR ,0117°2 IRNYN TIVN DN DNDN DY DIPIVN DPIMANRND) DMV
,23andME 1120 5w nm>oya 03 1NN NNT TAD10 .0»107) D031 NN MII0N DY NINP
P91 IWARY PTIDDIRN OV DY NNPNN PO 1) ) IMNNA MINDN NOY MDD SNy
.02 DNPY NN

n"mMv?11nN121"10 .2

Kinkorova 2016; Reznik et al. w1 mmwn mamHinn Yv n»pob (Kauffmann and Cambon-Thomsen 2008)
2017
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IO MNPY NPNINDY MINSN NO9D DMV DNDNN DIONY NNV 7PNININ N0
NPPO PNY NDONND THMIND IN TN PPN ,APNN 9PN D1 DIRY ,0ONSPN
3. DMNND NYYHON NNVLDIIN NADN DY DINVN DIDYDININ DY NINDINID

MITNONN DY NINSN 4 BTN 223 INIDT IPNNY DINN MNIPY 9273 *PIOYN NINSN e
DTN 722 X9 IPNND OMHD DN DWYHD NYNPN 1964 MWN NINOWN NPRININ
DXNNWNN DY NPTIDN NPVISN,MNIMOVIND ,TIAON DY NNNN DY MDYNN NN DYINT
NMAPNYYA MNOXTLY YN VIDIYD NYTH N1HDO0N NYAP DY MDWNN NN 0) 19D ,9pNNa
TPNMIPY XIHNRD NRNP ODIN,DININID 1PV NTYPN ,NYA0N ,NINNNN N DNINMIN
5.DTN )22 OR197 IPNNA POIVY M 9>

VPONN DY NINSN 6 AWYNY NOYNN :DIND MM DINND DN HY MVDINN NINSN e
YYNND PHRN YWY DI DY MINIIN NDYO DINYN HNINIDIAD NON»NNN 1997 mwn
YD IPNN DYV NTWITI NINKNN NNND DIYNN DIV DTRND DN IPNNI NIV Y952
MON»NN D) NO9YD NINSNN VOTRD NMDH IMPN DTN TIAD NN INIYNI NNV
,NDPIAT MNTPNNNN NYINY NONNIY NYIAPA OTRN DN NMIYIND MOIND NINP
DTNN 71230 NYINRNND MONMNN TIN D97 MY THMNN,DTRN DI YIN,NNIN NPIVI)
7099 99 YV DTRND MM

NITNONN DY NINNN 8: MM Y7913 YINNY DN DINN DINPIY 9372 ANV NINNN @
MY DNIN NN MNNTI YT DY NONNI PIDIN 2235 2002 TIVHD NPNR2WN NIRIIN
NYNP DINSNN NMITN YTHRN RYND ORITIDTIND DI190Y 72yn 0N VIV
IPNN2 DANNWHRN NPTID) NPVLIAN ,PPNVIND ,TIAIN , VN NPT DY NNNY MMIPY
YN NIND MWD TWRI D) NMNIPY NYIPI NDINY ,I2Y2 YPIDIHN NINNNA YIPIV ¥
NPANT NINY DXNNN/N MDD DX PND TN DY D ¥yap) NINNNA ,NNNTY .1HT
MEYINN N9 ,NODOM MONNYN ,MBPY DY NNV TIN HNMINND DYDY , DN NN
PROYN YA DO DOPNH DOXVN) NPNY DYY 1D, 0PV DIPMNP) DXVIY DY
?.0°27YNN

59 9y 11913930 3759 SNM NWNa 2002 mwn HUGOM by 1psnxn N1 Yv N1ny 9% e

NPNY NN DTNN 2 YID) 521D YNNI DN M YT ONND ,NTIRYN ) MXONN
TINN NPIN YT DY THPYAIN 1D TTIYD ¥ 10 193 .02 PN 19) DN MOVIND NY)

D000 .MMNTI YT INVNNDI IV YT, 0TN 222 INIDT IPNNY D5 19INI DXNIN OIINDN DXV NT PYDI 3
AOND 7.8-1 7.7 DPYDI INT — NPNID JNIND )PTN NNON OXININD NINNODN NPNOY OIWINN

WMA Declaration of Helsinki — Ethical Principles for Medical Research Involving Human Subjects *
NNNY 2 Pyo ?

DY NNN 7YY MmN NINYNN ; Universal Declaration on the Human Genome and Human Rights 6
UYND 19901 : DTIND NMOT OTND D) DY NOHDIDNIN NINNN

INNNY (8)12 pyo

:WMA Declaration of Taipei on Ethical Considerations Regarding Health Databases and Biobanks ®
.2016 MW MOTIY NINNNN

.NINNNY 20 Pyo °

DOPOIYN DAIYTH 1,800-1 NOYNY TINHN 1988 Mwa DPINY MMINOPa 1IN ,Human Genome Organization '©
MYN NPNDM SYNRN DINN TINOY MNINDA INIY NHINRND OTPY INTVN IWN) ,MPTI 87-21 >0I) IpPNNI

http://www.hugo-international.org/About-us YN .w5N YN
HUGO Ethics Committee: Statement on Human Genomic Databases !!



https://www.wma.net/policies-post/wma-declaration-of-helsinki-ethical-principles-for-medical-research-involving-human-subjects/
http://portal.unesco.org/en/ev.php-URL_ID=13177&URL_DO=DO_TOPIC&URL_SECTION=201.html
http://www.unesco.org/new/fileadmin/MULTIMEDIA/HQ/SHS/pdf/GENOME-HUMAIN_Hebreu.pdf
http://www.unesco.org/new/fileadmin/MULTIMEDIA/HQ/SHS/pdf/GENOME-HUMAIN_Hebreu.pdf
http://www.unesco.org/new/fileadmin/MULTIMEDIA/HQ/SHS/pdf/GENOME-HUMAIN_Hebreu.pdf
https://www.wma.net/policies-post/wma-declaration-of-taipei-on-ethical-considerations-regarding-health-databases-and-biobanks/
http://www.hugo-international.org/About-us
http://www.hugo-international.org/Resources/Documents/CELS_Statement-HumanGenomicDatabase_2002.pdf

D) UMD NNT T8O YPNN MNNNI YIDY DWIYN IPNNND MNKIND MOVIN DY NPTINY
9395 NMIN MIAYA NN INIWN RN DMINDN DM MTOM |, 0PINdY
VTN O POOM NPTTN RN NNNDD MORIVPHVINY

2003 MHWN YPONN DY NINNN 12 OTN 3310 Y03 Y191 HY 0NN YY INMINDA NINSH e
VINOWY NNODN NYAPA TNNN 1D VN YN VINIYD DOVINN DY DXVINI NPOIVD
NONMNN NINSIN DWW OV YDND DTN DY DY) 1D ,NNODNN NN MO YN
MIVND IVONIV OV YN DY DM YIDYN DIIXNN DXNNIA MINNYNID ¥ONI
DXNNIA MMINDIAN NYIPN NN NIANN KDY X GNYD ¥ PAYY NIPYY NYIPY ,IPNN
JOND

mvn OECD Guidelines on Human Biobanks and Genetic Research Databases e

N7V DMIY»Y MNOMN NTIAY MOLIY 191 MNIPY 995 1IN : (OECD 2009) 2009
,OM>PWN 0217 DNOYAN ORI DX NNND NPPNA DNYPN DIV DIRV) DY NN
DM NPOAN HY NIPNA DX YDA, DN YINOPWM NINXYT Y TR0 NYNN

POND MISN BOY MINPND NIANT MONMNN W DMNIND NHNPHNA POIWN Pona
IR DY INNPN TONN DIPYWD WTN NRND OV DY [, TIATHIN 29 DY .NNPpNnn TI9) Noa
TN MWD DI TONNA YNNI PIND 1) ,X\NPND ¥, AN NN DD5D) Py Moya
YTNRN NPV 0¥ION OMD0Y DRNNA YAP» MSNPIN 9P .ONPMTNHYL 1AVNT
YDRNIY 931 AN 2NT DMANN DXANNWNN NNVY 935 ; QONIN YR MY MNDNTM
oY .NMNN MNP OY NIN MIMIPN DY MDYNN NN D NN WHI GORMY
MNIND ,NDNNN OMONI O99I15N DNINNN P1YIOYA 510551 NN PN PIDYY MSNPIN
APNNN N2NPM NOVNRNNND ,NMYYNNN 000N

TDMIN DYNIND YARYNI WIDYW NYIYD IPNNND MWD MOWIN 2D Y2IP 0X TITHN
NI2YN IN INPYIT NN VTN NINY NI2ID OIVIRD INNA ININ 19IND MAMWN NN
NONOV

General Data -0 19012 15 — 7PNINDA NPXPNDY DN DMV DMIDNN ,TIY JayNn

NPPN NPPIN NIMNIDN MNTHI . NIPNN TPNIND N —INPNN TINNA Protection Regulation
DXPINK NIADNHD NPXPNN IINK. MPTHI ,NINTY YN MNNNA AIPNND XYNI NTNYN
DNVNRN L2 MIND 7PN9NI IN NPYPN DD PR MAD MPTNHAY 29NN 9N NI D¥7010)
DY 14 TPPIND NPYPN NN PN ,NNNTD DT NPPD TYNNL DININNDN THIZDINI MNVONI
19INT XY NITOND INY NPN NN NPN NTNPNI NPPPN MYSNNI NYNN NITON ,NNT

.(Beier and Lenk 2015) 20N

09712 0" N2 0NN NP0 .3

NNINDYA NINYNY OWN NNN N>IYY NNy NN NINNN International Declaration on Human Genetic Data 2
DTN 2320 0 YN DY DN DY

Beier and Lenk 2015 %3 npanopnm nnx 951 my»nn npowas 1B
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http://portal.unesco.org/en/ev.php-URL_ID=17720&URL_DO=DO_TOPIC&URL_SECTION=201.html
https://unesdoc.unesco.org/ark:/48223/pf0000136112_heb
https://unesdoc.unesco.org/ark:/48223/pf0000136112_heb

UK Biobank!s 3.1

1357192 MNYIAN NIIYN
MDD NMYNNNI NIPIYI NIMNM NMNNKA NPHDIDNINI TPNDY N 7173077122 MNIIAN NN
MINI2 NN W — DIMN THIZVIPO , TIDPN NN, MMINN — NAY MPTHN YAIND NNNX D32 55
DWANVNN DIVYITI DYDY DXMIPY ,DHVWYN KDY DNIN) MNIAN XMPY M2 .NTIN

ACylus et al. 2015) M9 DY Y1920 1 519010 NMOYN PONI NRYD

DIONNYNN D) 797192 DINN NNPNA NN NPPY
NNOW 1 TIDDINN DN NNPN TYNNLIZINNY DOWIN YT 120V INKD DPIN 1IN DN
NN DY DIDINY A0 GN ,)NONN 2AHWA PYTY 7PN DPNN TWRD OTPIN 2DV HNN NN
ONNN DIXVN INNDNI T ORI TP MNP , 0P Y901 (Levitt 2005) ywmnpnd
95012 MNYPN NPNDI MDMNTN PNOIN DY D»ID0 DOV ,203) I1PNN 29D NPHII MY 1D
17,0100 YANWND NY))

,(EGF) Ethics and Governance Framework-n X¢12a 91208 NHdw 700 79 10 md
P25 DVNN PIAY WP PO VY THIARD N2IWN NNDN DX PTHINN OVNN DY TID 710N
NN PN O) KUV TNYH Nw» N > nmo EGF-n .nhanm ompnn ,0annwvnn

— MNP NV oy MY»HNN 1902 NTIY EGF-n Yv nnTpm noyo (Tutton er al. 2004)
DIRY 7NN MINI) OMININIVIY DANNYNI ,NINIIIN NIIVNN DN NODOW YWOIN 39 DY NNND
DXANNWN 47 DY DINS T T2 HY G0N 12.009NN WK 14 DY 1MV 18, 0»ONINIDIY DXONNVN
NPNDY DYTIN PV PNIINNN DN IPOYY DINTIP DIV VNN 712D TIUN DIININIVID
1NN ,2003 M1 Nwan EGF-n Yw nnwxy nu»Y 20.nnpn oy 97y0 Nay Nt Non 0Ny
DNTHY YN NIVINY 1Y 0¥ 100-1D N NNDWI 191 D3> WTIN TWNI DN MNNN INNI

22, 2007 w1 91920 voX EGF-n 2L.ma2wn 29 152p0) 790 Miyna .N2wn 090 22) Dy

MM nnsy g0 (EGC) Ethics and Governance Council-n opyn 2004 mva

PN NY QN DY PPN .DINNK DXNDINY DNIYTN 1T 72NV, NV NN ONIPINN HI1ON DND
DYIDID TIN,MMNIPYY OVNN NIRNN DY NPADY OVNN DY PNIRN NIV NNON DX NNNND
228N DY) DN DXONNWNIN DY DIDIVIIND 220D TN XYY 19IND XYM 197, PRNNN DY 121019

https://www.ukbiobank.ac.uk/ '3

29N 5 PYDA INT 199702 DINNY OOYPM YTIDDIRN ODNN NHPN 11D NNy 10

Public Perceptions on the Collection of Human Biological Samples (2000); Consultation with primary !’
care health professionals on issues relating to the recruitment

of patients to a DNA collection study (2001); BioBank UK: A Question of Trust: A consultation

exploring and addressing questions of public trust (2002); The UK Biobank

Ethics Consultation Workshop (2002); UK Biobank Consultation With Industry Workshop (2003)
.(69-5 40 P3a) OVHRN YW 930 11PIVMPY DY DINY DIWIN 18

Summary of the UK Biobank Consultation on the Ethics & Government Framework !°

UK Biobank Consultation on the Ethical and Governance Framework 2

UK BIOBANK Ethics and Governance Framework: Summary of comments on Version 1.0 2!

UK Biobank Ethics and Governance Framework 2



https://www.ukbiobank.ac.uk/
https://www.ukbiobank.ac.uk/wp-content/uploads/2011/07/Consultation-with-primary-care-health-professionals.pdf?phpMyAdmin=trmKQlYdjjnQIgJ%2CfAzikMhEnx6
https://www.ukbiobank.ac.uk/wp-content/uploads/2011/07/Consultation-with-primary-care-health-professionals.pdf?phpMyAdmin=trmKQlYdjjnQIgJ%2CfAzikMhEnx6
https://www.ukbiobank.ac.uk/wp-content/uploads/2011/07/Consultation-with-primary-care-health-professionals.pdf?phpMyAdmin=trmKQlYdjjnQIgJ%2CfAzikMhEnx6
https://www.ukbiobank.ac.uk/wp-content/uploads/2011/07/Public-Perceptions-Collection-Human-Biological-Samples.pdf?phpMyAdmin=trmKQlYdjjnQIgJ%2CfAzikMhEnx6
https://www.ukbiobank.ac.uk/wp-content/uploads/2011/07/A-Question-of-Trust.pdf?phpMyAdmin=trmKQlYdjjnQIgJ%2CfAzikMhEnx6
https://www.ukbiobank.ac.uk/wp-content/uploads/2011/07/A-Question-of-Trust.pdf?phpMyAdmin=trmKQlYdjjnQIgJ%2CfAzikMhEnx6
https://www.ukbiobank.ac.uk/wp-content/uploads/2011/07/Ethics-workshop-April-2002.pdf?phpMyAdmin=trmKQlYdjjnQIgJ%2CfAzikMhEnx6
https://www.ukbiobank.ac.uk/wp-content/uploads/2011/07/Ethics-workshop-April-2002.pdf?phpMyAdmin=trmKQlYdjjnQIgJ%2CfAzikMhEnx6
https://www.ukbiobank.ac.uk/wp-content/uploads/2011/07/Ethics-workshop-April-2002.pdf?phpMyAdmin=trmKQlYdjjnQIgJ%2CfAzikMhEnx6
https://www.ukbiobank.ac.uk/wp-content/uploads/2011/07/Ethics-workshop-April-2002.pdf?phpMyAdmin=trmKQlYdjjnQIgJ%2CfAzikMhEnx6
https://www.ukbiobank.ac.uk/wp-content/uploads/2011/07/Consultation-with-Industry-Workshop.pdf?phpMyAdmin=trmKQlYdjjnQIgJ%2CfAzikMhEnx6
https://www.ukbiobank.ac.uk/wp-content/uploads/2011/07/Summary-EGF-consultation.pdf?phpMyAdmin=trmKQlYdjjnQIgJ%2CfAzikMhEnx6
https://www.ukbiobank.ac.uk/wp-content/uploads/2011/07/EGF-Consultation.pdf?phpMyAdmin=trmKQlYdjjnQIgJ%2CfAzikMhEnx6
https://www.ukbiobank.ac.uk/wp-content/uploads/2011/07/EGF-consultation-2004.pdf?phpMyAdmin=trmKQlYdjjnQIgJ%2CfAzikMhEnx6
https://www.ukbiobank.ac.uk/wp-content/uploads/2011/05/EGF20082.pdf?phpMyAdmin=trmKQlYdjjnQIgJ%2CfAzikMhEnx6

MNYT.7PYY” KON DN 7OWLY ROUANND NN NXINOINION GNINTY INKND 23,0900 9wpa 990N
1YY MPrany EGC-n y8n 01w 919N 24912085 0201 DHONN YHan »mM>0) EGC-n
T AYSN OMIND TYND NXYMHN ATIND OVNN TIND DY DN TN YDVPIN P OPNN DY
0>2n EAC-2 (EAC) Ethics Advisory Committee-1 EGC-n 9omin 2018 mway ,nbapnin

TN MIANYNY THNDY NPPTI DPINIRDA,NMIDNDTY YT ORI ,INIPNTAND DXNDIN
25 NNvVpm

195712 MEN PNYI BPNY DIANNYNN D)
UK 2669—40 D922 NIOYON NYDIVIINNN DONNWN 9o 500-5 Y910 UK Biobank-n ovn
DYANNYNI YN0 NNIVIY AN MINTN MYNNND 1D DANNWNN .2010-2006 DMWY 19708N
TOAND NP 40 TY PN DMINN DIPNI,69-D 40 P2 D) — DININ NWY DMV DIININIVID
9HD2Y 19TV DINIY GIVNNY WINNY DXINNWN 9,238,453 TINND .DINN DY DN 1D 22-N
MO55N MOWIND NN D930 (Fry et al. 2017) (5.45%-3) vwN) NYN 503,317
-PXID NPNIN AN DOPIN DININD D) ,00W) INY DO ,INY DXINN DN DINNWNIN
,25 MONHNH MND DYDY NIND DNWYN ,IN D17 ,INN DINI D5 19IND 19, TN MPN
27 30901 NPYS

0»NN ©vI9N EGC-n 79,10 5221p1n2) Dannwnn D1 NXIPY ,2010-2005 DNwa

28 DPaNNWNN MONRYY NN N 191, EGC-n mYyo ovnn mnTpnn 17jpo) onay

YOIV 1IN NN PNOYWI DINN 91
ION HNINN TINN ,NNT DY DY DDINN2 DXNNIN HDI1DN HMInn TYNN > Yy bmin ovnn
SINN TYNN .NI2NN OYTNI OXNMDID INX ONIPINX P PIIN P2 D WITI R NN PN 51D
S5y INDNPN NPINRD 19, EGF-5 mnxin omnn DY nyooyan np»mny ndvand ININKN
NI PNMOND IIND MY MVONNN 9 DY) DN YARYNAD DY) NYAPY NYpan »2onn
YPI DY DM TYNN 92N TR NYUNIAY NI YDRY YD DTM-NNY MOsNm MY
29 IINNN TIYTH NPNMIN DY HNINN TYNN 212N NYIVY DN N2 NPINND IN DYVIWNI
NN NITIN N NN YOI DN DINMA PYN NNPID NN DXONNWNN NP ,NYNY
qI0NND ON NYTN NVINN DXVONNN — DINNVYNN N ©>12T 2802 .(Papaioannou 2012)
DYNXIN MPPWNM MNIIRD DINNNI XD NPINNRN DINNND MITHIN 29 DY DM THN— IND DN DINID

EGF-1a .(Hoeyer and Tutton 2005) 2>0p>pn pon DN DXNIIRD XY DPNMVIN DOVIID
.OPIN KD NI DING TR, D¥ANNVNM 2N HY DING DIPND MIVANTD NN

/https://www.ukbiobank.ac.uk/ethics 2

https://egcukbiobank.org.uk/meetingsandreports.html 24

UK Biobank's Ethics Advisory Committee (EAC) %

.DVNY MaVNNN yova 26

Fry et ) 19752 NHND NN NN ATINHNNY DY 1R NdPVN ,)2 DDYIN DMIIPNND 2IANIY DININ MININND Swa 77
https://www.ukbiobank.ac.uk/participant-events/ 03 W ; (al. 2017

MDD POV Y (T PTIP NPT, TNIDPIN ,I0D/NN , NN MY 0Xya Ddowan 6 7y EGC-n 2
https://egcukbiobank.org.uk/meetingsandreports.html — Ny 9 pa oXwIaNN

ACCESS PROCEDURES: Application and review procedures for access to the UK Biobank Resource »
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Levitt) 1280 NANX NN 2N 7N Sy NMINPNY MPPYA NN N2 DNN ,NNT OY

5NN ,DXNNWNN DM NNYWYN MINX ,2011 MYA 0.y PNa Py 1PY VITVIRD INNY L2005
DYNIND DIVINN NYY NYN TNY D) DVNN L. NDINY PNRTN DONNVNY NIV )NDY DDISY DVHN
M 12 DOIWIN DNIPNNY ODNN PANYA 9271 DNOTIVN DINNWYNN DNV |, NINY
32 pvna 0MPNN DXONYN DMIPIN DY MY 9279 MONXY MYYNY NNNTINN DXONNYNID

SNDNN DY DIVION NYIIN 1D 2019 92H213-7120VI0 DOWTINI

DPNN MYIINA DIONNYNN NXE NNYI MRNHN NN
DMIPNNN NPLIR MIRXIN DY ,INX IX OV YN DWIAPN DR DN DAINNWNN 093D
an52a o) NINNNY EGEF-2 w1921 yap) 75 232.005%Y y702 IN DIININNITL Wi DOV
NPIPOY MXXIN H910N DTN DIVAPN DXANNWNRN DD DMOITVNN DY ,NNT DY 4.1NN50NN
927N PRY DONNWNY 9NN ,01NY MOIVSNN NINDN TIVIN MY ND DYTTH DN
3. 899 NP 122

N HY VDM DPHN HNN ,DONNYNN DY) DPD INND DNV ¥aIND ,2014 Mmva
.DXNNWN 100,000-1 NPT MPPD 12T HYIND NIOND NIVNA DANNYN DY MNYT MPMID
M2INNY DMYYY DMPRIPN DIXRINN D19V 72T PN NYIOND DVHN WIT 1T NNON2
DONNNN 9272 2IVN NYAP 29D MV NPITAY NIMION IPNN TV Td OV ,APNNN ToNna
36,170 2N HY NYSYNN DIXNNN NPND DIDYN OPNIPN

ND MPYI0N ) PRI NPITIA 12YTN PRY 1NV DANNWNY ¥ VONIN 12T DY IND2
NIV DN, NNT OY .INN NNNIN IN XA YT HY SNV IDINI N KD 1997,19NND JNIAND YTYN
NN PV NID DNHN NPND DNDYN NPONININD NPXIDN YA PN NPXIDN NN YNINND
N’ NV P2 — 7NN NPND NDIDY NPHNININNY TIVN> NINND DN ,NDPTI0 MPrIoN
INNND NN T NV 3739 NNOWNN RO NN GNNWNT NN JOTY DVNN — NPRY P2 190D
NPND NNOYN NPONININ PI2 DIWNN NOVIND DIDPN P2 XAV NORD NN IRV NNV
NPYNINAN I MUYIN NPIYP MPITAD NINYH NTIND DI PRI YN P 17NN
33 070N XD MIIANNnN

L0 NHYIN DD OND 29N NY DVHNY MOIVNNN ¥ NNODNN 2AN52 9201 DIINNVNID
3.¢TN D190 HY OINDN MN’AY 52210 IPNN JNAY M0 NNNTI NN

/https://www.ukbiobank.ac.uk 3

https://www.ukbiobank.ac.uk/newsletters/ 3!

https://www.ukbiobank.ac.uk/participant-events/ 32

.B.3 9oy 1x1 UK Biobank Ethics and Governance Framework 33

Consent Form: UK Biobank 3

Information Leaflet; Consent Form: UK Biobank 3°

Attitudes to and impact of the feedback of potentially serious incidental findings from UK Biobank’s 3¢
imaging pilot study

UK Biobank imaging assessment visit: Incidental findings 3’

Information Leaflet: UK Biobank Imaging Assessment Visit; Consent Form for the imaging 38
assessment: UK Biobank

Consent Form: UK Biobank ¥
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https://www.ukbiobank.ac.uk/wp-content/uploads/2017/03/TNS-BMRB-qualitative-research-findings-1.pdf
https://www.ukbiobank.ac.uk/wp-content/uploads/2017/11/incidental-findings-2.pdf
https://www.ukbiobank.ac.uk/wp-content/uploads/2016/06/consent_form_imaging.pdf
https://www.ukbiobank.ac.uk/wp-content/uploads/2016/06/consent_form_imaging.pdf
https://www.ukbiobank.ac.uk/wp-content/uploads/2017/04/Imaging-Information-Leaflet.pdf
https://www.ukbiobank.ac.uk/wp-content/uploads/2011/06/Consent_form.pdf?phpMyAdmin=trmKQlYdjjnQIgJ%2CfAzikMhEnx6

DN MYMNA NN Y95 Y
1AW MIX0) NIDNN PORY MIAVAND 92°V2) MOWNN Ny Xwnd mon»nn EGEF-n nixam
1Y) 2Y DHYYNN DVNY NDIDN DOV NN TN ,DNNT INNYY DINNY DMINDN DXMNY
52P5 MIMD PR DN D595 70 PIN DVNN INNL 0PN WTNHD YPYIN 2N PRIPN IN PIRVNID
N 5Y NININ NN NNNI RNIN T NPOTHN TN, PINWN NUYIN IPNNN NYINN NDIDNN PON

40, 0NY MINT NOVIN KO DIDIT) DXNNI DN XV NOPVIAND

1AM OPNN SANYNA IPHNN

YIMNND vINNY DN NN 42012 MHwa .2010 MW DYYIN POINNN DIANNWNIN 190N D)

VAN Y0 YT 435033 YT D) WINNY SN 2015 MV 42, DX9NNWNNN QONIV VTN IPNH

DOVY) DN PANNYN YW RINN DIND NX DIDPRD N¥M) 2017 MHwa oHWIN DOV

NIPNA NTNIVN,OVNN NPITN 9 DY NPTYDI NOPN INRDY , 0NN YARYNIA AIPNND NYYNID

DXIPIN MYID DXTOIVN PIARYNDNI PN INNNDI DIID NIITNIND NXIN MINNIN,DOUTIN I DY MY

4 DINN

winmM ,Regeneron-y GSK mnann »1 Sy Nwuy) ©9annwn 50,000 DY DIDPR M e
45,2019 mva DMPInd

NYN2 MIHIN DPXNONP O HY YY) DONNYNN 450,000 INY DY DIDPNR MX) @
NI0VN ,NNIN TONN NXR NXRND TN DY IVT 115 10 NNX 95 My pwnin ,Regeneron
4.(2020 MW OMIPIN MY YTNIYND) 2019 IV TY INOVND

Medical Research Council-n »1 by yamn 09nnwn 50,000 D¥ NOHN DN N9 e
47,2020 mva ohwMm

,I2UNNN DY NAMWYN NYPYNL NYY) DONNYNN 450,000 INY DY RONN DMIN I e
2020 NPN¥NN OOYY DXONNYN 125,000 HW DIND NN 8. 109919 9PN10 AP NIVYNN
.2021 MY OMIPIN MVIY TRYM

https://www.ukbiobank.ac.uk/all-faqs/ *°

https://www.ukbiobank.ac.uk/researchers/ *!

http://biobank.ndph.ox.ac.uk/showcase/cats.cgi N3 ¥y PN NPIMLPY 4
http://www.ukbiobank.ac.uk/scientists-3/genetic-data/ +3
https://www.ukbiobank.ac.uk/2019/09/uk-biobank-leads-the-way-in-genetics-research-to-tackle- 44
chronic-diseases-2/
https://www.ukbiobank.ac.uk/2019/03/new-genetic-data-on-50000-uk-biobank-participants-made- ~ %
available-to-the-global-health-research-community/
http://www.ukbiobank.ac.uk/scientists-3/genetic-data/; 46
http://www.ukbiobank.ac.uk/2018/01/regeneron-announces-major-collaboration-to-exome-sequence-
uk-biobank-genetic-data-more-quickly/
http://www.ukbiobank.ac.uk/2018/04/whole-genome-sequencing-will-transform-the-research- 4
landscape-for-a-wide-range-of-diseases/

Wellcome -1 57> 9Y 07W9 191 50 ; NTWRNN T HY VIEPY 1191 50 : VYD PR 200 SW TO YPWY L1 ¥
,LAmgen NP VAYHPIAN TN T Y VYYD PR 100-) ; DYHN NHPN DX WY DR IMN TN, Trust Charity
;deCODE genetics » Yy Syv91 nwy» gm0 Johnson & Johnson-y GSK ,AstraZaneca
https://www.ukbiobank.ac.uk/2019/09/uk-biobank-leads-the-way-in-genetics-research-to-tackle-
chronic-diseases-2/
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http://www.ukbiobank.ac.uk/2018/04/whole-genome-sequencing-will-transform-the-research-landscape-for-a-wide-range-of-diseases/
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YARVND MYNNNI VIV DXIPNN DY DX0D1NN DINNND 1,000 11D 2019-2012 DN e
#.0v0N

All of US*° 3.2

1992 MNI2N NIIYN
NYYTH PN NPTH 9 NPNR NPR XN OTINM MIN NPIAN MNIND MINMIAN NIIWND
YUY YNMINIAN NN [, NINY NNN OYDIDNIN ININI MDD NIDID NPNX D) NN .1PNID
105 2018 MY . 1IN MIXIN NMDVIINNI 91.5% NOINI,NPNIWNNII NPVII,NMIY MNDNI
MYNNN VI ,82%-I 11N 12 PONY,NI12N MNIN NODIVIIND 67.3% NPVLIAN MNONN
PON 192N MNIN NMDIVIIND 34.4% DXNVIAN 1AV PNYYNNN NINIAN MV .DPIOYN

OO MNLVann ,Medicaid-y Medicare — N157T9 NMPION YNV P NNYIA INY LYND

NN 2010 nmwn Affordable Care Act-n >L.(Berchick et al. 2019) 99010 DYNIN DY NIVN

DYN 112N MSIN NOOIVIIND 8.5% ,1P>TY TN 2, NNVIAN KON NMDIVIIND NY WA NTIPD
DNOWNN IN OVIY,NINI NIVIA OXNVIAN

ovRn MPNY ¥
,DVNN NNPN DY ,NIND DINI ,NNIYNID NNIIX P2 1YV XOWIN WTIN 2015 X wTIiNa
Y0 NV NODY NNY NVNLY 9N P2 ,the Precision Medicine Initiative” N Now
53911 NMINIITNIWNA DY IPDY NNYH 1IN DY 1Y WITTH YR OXMIN

NP DX DWWPYNN LYIN PN NN DY) NN OVNN DY 1IPYN NIVNN
,DINNY NPNNY MPITAY NIXT OIND NI 0PN NN GNYD 10D IWUR ,IMDIDIIND
DONNYN 9IND WPaAn OVNN .TID dTTH DIVID NPDDA NPXTA N DMIPOY dYWND
995 T7TAV DIONNWNY PN IPNNA 0N NNXVH IV PN IWUN NPININT NPINVPI
NXN-NNN MYAION NPDIVOIN 2PN DXANNYNI .MINI dMPYY NN MYMNN D) DY
, DV YTY 995 . MMNT NODINIY OPNOPY DITTH NODINI MDTY 1DIAP> DN DXIVNNN
NYOIVIINND — 75%-1 DMINN) DMYI) DXOWNND P NMINNT DINNNN DXONNVNN TINN 45%

5¢.(All of Us Research Program Investigators 2019) 9002 nnas»nn

https://www.ukbiobank.ac.uk/published-papers/ *°

https://allofus.nih.gov/ >°

NV NPINNN XNV .(100%-H M2 D>NYWN TO 1991 YA TAN MMV ND¥ NN N W DOVIRIN PN !
(973 MY NHY) MIMIDN APIZANN DY DIWIN ,NOYNI 65 DN DIWIN NNNTY ,NPDIVIINT MNNDN MNP

NDION NNRYYN D¥DAPNN DIVINY 191D NDIIN MOY2 MNawm (Medicare) »910 215w N1YI NONH DY DIVINY
https://www.cms.gov/Medicare/Medicare-General- :INO nMoNN Yy DOVIYY .(Medicaid)
Information/MedicareGenlInfo/index; https://www.medicaid.gov/medicaid/eligibility/index.html
.(Cohen et al. 2019) 2010 MWa DNVIAN-NIN IVDHH P! 18.2-2 TIV) 2018 MW DXNVIAV-NON 190N >
“So tonight, I’m launching a new Precision Medicine Initiative to bring us closer to curing diseases >3
like cancer and diabetes, and to give all of us access to the personalized information we need to keep
ourselves and our families healthier”; President Barack Obama, State of the Union Address, January 20,
2015, https://obamawhitehouse.archives.gov/the-press-office/2015/01/20/remarks-president-state-
union-address-January-20-2015

All of Us Research Program o) w1 >
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D'NNYN O
health care provider organizations — D»NX)27 DXMPY MM MYSNNI 1O DXANNYNN
D9 Y NMINMIIAN YMPY NN DXINN DANNYNY IPPya ©XRNNN O 1IN ,(HPOs)

HPOs myxnnNag 0v1nD 03990807 DXONNWN 55,0109 NNV 17 1179 MYSNNI 19Y, 10N
DONNYN .INSINA ONPXAT NITH NN OINYY MO0IAN NPPTAN AN MY DM
195,001 DYP)92 .NDMIN NNSINID 1D DWUH MDY DIDIN INNDSY 19N DI DIIVNNN
a8 DY TINND MIVAN TDIN DY N IYNNI NN DY DXNNTI DIIVNNN IYND NINTD
o1 ,NOMHID NNIIND PAD XD PNIN PINTN N DIIMNNND DI9IVNNN TIWNI IN ,NINM2
56, Q90N8NDN N2 NP2 TNS TPV

INMYNIN MV 7.0%Y UNND PIND NN 2018 NN YTIN HNN DANNWNN DY)
NP772 Y92y, NI OUIN YN ININ TUN ,NYINY YIN 175,000-10 NYYND DINY 199087 DD
YN DANNYN TINND .ONOY IRIDIN PXNN NIV 130N DPNOPH DXTTN DIV NPDID2
TNNY 295 INXIFTN IPNN2 T0N2 MIXPHN IDIVIIND D¥IPNYN 80%-) DNIY OPN 51%
MYV IWIN NN YOIN 270,000-1 NOYID DD 19908N 2020 920NT WTIND TY .0 TNIND
538 HNIDTN IPNN2 TONA NMHINPHN NMDIVIIND DIDPNVNN

0 MHNIPY
59 DM N2 MNIPY NN WAP) OVNY

MNIND DMMNNNN DMPYON DMIMAN DY IMNS MONNYNN 9999 AMNINS Mannwvn e
M9IVXNN TNXD NINI2 MV TNS PRI, TAND D¥DINY DN,

DMIPIND VAN DOWIN DY TN NXIAP DY QONIY YDNIN : APDIVIIND P)INN )Y e
NNAY IWAN DT YT> MYNNNI .OMNIAD 0NN NN MOND DIVIN OMND OIN NN TNDH
MXIAP NN I2Y2,10 19 .1PD55N NMDIVIINI MONN YNNI 1N DIV O1NRIFT DIV
NPYD .OMMTIX DY VYN YT OMP PO PRI IPNND NINHD DOVIR DY M)
SV NMY MNP POXR GIXD 1N DY DOWVNTN DXTYNN DX VIPY DVNN |, NVDNNN

0. DIVIN

.DVNN MOND MNNN DANNYNN DY NNIND : DIAMYI DIONNYNN e

5y YN NIPYM VIDWN 19IX 9y DONNYNHN NN YT DVNN : PAR NYUNT MPY e
DPMTIN

oY YTNN NN MR DANNYNY PN OVNN : DMMNIN DY YN DONNUN NY) e
OMMTIN

ow>

.ow 3

.ovw?Y’

NIH’s All of Us Research Program returns first genetic results to participants8
https://allofus.nih.gov/about/core-values *°
https://allofus.nih.gov/about/diversity-and-inclusion ®
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NXIAPD DXANNWNN DY YTNN NN YA DVNN : 9PNHN MIVNRY Y1990 HY NN MY e
YN HAPY DNYPA WX DIPIND 79 YN 7PN TPYWIND N1H92 YT 22019 YN NN
N92APNN YO

7IPDY MDUN NPVIATY YN NNVIND : NPV Y190 NNVAN  °

q9onMn XM ,Precision Medicine Initiative Cohort Program-n m>n 0vnn 5S¢ »Mpnn mny
qGPYo NIVNI POV, DIONONIVIO DXANNWYN NYNND TYWNNA 2016 1IVPINX WTIND YNDNMN WD
619N DY
NPONY THDNI NN IYR NN NPVIY XYND DMHXID MNIPY D) WIAP) DVNY
MW DXNIN MNIPY ON YN NN I MIYN NOIAP INKRD 1TV 1200 N2 NTIAY NP
MATYNY TIAD ,DXANNYN NNXYN ,MDPY ,MIPWNY DIVIND NPNTHN NNXIDIN OINNI NPTNY
:DMIPOY DRI 2 MPNINY YTNRN MK, NY) VDN NNOY ,09NNYNI
MPaN ,DIVON ,NONN DY MNIN D1 BN NY DIAPY OININ DANNUNN :MIPYUN e
,DNNYN P2 DD NIV YNTPY DYDY NMXY OPNN NOMIN YY)D 1D .NOWNM
LDYINN POY DY) NPDYTON NOVNNN ,ONRIDT NPV NN ,0MPIN

95 NN VAP DANNWYNN DIV NYVIND TN DY YT NNOYY IINT PONN NNAD LY - MDY e
AVNNNY NN DONNYNN DY NNYPNM ,MANNYNN 5% DD >0 \INN YyNN
PN DX GPYNY NIV ViYW MYYD) DANNYNI SY  OPMIAIND  DNPIINNI
TN DDI92 DNN MARWNI YIDY DIWIYN DIDINN DI NNNN LTI DY Q0N .NMDIIIND
VTN WIDIYY ONIND  MNNIND 1IN WP RID ,DMPEPN NN IN DIIPHND INNNDN

D09 29YD) DM 1NN DD 205N NPNY PIN DVNN .OXONNYUNN HNDTY DY NN e
AN YT PIDIND NNY MY NV MATYN MOY2 M»NPN

NIDIN YTIAY N DXINNVND IWANRD DVNN DY : Y1999 AW MYSNNI DI9NNUN NANYN e
AUNPNWNRY SN YT 19N DY DXDIN DNV

NPT OND PN NN PILY

:)12),M280 NIOWY NPV 119D WY DN DY OINYRIN PNIONN ToNNa

TONYNP MAMIYNY NMVIVON DY DIYM MINA RYNA YN NYIAPY KNP 9P DONS .1
DIYAY DAYV PN IYY OVNN NN PIVNY DI ,DVNN NIY MDLVPIN
63 NYRN DOWITN VY — 190N 69 — VIAPNNY MNIWNNN .OPNMINIA
9002 NNXYHN ,MNMID ONIPY NN NMDAPHN NPDIVIIND WIND TN DY MY e

NN YWD YTHRN DX TIOND ¥ 1PNIIN N1NAND MYOMN IN MNVDN 1I9INI
VO PMIAIMN ,NNYD

https://allofus.nih.gov/news-events-and-media/announcements/pmi-cohort-program-announces-new- %!

name-all-us-research-program
https://allofus.nih.gov/about/program-overview/precision-medicine-initiative-privacy-and-trust- 62
principles

Request for Information: NIH Precision Medicine Cohort — Strategies to Address Community
Engagement and Health Disparities
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NOMIVYI NNDXAN MYNNNI NN PHNI MDD NNN NN IPHNN NDONP PR @
MY

Sy NYTNIO D) )NV DI IPNHNT MDY JMONMNN WIAND MIAPY PRND W N e
STIVN APNNRN

JPNDNPM MOWNN NI NPIYORD MYYIND NUPN TN W MmN e

ININIVIO YO DN NNDNL IPNNT NONY : DIANNWNN MNIA DY 2aDW-39Ndy e
DYNVYPM DMNIAD ,0MNIIN ,0PNYPA DN DY 121200 NYIN DY NN TavH
.DYNMINMA DAY OINAND NPPTNI

N2V, IMPYH2) DN NNPN DIMNY DIVINY YTNY TUN #NINITO YIIN YW NITO N .2
: IR DOWXTN I P WY

Y20V 532 YN TV GVONRND L, DIANYN NPND DANNYNN DY MDY DDNNY NN DY e
mMLSNND YINN D2 TINMDY ,MPPYUN) YN NOX 0PN NON MY 9952 ,IPNNN
NN YN APNN NINSIN NI XYN2

NYIPA,NNONA — TITY INNINN 12D DXINNYNN DY VAN NTIPI NN DPNIADVI V> e
.DYWTN DMIPNN DY 1NOINN TPHNNAY NHMI MOINND MMDYTY 11D

DNY IWANDY DANNYND NYLMDIY NPNDA TPHNND DIIOIN NNIDNN YONN e
LONOYOIRITIDTIN YT VIDIYD TWPa Y1

SY LIANN MNP NOOON .NMY MDY DWVIND NIVWN DOANNYNID YDH NNRNN e
6531 NIV PYND T PIANY YOON DIDXHNN MINH2) DN NN DXONNYN

N NXINY NPVIND NN DY PN I9IND DIVAD) OPNINIA DX PANY WPAd DPNN DY @
AON DY 2N

mMOLONN2 MY DPWN DPMSTYND NND WM ,D9NNWN DI1DIY DIIN MDWUNN NMNIND @

1YW J9IND NN NNWY YT . MININ NN YT NIV ,IPNNI MMDTY MITOY IWNI

LY DY DIPIN DAY NAYN IR NNYO ¥ T DOV DANNYN DMIPIN
DT VAN PNININRYD PON/NIMIND

N (DIRNNN 29D PYIR IN PVDYVVD DIDD INMNN 19IND) OIIPNNN YN NNRNN - @
NIRNNA OMIMNYN DANNYNY ,DPND MAITVIND NPDVPIND NPNDVIND NNN
DYANNYNN 292 NXND W APNNT TONN THIND TYNNN 19IND) 112N 1O NINNIN
DYPPY DWVWTN DOYNNN DNY YWINND MINMIL STTN DY DWAVN DINNDND TYD

6. MNo2

NIH Workshop on Building a Precision Medicine Research Cohort, February 11-12, 2015; Unique 64

Scientific Opportunities for the Precision Medicine Initiative National Research Cohort, April 28-29,
2015; Participant Engagement and Health Equity Workshop, July 1-2, 2015; Mobile and Personal

Technologies in Precision Medicine Workshop, July 27-28, 2015
Precision Medicine Initiative: Building a Large U.S. Research Cohort, NIH Workshop
Precision Medicine Initiative: Participant Engagement and Health Equity %
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https://www.nih.gov/allofus-research-program/unique-scientific-opportunities-precision-medicine-initiative-national-research-cohort
https://www.nih.gov/allofus-research-program/unique-scientific-opportunities-precision-medicine-initiative-national-research-cohort
https://www.nih.gov/allofus-research-program/nih-workshop-building-precision-medicine-research-cohort
https://www.nih.gov/research-training/precision-medicine-initiative/mobile-personal-technologies-precision-medicine-workshop
https://www.nih.gov/research-training/precision-medicine-initiative/mobile-personal-technologies-precision-medicine-workshop
https://www.nih.gov/allofus-research-program/participant-engagement-health-equity-workshop
https://www.nih.gov/sites/default/files/research-training/initiatives/pmi/pmi-workshop-20150211-summary.pdf
https://www.nih.gov/sites/default/files/research-training/initiatives/pmi/pmi-workshop-20150701-summary.pdf

68, 9NN MMDYTY MITO XYN NITOI 7NV MIXIIN NNON XYNA MTO NI .3

60-2 DMT D) MMPH NYIIND DN DYONINIVIO DIONNYN DY NNPRI 60 DY) .4

WY DMPTN INVPRIND AP 2ANI2 WNR 500-D NDYND NN IUNR NNLP MNP

DM9IVIN MDY DANNWNIN NINYILY DNYPN MV DIIIN ,DY9150N ,NPNIVIN
69.0VNN DY NOYTNHN NIDND NN’ YOO DT YN ,0VNY

, DN PON JI1VY N¥I) NDNNA POY IWN 70N 2,601 MAONNYNL PN IPO TV .5
NITNNY OPNN MPPVWNI DANNYNN NMINWNI,MOINNYNL DXNYPHN DINIDN DXV
1.0annwny YN

PTHND NN DY 01N PIY OHY DXANNVYN MY RYNI MIANYD MOLIWL IPNN T .6
00NN HPOs 09001 0nYY) 0»NINR NINYI 3TIINY MNININ NTIAY MYV HY 1770
.(Khodyakov ef al. 2018) DaNNWNN D) NINN 1A NPV DN (DXINNVND

DIPIN DN DANNYN PON INPY NIV IPNNI NMDTY MITO XYNI MTO NI .7
73RUNA MYSN WNND NN NINTN 0) NNOND NYTON NXIPY 72.7)WyN1) MNTPNa
SV DONIN DINITYY NMTY MITO MNIDI MADN IPNN MIRY NN NN NYTON NIV
.DVNN NPV
DY DIRPMINN DY NPDIVIIN NOYON DY NNAN PADY NIVNA NTIAY NP PN .8
NMLIVLONX MM OVNA (Alaska Native) NPOON * D> OMIYN YWY (American Indian)
N 1211 1T NNDNA74ION MNP OY TPNI2IN DIWHT DOMYNIVN NIWI INNY MM
995 9UN ,AN5N2 .YITI YPI MPIDNN ANIND MK 1NN MNP MOMIND 7179 ANON
75 0V0RN DY W OWINND NDIPN INMIN NHVIN ,PIHIVNY DVNN MTIN DY 5 ypI
NYNIN DOWN DOPMYNYN NI YNMY NN DY TN PIAND DN YPaNn 0NV
MTING YOO T DPNN INNL OTIY T D) 191N .)NPIIN MNP M) OY MIMIAIN
MY MIRY J2) DOV YPI 1) ,XIVON OWI9N NRIPY IMDNND 112N MNPN
DMNINM MNRIINM ,MDNPN DY NV GNYY DHNN HY T 1HHI2) ,0OWINA D TD

Return of Genetic Results in the All of Us Research Program ¢’

All of Us Research Priorities Workshop
https://allofus.nih.gov/news-events-and-media/announcements/pmi-cohort-program-announces-new-%
name-all-us-research-program

Kaufman et al. ) mapn mawn 12own (54%) 2,601-) 11dPWN W 2,706 ,9p01 9NNwnY Nonn wn 4,777 7°
(2016

YN IND DN DR GNNYNY DRN DNVINND DMWY DIXINN NYOIW HY AN P2 1IN P01 DONnwHn 7!

,7702 DANNWNRNN 90% T JY TIND 1IWN IN DIVNI PIXY ,GNNUNN NINIA DY YT NTNRY 7PN INP 1IWNN
(DY) (77%) *X197 91970 NY2PY (80%) TN NIY DITYN NYIP PINNY

Researcher Workshops and N7 ,7©amud 929900 NN HW RWNN NN DPHN IR M8 mMTon 72
All of Us w1 MToN Mapya ooMav Ny1o ; Summary of Plenary Sessions 83 NyTon 01209 ; Public Input
Research Priorities Workshop Report

All of Us Research Program Seeks Input on Research Priorities 73

All of Us Research Program Advisory Panel Launches Tribal Collaboration Working Group; Tribal 7
Collaboration Working Group of the All of Us Research Program Advisory Panel

All of Us Tribal Leader and Urban Indian Organization Letter 7
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https://www.nih.gov/sites/default/files/research-training/initiatives/pmi/return-of-results-agenda-0306-0717.pdf
https://allofus.nih.gov/sites/default/files/research_priorities_agenda.pdf
https://allofus.nih.gov/news-events-and-media/announcements/pmi-cohort-program-announces-new-name-all-us-research-program
https://allofus.nih.gov/news-events-and-media/announcements/pmi-cohort-program-announces-new-name-all-us-research-program
https://www.researchallofus.org/researcher-workshops-and-public-input/
https://www.researchallofus.org/researcher-workshops-and-public-input/
https://www.researchallofus.org/researcher-workshops-and-public-input/
https://www.researchallofus.org/wp-content/themes/research-hub-wordpress-theme/media/2019/02/Final_All%20of%20Us%20RPW%20Report_July%202018.pdf
https://www.researchallofus.org/wp-content/themes/research-hub-wordpress-theme/media/2019/02/Final_All%20of%20Us%20RPW%20Report_July%202018.pdf
https://allofus.nih.gov/news-events-and-media/announcements/all-us-research-program-seeks-input-research-priorities
https://allofus.nih.gov/about/who-we-are/tribal-collaboration-working-group-all-us-research-program-advisory-panel
https://allofus.nih.gov/about/who-we-are/tribal-collaboration-working-group-all-us-research-program-advisory-panel
https://allofus.nih.gov/news-events-and-media/announcements/all-us-research-program-advisory-panel-launches-tribal
https://allofus.nih.gov/about/tribal-engagement/all-us-tribal-leader-and-urban-indian-organization-letter

NYIAPYN APNNN MORY )Y OVND AP AN DM MY Haph mn Sy ndv
76, NNPN NN MIIYNN

DXANNYNN D) NTINN INRY NDEN PNY
NYPIN ,NPAN MOYYN OHY2 DAIIPNNI NMDTY dITD XWYNA NITO NI 2019 %Y wna
YIDY NNMN NYTON NIVN .DXANNVYN OPNI D) DINN DINNIN VNNYN MTOA 77.N1PNIaNY
MYNNNI NI IPNN DTPD IR 1AV 1DIND DY WD PADY 0102 WY NPINTIN N2
YTIIN TI2Y INNY 0PN TIVNY 091070 D1OLMDN DXIPNN YISNDI PIRYNI) DN VIOV
MLYNN NYAPD PONN DY NMD DINN PNIY DY HY NMNIN OY 121D MTOL GONIVY
SR MIAN INPN NNV DIPIVINSL OMPY J12Ta

D912 DY12N DX NYAY .0DNN TY MNY MTYNI DANNVN NN 2790 DIWN)
oY TN STNN TN PNNN NTY) ,NXYONN NSVIND 0NN MOTINN DY DIRINKN O1IPOYN
D027 Y0 MIN PADS MY DY MOYITN MTNPN NTIAY MNP DN DINK OION) 15
797912580 29PN DN 26 DIHN NNDNA DI DD 9157 TOA 78.01VHN DY DINDNDN

DPNN MYMINA DIONNYN NIV
TN DMINDN DMINN NN ONX D) , 0PN DNMIND NPY NYVIN DD DAP XD DXaNNWNN
80, MOYIN TN POIN) DI GONIV Y TN VIDOY

MIRDHN NNNN
NITNN MAXTY NN TIN,OONNYND NPVIY NIRKIN NINND DINPIVIY MMNAD DN DN
NI MNSIN HAPY 1IN IYN DONNWND (actionable) DAY HIYAd GWANY DMVI) DINVN
SV 19 TONN 199 NONR NPV (All of Us Research Program Investigators 2019)
NN DN, AN TYWNA ELANY IMND TYINA 0P O5N MTY) IRB 7D wi» oM ,nnoon
NPNNNPNIY ,NMON XN MTIX YT DY 59521 DANNVNRD YN HY DNY DN 1NN
21 DIND MAPWN DN MDA 2. 7MNNDN MONNDY M) NP0 DXNVYPN DMVI) DINNNNA)
SV M) MINMY MNY NPIVIN 1IN NIVNI NTHYH NTIAY NXAP NHPIN 2017 MIva e
8. 011D YONINIVIAN TIVN NPNMDY ,NIDNN PPN MIAYNNN TN ,DXINNVNN NIXNT
NPINKNNMOY DITX 92PN 2010) YT NEMD MPNIN NPNDNOVIA MT NTIAYN NP
NDXNNA NONAY ,PNNPONI .IPNNN NNDNL GONIV Y1 DANNWNY WHIND DN

National Institutes of Health Tribal Consultation and Listening Sessions on the All of Us Research 7°
Program

All of Us Research Program N9 791 0190 ; All of Us Research Program to Host ELSI Workshop 77
Ethical, Legal, and Social Implications (ELSI) Research Priorities Workshop

MM YR NNVINY NPV ,DXANNYN NIPY ,IPNNT APIDTY SITO 1ND DINYNL MPOW Nayn msap 8
.DYNNYND YN DY

NIH’s All of Us Research Program welcomes additional participant partners ”°

All of Us Research Program; Consent to Join the All of Us Research Program ¥

All of Us Research Program 8!

NIH funds genetic counseling resource ahead of million-person sequencing effort 82

Genomics Working Group of the All of Us Research Program Advisory Panel
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https://allofus.nih.gov/about/tribal-engagement/national-institutes-health-tribal-consultation-and-listening-sessions-all-us-research-program
https://allofus.nih.gov/about/tribal-engagement/national-institutes-health-tribal-consultation-and-listening-sessions-all-us-research-program
https://allofus.nih.gov/news-events-and-media/announcements/all-us-research-program-host-elsi-workshop
https://allofus.nih.gov/sites/default/files/aou_elsi_workshop_summary.pdf
https://allofus.nih.gov/sites/default/files/aou_elsi_workshop_summary.pdf
https://allofus.nih.gov/news-events-and-media/announcements/nihs-all-us-research-program-welcomes-additional-participant-partners
https://allofus.nih.gov/sites/default/files/primary_consent_form_eng_sample.pdf
https://allofus.nih.gov/sites/default/files/aou_operational_protocol_v1.7_mar_2018.pdf
https://allofus.nih.gov/sites/default/files/aou_operational_protocol_v1.7_mar_2018.pdf
https://allofus.nih.gov/news-events-and-media/announcements/nih-funds-genetic-counseling-resource-ahead-million-person-sequencing-effort
https://allofus.nih.gov/genomics-working-group-all-us-research-program-advisory-panel

YININIVIN MIPNND TIVN ¥ DINN DY RIN NNIOY NTIAYN NP NYaP ,2017 12087
NP .OVNN GPIN2 DNYPN DXADN DINPIWY NN MYYN 9N DY [ InN»a M
YNDN DXANNWNN 190NN 5% DV GPPNA VIS NIIY HY 12T SV INDA NYDNN NTIAYN
PINND >TI OXVITNTN DXARVNN MVLIVN ,D¥IONNN DY NN IWINRY IWKN (VN 50,000)

8. MN3Y WX 11DMNY DN G0 MIANIND NIRIPY NIdDNI ,DANNWNIY YN
1IN YN NPTHN YANI DMHN) DN NVIDY NNPNY NI DPNN NNPN 2018 MV e
NN D) DXNNINX DN D3NN ,YTNIN NN TID . OXONNVNIN NIDXTH 20N Y11
DTN D) 59 DY YN 1YY 1IN MINKIN T2 DIMNYNN DXANNVNY NPV NINKIN
-1 ATINY 295 ,0TPIN PNIAX IN NYIND MININ MNNDN MINNY NDY DX NVPD

85.90INPNRI9 Y11 191, American College of Medical Genetics and Genomics
=595 503 \W» TN NNPN TNYD NN NONNOV NIINA OPNN WPYN 2019 vl e
86 )NIN

§7.0°9NNYNY NPV MRNIN NITNN NDNN DY WTIN 0NN 2020 1ANNTYTINT @

Estonian Biobanksé 3.3

792 MNIAN NN

NN N2 MV ST DY TIMNN) NIPAWYI TN NN PNVONI NINMIAN NN
95%-2 NIN NDON NV .NMINIL XMPYH INY DYDY DINIT DXNVIANN DI 1 PYDIDNIN

.(World Health Organization 2010) ¥>X 1951 1.3-3 51570 702 1NN ,NI>THN NPOIVIIND

199713 NN PNOYI DR NMPNY Y9
TIXTY YN RN NHPN DD IUNR NMNYNRIN MPTHN NNNX ,TIZONR TS ,ANMN MIVON
VA NPWIN DVHRN NNPN .DPNIPA DNIND NDOPW MYNNNI MNIYW MINN NPNY NIvNa

Estonian -5 ovnn m>»ya n1ay 2007 mway Estonian Biobank Project-n n7ona 1999
(Leitsalu et al. 2014) (EGCUT) Genome Center of the University of Tartu

-1 2000 MV PPNI DN DY IMOMNND INNPNY YVIWNN DIDIN NN NMIND TN DY

NNPNN DX PToNY NIVN1a ppM PN 8. (HGRA) Estonian Human Genes Research Act

YMATINAN YAV NN MOIND ,WITIN YONN TPNNN DX TMY NI YO DR HY DPPM
9997 97 VI YN IYIY YIDY 9N P9I DIHNNN MNT APTID NNY NN HY

NN DY9YW DINN NIN PH PINN 2. DNA Minvmn 03210 00NN PNIPON M YY NODIINN
s INPTNHN DIPNN PNN NRNDN MDYV YD ;I0IRV NVIDIDNIN — MMNTN YTHN DNN

Considerations Toward a Comprehensive Genomics Strategy %*

NIH-funded genome centers to accelerate precision medicine discoveries 3

NIH funds genetic counseling resource ahead of million-person sequencing effort 8¢
NIH’s All of Us Research Program returns first genetic results to participants®”
https://genomics.ut.ee/en/about-us/estonian-genome-centre 8
https://www.riigiteataja.ee/en/eli/531102013003/consolide

.HGRA-5 1 9oyp
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https://allofus.nih.gov/sites/default/files/gwg_final_report.pdf
https://www.nih.gov/news-events/news-releases/nih-funded-genome-centers-accelerate-precision-medicine-discoveries
https://www.nih.gov/news-events/news-releases/nih-funds-genetic-counseling-resource-ahead-million-person-sequencing-effort
https://allofus.nih.gov/news-events-and-media/announcements/nihs-all-us-research-program-returns-first-genetic-results-participants
https://genomics.ut.ee/en/about-us/estonian-genome-centre
https://www.riigiteataja.ee/en/eli/531102013003/consolide

TMDIIIND NN DY YN NOOINX VNN IPNNN MNNINT DITP NIMNN PINIVNVY YD 1)
71912287 NN NWY YD) TPNN NMIRKINT YINIY 191,12 YINT Y0I) YT GIDN) NINVOND
1DFTYN DVNN DY NNYPNN NMVIVORNI 2N NN PPTI NNNY XD DN NNPN

792 MNP XY PNVONI NDKY NPPTN NPINN NPNDA NING 11T 19 DY NPYTH MTIIW 1NN

.(Godard et al. 2004) D¥HN MNNIND NI DY YAVUND MIVIN IN OPNNNT NPT

DYaNNYNN 01
MY A5WAY,DaNNWN 52,000-5 2010 MY TYIDM) NYNIN 2DV : DYDY MWL IDN) DXATINNDN
PN L9090 RN (Tamm and Rédim 2019) 9901 oannwn 100,000 2018 MmN 10M)
DY PN NN DAPYN NYRIN 20V IDMNMY DONNYNN NMODIDIIN DY TPAIMNNNDN NNIINNM)
NNIAPN DY NIM-NN TPNVONRND NOINND NXIAPN DV N0 NN VYD, MOYIN NODIVIIND

.(Leitsalu et al. 2014) n>0yn NINNN

MRHN NN
QNONI YT VYND NN NN DIPIMTIN DY YTNID NPY YN PIN 1 DY DIRIT ONDNNN
22 OPMITIN DY PVNN YTHPN NN NYTY XOW D) DINIT DN NYA N2 .TD DYDY OV IV 1)

DD MIHIND DINNNN NY NPHY
MINSINT YIDOWN N2Y I YO DOXTH NN NIY DVWN wpad DRI DN DNNNN
93 PMNINN NN GPYNN NHIONN 2N PINT WO J9INI YaPIY 29 AP

DY MNNHN DI
S PANYNI 1DWIV DIPNNL ITAPNNIY MINKIN DINY PAYNY DIPIN DY ,0VNN NPT 29 Y

.(Leitsalu et al. 2014) y71101 9NNY 190 1ON NINNIM

HYIN NINMN INIDT MPSNN DN MYINA NN DNNNN PIY

NM2OYa NN, NINIAN NIIYNI THIYIR NHORMNI NINIDT DY NYNRLN DIV NI MNVON
NIOINN NPWN NXIPD 2015 MY 12IY NNIOMNN MIPNNN TANI .MNINND DNV DINNI
TN JOID DY TPYLOIN YN DTPI NIMRD VPN Y YN IR NHPRMN ININY
TOPYIR NPRNN INXIDT DY 2T NN’ YOOI NIVNA ,DNI RXNIN OPP YN DY THNDNA
MY TYN YOIDY M) 12D DY DIDNVN ,NYNNN 29D 75.102THA MNIAN NIIWN 5951 DW»D
NNNANY TPYIN NNXRNN NN TNV 0N NIV DIAPO NATM DMP VI NYI DD LY
TPYIN NPRMND TIDINM PVNN NIYON ;IPO NP DY DIV NN DIVON TUN 120N
D290 DNIN DY DNNAVN YAIPY DI NP

HGRA-Y 3 9oy °!

.HGRA-Y 11 9yp *?

Gene Donor Consent Form ; HGRA-Y 15 9oyp »3

Feasibility Study for Personalised Medicine in Estonia: Clinical Approach **
Clinical flagships projects *
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https://genomics.ut.ee/sites/default/files/gene_donor_consent_form.pdf
https://www.sm.ee/sites/default/files/content-editors/eesmargid_ja_tegevused/Personaalmeditsiin/feasibility_study_for_personalised_medicine_in_estonia.pdf
https://www.sm.ee/en/personalised-medicine#Clinical%20flagship%20projects

MINAY MMINDN NINN ,DMNIIN DXMPYY TIVNN DY NOWI MdY pwvin 2017 mva

IVOND TYINR NHRMNN INIDIN MNNONN DX PNNY Ivny EGCUT-m mnona
-DYN NNIDIN NPIVPIOT TIND A TWN YWIN 100,000 DY S0 Y110 GON VPN NNONI
YiPan VPN .DNDY DMYINND DMVINN DMDDN DY DVNVNY 1NIWN NN MYNHNI DY

Estonian National Health ) 1m70IN5N YX1990 Y1010 NN MIMY 0N YD NP IWINRD

MM NIIYNA PYIN OV YN AWNNND DRI IWIND 1 DY % (Information System
975970101 DY NON
N2PD NOIWND NNN MYKNNI DN MNNYN MNNTN NN’ VPMIION NNHONI
MAYON N2NNDY IRIDNND NDPD MDIND DXONMNNN OMIININMN ,MOONN NDIAPA NDNNM
DONP-DPN NPPOPIND YN YINY MYYD NOINY DRI .NMINIIN NN HITPI MNIND

.(Milani et al. 2015) N2 O ININ DXAVINN DIV NPYTAN YNIN NIV VIVMIN DNY,0NHY

CARTaGENE? 3.4

19722 MNIAN NN

NN/ NMNNL TODIDNNY TNV NN ,PNPA DY K95 NP MINIAN NIIWN
DOV NN 19 DY KDY TNN 29 DY DN OMNXINN DIXMPYN 1D MYNNNI NIPIYI
9.072y

oPNIN NIPNI NIXSH PNV

:(Godard et al. 2007) 712>°% 9INOPY 3701 N9 197 DNN MY NOPNND TN

PNPA DY DINNI NNRN DONNWN 8—7 NN TPXN NP 19-2 OOPT DY) e

-NN DNXMN DNY MVIND NN DY DMINMDN DIMAND 29 DY MNP IPYIN DXINNWNN

Y D»NIINM OPNND MYYNT NN MMY NNMN DINTN NIVHN .NPDIVIINI MNP

GPIN PTN MXIAPA QORI YN DVT) DTN P S0 YN DNRND NNPN 2N NN
21N 19INA 19N INND

DY) NONN MY DXVWTIN NYOIWI DN 1N MANNYN NIIKD MNIND MYNS 1Dy e
DAY YN MY NNPYI,MYT I NN 1T OTPD NI0NI,MINININI DaNNWNN

P90 1N HY SINLVNN DY D1MIATIN-1T OININD DONDNP DOXPMN DY MYNI 1D e
mMyyna N9 HPY DMNIINY OPNX DXODN PNIAY ,LPMIN DY TINDY NINTIN DD
.DYNN DYNYNHNN

09NNYNN ©)

eHealth — Future Digital Health N7 ,7mX>72 ¥y71 Y 7115 NONNRY 2008 THWA NNPINY TIMIND noyn %
in the EU
https://www.sm.ee/en/news/100-000-estonians-will-be-offered-information-about-their-genetic-risks
https://www.cartagene.qc.ca/en/home
https://www.canada.ca/en/health-canada/services/health-care-system/reports-publications/health- %
care-system/canada.html#al
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https://www.espon.eu/sites/default/files/attachments/Final%20report.%202019%2003%2025_final%20version_0.pdf
https://www.espon.eu/sites/default/files/attachments/Final%20report.%202019%2003%2025_final%20version_0.pdf
https://www.sm.ee/en/news/100-000-estonians-will-be-offered-information-about-their-genetic-risks
https://www.cartagene.qc.ca/en/home
https://www.canada.ca/en/health-canada/services/health-care-system/reports-publications/health-care-system/canada.html#a1
https://www.canada.ca/en/health-canada/services/health-care-system/reports-publications/health-care-system/canada.html#a1

2 ,1PD05N NMODIVIINNN DXANNWNI 43,000-510 Y1710 9391 D1 2007 NIV 2D SNN DN

—2013 D»wa 23,000-2) 2010-2009 D»w31 20,000-5 : DX2YW MW DINIY 19IVNNY 69 TY 40

NPNI MO MOLINN NYAPA NN INYTN IPNN PRND NN DDHNN NIVH 1002014
101 912587 NN NOPHPN NPPVPINI

DMANNM P2 NHRNN W DD TR ,PINPA INPYN IDND NN P IO TYN) DVHN

LYY ,PNPA TOOON NMDIVIIND DY NONX PAD DN DXANNVNN DY DOINNT-PNION

NXM DMNN DXVIYINIT) NPINNRN PPINNDI (TN DODOWN DN DXANNWNM) NIIUNN 1PIND

.(Awadalla et al. 2012) (Op
oY Hixnn ,Canadian Partnership for Tomorrow Project-nn p5n X0 ovnn
Dummer ) ©9n1nw3 300,000-2 9197 702 Y9191 NHP2 NINIT NPEIAION D¥PIAVA YW DINYT

(et al. 2018

MRHN NNNN
DYN DM ,0VN2 OMNNN OIPMTIN DY YT IN VMY MNOTO DY) PR DN DINNVNY
25V .DMIPIN T DY IN DN DIVUYIN NMIDIXNTH IX YN TIDYN RPN MINNIN DDIAPN
MOIVINN DY MIVNY DPNYPAN DITTHN DY DIDD DIONNWNN 1P NYRIN MOITVSNIN
DN DY DY YYD NINTN NOON JPNN DIOMNNTL WYY MPIT1 DX ,)D 10D .0VNY

N9 9N TI DY NITY VDR ON DNND MIVAN MDD DIXVIAND

DHRN MIMND DINNNN NI NHY
PNNRN DX D) 12 DMONNWNN NPY NONIN Y2 PN DN DANNWRY 102 1noonn an »9 Sy
.D”INDN DN N MYTN MP>T NNSY DMIPINY IWAND DN XANWNI

marpy
2Y YN NINK TITAIN OPNN NN DONAN 103 DHYNN YARWND DY) NN NYIP INND
DIND DY IXP NNOM DIPIND MNY ,IPNNN DY NN NIV PIPN D915 ,IPNNN VPMID
APNNN NNOYN INKRD ; OMIIDINNN IO ININNN STV AIPNNY NHN NPNR PONNPNN
MNI2DY 7PHHIN NMODIVIIND MDY NPIRIXIVITN NMINNIN PIMXYIN DID D) OOUNN

1042019 N2 DO PINKRD POV PTIY NDY D) DDNON DINN INNL NN

P98 0NN YANYNI TPNNN
105, 93191 YARYNI WYY DIPNNA I DINNN 50-1 110N 2019-2014 DM)HWA

https://cartagene.qc.ca/sites/default/files/documents/methodological/brochure_CaG_anglais.pdf %
https://www.cartagene.qc.ca/en/home '°!

Information Brochure for N7 ,799) 10200 2N21 VMW NYYY OVNY MAI0ONIN 15wn TAN 91 102
Consent Form Second Wave of Recruitment of CARTaGENE- Participants

Sample and Data Access Committee-nmn MON NYAP NOINND PANWNY N NYAP ,0VHN NPT 9 Yy 103
.CARTaGENE Access Policy W7 ,72°81 19 018 19515 1R N 7y . ("SDAC?)
https://www.cartagene.qc.ca/en/researchers/documents-and-newsletters %4
https://www.cartagene.qc.ca/en/researchers/projects-and-publications %
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https://cartagene.qc.ca/sites/default/files/documents/methodological/brochure_CaG_anglais.pdf
https://www.cartagene.qc.ca/en/home
https://cartagene.qc.ca/sites/default/files/documents/consent/brochure_en_0505_0.pdf
https://cartagene.qc.ca/sites/default/files/documents/consent/brochure_en_0505_0.pdf
https://cartagene.qc.ca/sites/default/files/documents/consent/cag_2e_vague_brochure_en_v3_7apr2014_0.pdf
https://cartagene.qc.ca/sites/default/files/documents/policies/ACCESS%20POLICY_CaG_EN_Mai2019_0.pdf
https://www.cartagene.qc.ca/en/researchers/documents-and-newsletters
https://www.cartagene.qc.ca/en/researchers/projects-and-publications

10623andMe — "INON TOT'D NP0 .4
MNPV NYNN IWRY 2007 MV 1IN MNIN NHPIN IWR MINDN 112N XN 23andMe

99 PRI MPON : DT I9INA I MPYN .(direct-to-consumer) 1982 MY’ NPLI) MPr T2
NNT NMYNNNI N NOIYN NN INAY DAPN MPOHT ;5 1NPN DNV NHNODN IMN 21 NOIND

NPYTAN MINSIN DX DY YHRN DN DTN N> Tann DNA nsnn 19ann ;19520 DY pn
MYNNNI DN 0TI ONNODN NN DNMI NMNMPON,ID DX .NINNI NP DY OV INIVND
N 172N .(Stoeklé er al. 2016) 03 XYY IN XTI DY UINX ONIDT NIY» TONNI XD ,aWNNn
107 NP 990 5-1
PNN — NYY MIPHNN MY PON NNPO NPNINMPYY WSND 192NN NYNN 2009 Mva
LDOTPNY NP WYY OYTH NY 2N PR¥NDND NN DDIDY 7N NYSIN NIANNY YN
IYIN UK 108799) NNIDN AN MYSNNI YY) MIATINN XD IPNNT MDY MONNYIN
YR :IPNNY WHYD D10V Y1 N MW NPINN NHaNN 1. (i nx myTyy) IRB » 1 by
ANTH MPONY QO Y ,MPYN MY DIPYNI 199y NHANHY MPXTANN DAPNNY SONN
172NN DX .NYY NYN 12 DNITYNNN DINIRY MYNNNI 91PN P2 ,0ITOVPRD INNL N72ND
POR NOWIN ,MPON DY ORI PIXNNN NNIITY 19, 05NN MNPHN MINMIL YN HIAPD vpan
PN DT NN NIANN DXN PRYND DI0N MPON DX ,JD 11D . TI9) NXYIN DNV DY NYPa
INXON L APAN YXD 112 O) WHNYNDI MAD) MP T2 N2 TMIYD MY N1ann Ho O nhww
MIVND NHIND NITN NN DPADN DN DNSY MTIN DY YN DXV NYYNY MNPOHNY

.(Tutton and Prainsack 2011) 9prn
;772NN N2 NDYY) APNNM APNND MDY gRnvny DDoNn MPY BN ,DY5d
IN DY WP OV NV KD TR MNP DY YN DY NN YNRN DR DXTIYNN DIPIND
MPON DY Y7702 YINOWN ,NIINT NINKD DU IPNNN TIYNRD ,0DINY HZ DY INRIUNRN DIVID P09
NP NN 120N NX NN XTI, MMPY DY NOITI NXIAP DY Y1702 VI WN POND P NYYI
POY YN IWHNY DMNNN DNV 113799) NNODN 2AN52 DXIDNY DD MPON ,NNT DY IV
1251 DY YT .0NMN YTNRN TIY DI PDOINR YTRN PON IR YN TWURD D) 1PNND IINNY
IN NPOVANNID MIANT M NIVN KOY MTOM ,DPNPTPNR MTOII 1N DN YW MUYD
PPN PP PONN N9 B MAMVY D) ,N72NN DY NOWI NIPY 1Y WY NPPVDININT

https://www.23andme.com/ 1%

https://www.sec.gov/Archives/edgar/data/1131399/000165495418008018/a7182v.htm %

LMY NONY DXNPYA NN MPHN IT NPT 9W MY 1919 APNHNN MY 12 wN G Yy 7aya 108
.(Howard et al. 2010) nn50n 205 1NN vINW NNWY 11NN

Terms of service %

Biobanking Consent Document !1°

Research Consent Document '!!

N9 INN SLN IN YN YPHRY NWHN TR ,IUP Y0199 DYDY NYP) ¥ MMPYY NG WK DAPINY NNt DY 112
.Privacy Highlights y~7) 90702

Individual Data Sharing Consent '3
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https://www.23andme.com/
https://www.sec.gov/Archives/edgar/data/1131399/000165495418008018/a7182v.htm
https://www.23andme.com/about/tos/
https://www.23andme.com/about/biobanking/
https://www.23andme.com/about/consent/
https://www.23andme.com/about/privacy/
https://www.23andme.com/about/individual-data-consent/

Mullard ) Genenteck ,7%9 1T PO NNING MIIN DY NI NPV DY V> NINY

114 GSK- (2015

IN IPNN D PH2 NN D HAPY KD MPON D NN NN BY MIVPNNN MNINA
TNYA 2)1,172ND 10NV YTINRNN IX DY OVNN YTINNN NIRIIN DY IUN DMINDN OININ
oy 13 mamy N 192NN NOIYY AIPNNTN NPOIN PIA NPY XD NOWIN INNIWNDY 1D PN
7PN —NNIDNN AN NITNN RI WX —IPNN NNNDN MANNYN NNPID NNNNIY JON» NNY
GO YT, DXNNVNT INY MDIWNT SN NONYD PMNWN DY IRNYN WP NINTIN Mpoo
APNN DY NPNVYRI NMINIIN IN 172N MIPNN DY IN VI IPNN DY NP0 DY

NN INOND 920910 NN 2N YWN FDA-nn 790N 2non nHann NY2dp 2013 mva

AN FDA-N yap anona 116,990 7N NHap 9NKD 1Y Y9090 DN MPY DY P1vwn
NN 1991,N0NN DY NYIN IN DIV MDY IN,DYINN DXANN IN NDNND NHAND YINIWD TYPN
PNV PR FDA-SW 2052 yap) 1y MRS 9195 3p1w) pina ymynwvnd (device) won
JPYOP N PVIDIN NN OXTYPHIN PYIDY NIY MIPYN NN NIPIN NIANNY O3
WPN2 NPV MPXTAD NYHN IR NP  FDA-N XN DX IRDD N1ANN
M2¥92 191 ITIY KOO 7292 M5 YN XXINA NYPN YN 1NN PI NOWNM dNINII
NN YOVNAY MM DY NON»NN NHaNN D FDA-N 9w 2014 mva .ndY Apnnn
172NN HEHVI NIPD JNIANNT NPV PNYY NI2NN NN 2015 THVA 75 M1APYY 17 199010
,OYPID INMNNOND YV N0 ,01V2 NYNN DY NINYI DY WP 1NN P2 ONYINR NYDP

119 BRCA-1N 12 0)anwn Nnd Y 191,M01) MONN NN PR

1M ONN SANYNA IPNNN
9-2 NAMVWO X TINNND DMV NIANND 120, 171330 MNINI OMIHPN OMDNN DWIN 19 DY
(DaNNWN D) 2YWA DY DNN) DPMAIWNN DNN 4 ,01HP DD

WINWN NN — "TI20'Ri1 TN .5
IMDWYN DY M TN NIYINRND ,NDAY DY TWUN PTIDDINRN DVNN DY NNPNN TONN NdN2
DTN NN MNOYN MIXXIND DY) IOD YN MNIND NNPNL NN NIN DY

https://www.sec.gov/Archives/edgar/data/1131399/000165495418008018/a7182v.htm '!*

Terms of service '

https://wayback.archive-!1°
it.org/7993/20170111084101/http://www.fda.gov/ICECI/EnforcementActions/Warningl_etters/2013 /uc
m376296.htm
https://www.fda.gov/inspections-compliance-enforcement-and-criminal-investigations/warning- 17
letters/23andme-inc-close-out-letter-32514
https://www.fda.gov/medical-devices/vitro-diagnostics/direct- N7 NN NIMIY O™ NWND VYPaY 118
consumer-tests; https://www.fda.gov/news-events/press-announcements/fda-allows-marketing-first-
direct-consumer-tests-provide-genetic-risk-information-certain-conditions
https://www.fda.gov/news-events/press-announcements/fda-authorizes-special-controls-direct- 19
consumer-test-reports-three-mutations-brca-breast-cancer
https://clinicaltrials.gov/ct2/results?cond=&term=23andme&cntry=&state=&city=&dist= '?°
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https://www.sec.gov/Archives/edgar/data/1131399/000165495418008018/a7182v.htm
https://www.23andme.com/about/tos/
https://wayback.archive-it.org/7993/20170111084101/http:/www.fda.gov/ICECI/EnforcementActions/WarningLetters/2013/ucm376296.htm
https://wayback.archive-it.org/7993/20170111084101/http:/www.fda.gov/ICECI/EnforcementActions/WarningLetters/2013/ucm376296.htm
https://wayback.archive-it.org/7993/20170111084101/http:/www.fda.gov/ICECI/EnforcementActions/WarningLetters/2013/ucm376296.htm
https://www.fda.gov/inspections-compliance-enforcement-and-criminal-investigations/warning-letters/23andme-inc-close-out-letter-32514
https://www.fda.gov/inspections-compliance-enforcement-and-criminal-investigations/warning-letters/23andme-inc-close-out-letter-32514
https://www.fda.gov/medical-devices/vitro-diagnostics/direct-consumer-tests
https://www.fda.gov/medical-devices/vitro-diagnostics/direct-consumer-tests
https://www.fda.gov/news-events/press-announcements/fda-allows-marketing-first-direct-consumer-tests-provide-genetic-risk-information-certain-conditions
https://www.fda.gov/news-events/press-announcements/fda-allows-marketing-first-direct-consumer-tests-provide-genetic-risk-information-certain-conditions
https://www.fda.gov/news-events/press-announcements/fda-authorizes-special-controls-direct-consumer-test-reports-three-mutations-brca-breast-cancer
https://www.fda.gov/news-events/press-announcements/fda-authorizes-special-controls-direct-consumer-test-reports-three-mutations-brca-breast-cancer
https://clinicaltrials.gov/ct2/results?cond=&term=23andme&cntry=&state=&city=&dist=

TAN .TIODONA D) NOYN NN MNINA 1996 mvwa nnpn DeCode Genetics Inc.

YT MNNRND NYIZY IPNN YINXD DPND TIZDIN NOWNNY WD ,TIVON D> ;172NN YTOMNN

DD MDD YT 9NN P2 ,O0I) YT NN MIDNID YT NN ORI YD DND : DNYP
PTIN HY DOTINMOD TPIININ DIN) THIN MONND D1VI)

121 911NN2 THINDNN,NITIVDIND NINYIIN NN NV NNNTIN T2 NN NN

.Merz et al. 2004) np>pna yxmn ovnn PYY ,DeCode Genetics YV NTITYA ,NOYI)

WOI GN — 1998 M1 VINDI9Y NwnN Health Sector Database Act-n Y¥ NNWNIN NVYLN
9901 MNIAYI NYNN NNPIPHA .NDIN PN NNPI HWA NOWNI DOIN — NIANN YT HY NNONY
MITNONN T8N IPOYI — NN NNPOXA NN D) MO TYN PINND DY NADN DLV DOWIN
NN TN DTN NIDT ODOY) DNYTN ,DONIT NDDOYW NNIAP T8N 1O NPTHA I
Gulcher and) ©»mpn DOWION NNI2 D) MPNOVY PTI NPIDINA TIV) PIND NYNN2

Myva PN NoHNNN NH1NY Xa Noys DeCode Genetics , T .(Stefansson 2000
NHTIN NDIIVIINY NI ,MONNY DMV DI IPNY 27 TIY DY DIPH NN TIOVDINY
NPNYND MY DY DNY 27 TN DM NNTHIY NI INVDIN TITA HWIA NMNHNI NINDIN
VP, NNIND DMIPNND NIV PN NPTND MPN DN DN DY ,192NN 29D INIDI Y1
0) NNIY NI2NN DY NPYNVLIN . TD BWY NNPXIY 27 YTIND ARWYN N YPHRN YNNND NVIDY
.(Winickoff 2006) 21-n NxNN NN NIDI9IN NNPHINDY NNINNIYY TIDDINI DY MYYND
NMPAN G Y 122 9123821 VNI PIN NANT NIIN DD NIAND NNMDXN 2T DY 1INV
D 20 51 37 DY 112 >THDNRN VINDI9] (NIH 2004, App. C) PIinN NHDAY IWIN THINDNN
.(Winickoff 2006) ©>y) 6

IPRY NINID YT 919> TUN 11D Y1) NDRND DY NP NN NN L,PINND NIVN
PINN L, NINY DY 124 MINIIN YMPYI MINIIN NV WND YN NR DTHND NIVN1A 12271 11
Jarvenpaa and ) (1911 1mwn NN qONXIY) NITHN MNIIN DY ONRIDT YT NIAYN VNN NWYND
NNMN NOVNNN NTHIY .70 DNNIDN NYIAP RIY MINDN VI TNND Y09 90 (Markus 2018
DT YN VIVYO NN YTNN GON) INNDNIVY ORI DIDVN NN NIN NIV INKRNDY
Winickoff ) ny»71mn0 N5 vinow 12 muyd INXD Y NND 13 59521 WY 12 MUY
(2006

YT INDYANDT NNRNN NNPND 1PPYWIIN HYAD 2YNY 0915 MINMIAMIMNIN,PIND 9 DY
VTN IRV YN IRWI NNION TIO NYITI KDY 125 9INND INDION TNND DT NN INIDT
VYR ONYNNY NDID DNYP) ,NDNNY DIIP KXY DIMTIN DY YPNY YPId DINYI DTINN

N92PY MNIIN DD MYSHNI NIPPY MMV NMNKL HPIDIDNN TN NN THODINI MINIAN Nown 2!
DAY OYYY NOIDON 9 DY NI TNN K9 LY ONNY DIMPYN MIAVIN D02 DY NN DONIDY DIMPY

(Sigurgeirsdéttir et al. 2014)

N9 DXTINN 25%-1 PINN NYSNA DN NDINN 75% D NN NYASNY PIND INOYN 27y TwIw po 12
.(Gulcher and Stefansson 2000)

.PNY 1 9y ; Non-personally identifiable health data >3

PN 1 pyp 124

.Pno 7 pyo 1P
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TINNDY YVNN YTIN NDNAY O) DNMNN PIND 126.0MPY DNDN YTIY IN ITNY YPNIY 0P
MY NPVINY NN DY DINPIVIIN MVIY NN NP 1PN DY DYW VIR PONONRNN YNN
127 9INNRN D NNNT NIWN YN DY IXIDIN NNNDNIN YT DY NP Ny Yy 1HHRN NP0 HY

NIPN PWIN NXHOYNINS 19X DeCode Genetics N2> PINN NPYPN INNRY MWD

Sy NPTYOAN NMDTN DX ,NDNND TPTYOIN NYIHN DR NIIND PRIYN )PYIIN INOYIM INNDD
172NN NN 1Y DOYWIOY DITTID DINSNNN NN NDND MDD NN 1NN IWANY DINSNNN

.(Jarvenpaa and Markus 2018)
NNODNA TNY XYY MMNDN MO TNXY NNNDD ONIDT YT NIAYN 1NN PIND )0 ON
MPPPN )N (presumed consent) 759 DMI50N DNV NNIN NTIPIN NN TIN YN INYD)
Greely 2000; Elger ) nOxN NP yn NyLN DM NIPN NPNINDI NP A NYAPNN
:(2016
29y7aND , 0NN NNOON DY NNVP NINN DTN YINPWN DV 1NN NPTHN XNIRIN NMDYT @
PN NI DTN NDNND DPRIVIN OMPINND YT NN TNND ,NNO0N NOAP DV SN
TMIVARY MNNTIN DN I INNXY ,NYTH NOVINN NYIAPY NPIDN MMMNVIN DXAVIND 1NN

M2 PANDNY IWAR-IN,DMINDN DXDIVIN D) DIANYN VNNV INKRND .MINRY NINYD
.1N20N NMNIN DY MINNDN WN

T80 7Y NUD NPIAPY ION PMNNM DAVINN SY NPTIOM NPLIDN Y PR IPN PN @
non personally ) "7 92 1ORY ONIOT YN YW NN ND INIVN 2D YIP PINN TN

DRNNAY PIND VN ;NDRND YTNN NDIDN MY YT NPT P09 ) (identifiable
TSN DN TIT RO ION OINPI-TN 1IN YY) TITPN INDN INDN PIND GONY PP ND
YONN YTRN VRN YT OY DT DRNDND YT 1IN0 531 1PYIIN DYV y1Ip Pinn ,INNX

SNKIN DT VI YTNRN DX IYPD NI NYITI TO DV PONONRNN YN NNNNI

PN NN P YTINRD DY) MING DNYTND — YN NYN NPTYDID TINX NPTSN PR @
noOVIN B2YN 2ANT 552 DIND) TPTIDODIRN NDNPNN YIN> 12T — DMINDN DIRY
VTN NUYIN G0N IPNNH YINY NIIVIN

LNOYANDY YTRN NINND NNPND PPN IR NYDPY INND DNV vidwd 2003 MHva 902>
NN D¥9NY IN NNND IR DPNY NANN PN NNY mwpwnd DeCode Genetics Ny 1in
NN NN TWNRNY 112NN NIN2 NXY NNN .(Winickoff 2006) »p5n nwidw Sy 551510 NN

NYPA NH2NN NWAN 2009 MvA 128, (opt in ,MI> NN PON MANVXNNY) Q0NN YT DRD

YN NIAYNY 12P0 ,OYININ 7%-D DONINN ,DNNN 20,000-5 2001 NP wINY Ty .Nd 8 yp 126
.(Winickoff 2006) xnY 0P mTiN

.PINY 10 yo 1

DYNVN DX INAN YN) ,NOIWY D37 OMIPNHNI DNIPIND GNNYNDY DPMIPHN DN YN 71ann 128

mwa .(Jarvenpaa and Markus 2018) 207 150N 205 Yy 1NN YN DMIPNNI DANNYHNN 90% .DIPNNY
NP2Y MDY HOON? TIVHD NNINA TR DXTPN M N NINIT KD, 02901 DIANNWHD DINY ¥¥IN NN NI 2014

.Arnason 2016 N7 1% ¥¥209 ¥aN2 NNONNY
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N 129 792070 ANR 29 DY .Amgen NPYVANNIAN NN YT DY NWII) 2012 MV D)) NVIWAY
TDIDOIND TINNNN INY DNV ,DX9NNWN 160,000-0 NHYNRDN SNRIDN YLV YT NIDN
STIDOONI NN

NP PHON DN YPI DY 92T DY INDA MOV POINHNN Y NDDINN DVNN NNPN LD ON
SNDNN TSN

NPND MDY NINSINDYOPIP YT I NINND NNPNA NN PIX MDWND NODN NPT
130 2013 9N YTINA NNWYRIY NNDNOY NMVII22 care.data-n NN HY NIPNN XD HIIITVND

National ) »2IN9N MINI2N MPYY YN ,NPIPN TIVIY NOWY TUNNL,NIPN ININA
Health and Social Care Information Centre-5 m 05 9oy (Health Service, NHS
1ONNIY NHS-1 12 191900 991900 071 9910 MmN Y110 9IOND , »nnn Ynan 131 (HSCIC)

AYNNION MIN NNIPN .Y PNRN NPNIYY ORINK K> HSCIC-m 21590 »IND Y10 9aNma
MONNYNA PIVN IINRY M) GNNYNY NNIDN NNIN TIT DY XNN YDNN INRWI MOIOSIY T

IN NN WTHY NINXIN NIDIN DD NN XYL (Opt out) 127710 DY IONY DY 19IN TN
NIPY WP 1Y MISNPIY
GONINY TYP DONN QONIV YN TWNR ,NNAVNN IR TN IRNND NINYNNY INNRD

NI YTINA NYWI INNONI NI120N Panpa NHS England nns ,nniyn S nwurn abvwa
90PN DONON TI) — 132OYowd NN NNMNY NDWS — NITHN AN DI Oy 2014

D91V DY OYIN YN YINIWIL INNDIY DMPIDY D09 NNYPNL NDND Nya Na
TNND PIAN IDIND ININ NNPIPD NIPY DINYP PN ROV G TUN ,DOYOYW DITTSD INIIYND)
TN DIVHI NN

YTIN HY NPODN NNVLIAN TN NPVIST NI YN NNVPNIA NYAINY NMYIND
T2 APY .NPADN XD NANNA INY ININD NAVNNN TYN ,NOWNNN DY NN NPPNIYA NOPN)
YT NNLIANY NPVID DY NPV MPIDN NNV I NNIY YWHIN KD NN

Yo (Carter et al. 2015) nan YW DY NYP NNLINI NYWI NNIPN D PYO)
TN MYIIT DY MIPNT NIV 12¥HN NIND NPIVY NNNDN MDIYAD TUNA NIINN NPDNY
SY 191D NMDN NDW GNYD NDXN DY INNIDM INMDIY T2 NIN XY NNIPN .NPONND
,D212°0 797 NMINMPN NN VY )NV TONNN D93 DY NP DV YD5IN NN 72T
NN INNDIVND NPIPN NIINA NPN VAV MONDY 751 1)

N2 WX ,2016 "y w1ina National Data Guardian-n Yw M7 DIDI9 INND TNoa

npoan Sy Novnnn NVoNN  NHS-n »1 Sy Hmnn y1nn NNLIN 1PN NN DD 1PINA

https://www.decode.com/research/ '?°

Taylor 2014; Carter et al. 2015; Presser et W1 NnidA 0 NYNNY NNPAM D2y Mwonwn v1ay 130
.al. 2015
.NHS Digital-5> o»n»a nnw mw 131

LNINK NN MDY INTPN YY 27 YN 12 POD XY ; 1YW 1YW 19IND HWA 7931 INITD )9Y9 10n»nn 023 12
; 10 JOIND VININ DINDMN MIYIND ;)12 99T XY NHYI NNTPD NYNIN MONMNN 12 NN NI G NYYNRD)
YT NYNN RYNI MONWYY MINT MYN 12 PN XY HYO)
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https://www.decode.com/research/

NYTN MNDNN DY TANR IPA WTIND MIND opt out DT MPDIIN XN 2018 XD YTINA .NNIPD
NN

R0 0PN 2XNN .6

MPavn ONINN NMNPY ,NMNNA TIYDIDNINY TNDY NN INIWI MINIIN NOIWN
MNIAN NOWN SNIVNN MINMIA MV PINT ITNHND MNIAN MDY DD NN ONVIAND
MANNYN NOWNNI MONNYN ,NDIINN NN DMINRMNND NN NIVIA DT > DY MININN
MNI2 DY TPNINDT INSIND NDNN NI DV IPON 71PN 2018 NMv1a 123, 005M0NN DY NNy
134 6400-5

MO N0 6.1

TN 9P P03 Y0 NRND MPPYAD NTNPHD MONMNN MDD PN INIVI 7PNDNIN NPdYPNN
27 DY DIPOY IR PNY LN YN NINND MDY DYI1ION DIDN DOV MONMNN
2370 ©MVINDIN DXVNN NPNA TIN WX NPIPN

21V YPANN DTRND NMDT NX WP PINN NIVN 135.1996-173WNN ,NNNN TN N e
21NN NINN MDIYN NIMIYD INPVID DY 11120 DY PNDIY MXIDT DIV HaPNN IN MNIDT
NPON ,PINN 9 DY .12 MXIDT DINV 1IN TNXD GONIN INVNN DY NI YTHN XYM
NTYN YTNRN NPON Y NIPNA N2 ,TA02 MMIDN MDD NIMN INKRD NI YN
TITY 1PN TNND IWITIN DTN NOR NN KD YTNHN NPON 5930 .ApNHn mMIvnd
2910190 HY IMNT NOYNI D290 MY

ADIND MNIT HNPN NVIV NN NDXN MIVNY MNIIN TIWN DDID 2019 MNVPINYTIND  ®
DYTONN NN MAPD” YTYN NIPNN 136.2019-97WNN ,(MNI2 Y1192 S9PNN YinIY)
TTIVO NNIN P2 PIRD NIV TINND IR ,NINIL YN MIPNN YIDY DY 1IN DOPINN
NPVIY DY PNY TNNN P20 MNIL YN MIPNNN YINOWM NN YNV NR DTPI)
YN DMIPNN YINAD NLINR PNIN NOIRD NP NNPNN NVVV /HIRIDIN YN NPTIDI
DYN MINI2 NNPN NIDN DTN 22 DMNXIDT DIND NYORD DYPN PININY NN/ITA NINIA
NYTIO DY NPNRYS DX PNRNN DIDDI NITHIN TIN,1980-N’NPWNN (DTN 121 DN D)
DMIPNNY DINRMNN DMNINY DPNONIV DOYNNNY DI DY NYNLM YNN NPVLIN

137 y71na

138 MmN Y1912 OIVN DIVWINIY NWNA 1/2018 7931 91N DD 2018 NI WTIN2 e
NN DNNTY NI MINIA YN DMIYN DIVINIYWIA DIINION DMNY DOXVIND DNONNN

D)) \IP — 2N99H10 NINIT NIVIA PIN INT DIINN MNP NPINKIY HON MYY ¥ Nnn MNpn vypay 13
.NINIAN TIVNH 99991 MOIVON PO DN ,2018 DPVLDIVVD

(2019 >PDIMYYY) 1995 MW SNOYHRN MNI MYV PIN NINN DY MPYNN 1IN TIN) 1T MY 134
327 o 13
DNPNY 92000 2T WA 10

AN YTINK NN YN DMWN DYDY XYL MXDNNN DIYMY NTYNN MIXDNN Y 19H DI NIPNN NOPY 137
YN MUN YIYH DXNINND DPNIRD MNIPYN NITHNY NN 0N ,NTIAY SNNY NYIIN MPIN NNNDNI ,2018
YN §MIWNND DWW MININT DIWNY DTN NNPDA IR NN NPV 5NN NITHND INYY MNA2

2018 ANy NI

DINOI2 YN DMWN DIWINYW KW 172018 Y9951 Ynann ann 138
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https://www.health.gov.il/PublicationsFiles/HealthInsuranceLaw_09122018.xlsx
https://www.health.gov.il/PublicationsFiles/HealthInsuranceLaw_09122018.xlsx
https://www.health.gov.il/PublicationsFiles/HealthInsuranceLaw_09122018.xlsx
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NI 2/2018 979311 9N DDND DaPNA YT VINIYD DYDY 1Y NYITIN NNOONN
VY 12V JOIND DNMNNMD 137 MINYIA ¥79103 DIYN DIVINIY DY DI0DIANN NDIYS Y9INY
DINNN NY .NMINIL YT DMWN DIVINIY DY DXODIANT DNININ P NIV INTIY YNID
NRYNT NITONR NNHWNY 1Y ,0PN PTD DORNNA D5 DM NPNIN DI PTHIN

NWUMA 8/2019 57930 N NN PIND ¥ DWNVN DY INIDIN YN VNN D02
NVNINN TONNN PON NNNNN 1407757 452 MINILY — H9IVND DMYIN NN 2N NYIIN
NV ININD DNVN DD HRIWI NN NINIAN NIIWNI ORIDIN YN DY NRDNN
NN DY H9IVNNY INIFTIN TOINN P2 MBPYY NONMN NINYIAN NIIWNY MDVYNN NN
JOMTIN DY YRN D122 19) YNINGIAN 1ANN D111 DY GMvd

1NN NPV MP>TA NDIY PTONY NN PIND NIVN 141.2000-X7OYNN S0 Y190 PN
MOONI YNAY Y5210 ,NMIYIN PN YN 2X0 NPVIAD PTAN MDY DY PNDIY YVN IY»
NIYY . NDNN DIVY DY NMINNY NNXIDIN DITPA VN ORIDIN IPNNA PONIDIN NIDVN
OV NN NTNIDY DMWY DININA YTINN XY NNODN NYIAPA TN NORYY ONMNN PIND
YTINN OXNIN DXVIINY MNP NINNTIX MM OND NIINTI IPNN NNNTY) YN
(D122 NP TIT D2 IWONND 1RV 19INA )N
21NN NNINNNA TN YWY IIINN PMOOWM NPd0NN XY TN 9INDY 19N 9I9N2
LAPIND PIND N INNKY TWYD ;2011 MY .NPLIYI NPNIN NPV NMINNINNY
142 2011-R7YWNN L,(NPNINOV NMNNANND NNHRNN — NPIN) 0 YN PIN NYSN DWYNIN
SYY DRV NVINNT,IPNN YINNND YA NINT INNRNDD NTNPN MONMNN NI NYNNN
YT OHDID DN DINV YN 19IND NDXD DY NN DY APINNDY D1 90N bya
POTIN DNNA NOVDYN Y2 MNT ,INPNN DY MNT ,NDRND MIVN ,NDNRND OPP 71272
S NMNRNT DY IMDOYY IR ,NNNDD NINT NOIXRD NTHN NN ; VRN DY NN MNP
VIDY INTNRY NP JNDNY 1I9IN,DM97NND 1NDIND DININD ,MMINTN NOIN 19N
MYMNY DININD ; NIYTN MDIN HY NPVIS NPTION NNV YN NIDNTI NIV
TINND NOYAN DY INNR YT 93 191 ;IPNN MIVNID YTNT IN NPNONIN NIHNTD OIPIN
PIN OTI5 ND9N KD I NYND LNDNNY NINNT DIINY NDNN NNODN DY YIYND NN
143 1NN

NORN NPVIS DY NPNPYI THPPIN NN YIP PIND 14,1981 -K7NDYN M0N0 NN PN @
DY DMVIAN PIMY DY NY T YINOY PDIT NPV NI NNNNN MNY MDY PTHI

DINI2 VTN DMV DIVINOY HY DIDDIANN NIV INTPY XYW 2/2018 X9950 Hmnn ann 12
TN 992 MINDIYY — 9910109 DPWIN DN INN NN NWNA 872019 39991 Hnann 1nn 140
.62 nwp 141

http:/fs.knesset.gov.il/18/law/18 1st%20%20_173030..doc W1 ,3485/18/0 42

NYSN AWM 19-N NI .ANIPY NN IN INTI XD TN, DTPI 1WT9 18-n NDIdN NN Sy nnnn nysnn 143
1ON MO .PIN YTIY N297 XY TN ,TPWOW 1IW INIPY NNOWIN GN) TPNDNO0M YTHN NTIND NNV NM
N DNWN NPIPNN M2TY .IRMIPY NN IR NNTI XY 1T D) OYIN,20-1 NDIIY NAODN NYNN 2016 MW NWNN
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PINN 1. DTN DY ININI 2NID YINN PNIY DY IMDID) 14577010) NNYOY NIVNY NOW DTN
YT DIDINN DXNNND LTI .OXAVNIND YN MNINNI MIVN YT 2200 DY yAIP) PO
DY21N — ¥ YT 2VWN) DTN YW OMNIIAN 1AXNY YINND Y10 2INT 29 DY — DN IN X
YT NNVLAR NNNN NP IND DADN DXHTI5 DINGD DINNN DY DIINDN DXNDY DIV
MODN MNNN YD WX PIND ,NINM YN H9ON YN NN DY DWW NN TN

1D NN MTNPNN

=N7OUN (N300 MNAND NINNY Y159 YIRND IR YN N93¥N) NPVIIN NHNN AINPN e
IN YN PAYND ORYI YN NN DY DNAY DININD NN MVINN PN NIPN 147,2001
SPMNDY NINN DN HRIWIIOW YT DNRNDND YT DY NIV TWAND

PIN NN MOV PN NIPN 198.2017-37YyWNN (Y10 DNVANX) NPVIDN NN INPN e
TAYN WX NN DN DI DY NPVIAN NN PINA NOVINN YTIN NNVIN NN DY NIV
NYAIND , 0977 DY MONN MINN NNPRNNDY LY TN ONNND NPIDN TIN LY DN DY NDNRND
NN DINN 0N YN IN ORI YD 9NN 12 510N Y10 NN DY, NNPNN 29 DY 149,000
19V 12 IRYINN YDY 99010 INX MDY WK 100,000 DY Y1710 12 ¥ ONY,1PN2N NNVIAND
.M2N NNVLIARD NN PHY HINN,100 DY

DYDY NYINRI MPOIY VX NNPN 150.1980-N7HDYNN 0N 2323 DNIDI DINDN OMNPN e
NN JNDN2 MO GRY MNHNHD NNPNN DN DIWITIN DININD DTN 122 DONIDT
MDD N, NNPNN 29 DY DTN 22 ONIT IPNNY DOAN MINIPY 1272 OPIOON NINNN
913D MNMYIND NN, TIV 12V 15109INN 12 HMINH NYIR NYAP NI DTN 122N
, D01 DD DNN NOMYY DIINN M YV YPIDON NTYY NN NN 9NN M2
D022 NMPOYN NTYNNN NYT NN D) DININND ,OTX DY VNN TIVHY YINN MDD DN
DTYNM JOOYN IN NT YR NINY NV 1N NOOD NYTOINN NTYNN DTN )22 DONIDY
MMYA LTNN NT YWINRY TAN PT THY — NN OWIN DY NYDID AN 2N NNV ,NIVHYN
DPIND PRI PON NIN NN 1N MTYNN

ANPNY TN 222 OMNIDT DDNY MIPIYN NTYNN NPNIN XYUNA 1/05 57250 91N e
D027 MPOYN NTYNN NPAN NN VI DT NN B52.0P03) MNAT SINN VI
,ININN X9 DY DN WU NPV MDNT INNND DY NNPNY WKL DTX )11 DN

NTYND NONAN NYPA NWIN NDINND IPNN IN IRV MV DNA NT DNRND NNPN

INNRD P NYY» NXND MNIN DNA 0T IO 0T 22 0»VI) DMDNY P1OHN
NVYPIANN NNO0NN DX DNND PNIANT W NNIDNN TPHNNY DN DN NYTN NNOON NYIP
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IPNN2 NYP IORY NRND NNPN TNND IN I NNYP NDRNDD NNPHY ONIDN IPNN NNONI
.ON0N

153 @4N 93323 YNIDT 2D 1INV IPNN NYINY 2PN NI -NN XYW 16/06 5793 9N @
TN DTN 22N YN QONI 12V IPNN NI DOWATIN ONXIND DX PTON 1T NN
NDD DYMVN DY MINKN IX NPRIDT MMV Y TN GONXI 12V IPNN IN DY IINPRIVIN
VINVWI IN NN NN L0290 NPT IN N2 ,TPON YN TIND INNX TWUR DY
NI DY TPAN) TONSPN NPOTAD NN IIND DMIPNN .GNNWNN DY YO INNX I0INA
DMIPNN NYIRD YITIN TONN DR Y2IP INNN .OTN 222 ORI NDN DIRY G YD) 0OON
3 NNIN) NTYNN-NN DY N1PIANN THN .NTOIN YPIOIN NTN-NN DY NN H9I1ON ,1OND
NN PN NI OPIND NIMINKD POHN O) RINY ,(MNSS D3N

DNDIY DWTAD TPIRIVIN THNINDD MNTPRN DY NPINN-1 MIMYD NXYHHN NTYNN @
DI) YN DY DINM PIMINDI N7 MMNT HY 0911 DI9DIN” XYWL N1 2002 Miva
SNAND YN HY DMINDN DNIDIND 1) DPYNDN DXADINA 1 PN 154 7790199INNN
TIOY MMM NMNIPY NPHN IR DIDIND )PTN MDYN AR NTYNN NPA0N N7
121,070 D913 ,DX9DIN NN XYL DXONON DXNIND DMNP NP DYDY THNON)

S NNODNN DINNID D) NONMNN NTYNN 0NN DIDIVIN DY) VTN MNDT DY NN RYNA
DIVIN NOYA IN NPY NVDY NYYI NPND NN PR NPTHIY 1720 NTYNN

1NN DTN TN MNND DINN2 IN NNMDIVON DY DNA-N QOIN 5)H1ina P »MNon
99,195 .91 NOWIN PYAND MIVY NMDIVIINNY DI) DN NINID IWAN TN INDIND ANWND
MYIIY ORI YN NINR DPYY> PINNT YONN IPNNNY NVIND TN ¥ DTYNN NTHY
NP NPINNRD TIAD TINN YNIN DNV NINIAN OMPYD NOVNIN XX NV
.DTND

SV OV YT MNNT DY DXADIND MYIN NRPN DY NTINN NXONN TI0 TvNnna
NN MY 01T DN MNNNDI DMV DODIN DY NPIN TWUN ORIV NPDIVIIN
5Y MP9Y YINI NPITHN NN DONND DXNIINN DINPN DIV NN POND NIONIN MOND
YT DY DMNMMN ONNNY IMOWOIINNN DDYTY DMV DODIN DY NI NHRPIN
.DN2 DMYN DOWINIWN HY 1D) , 0NN DXIIN YNNI

MNPV RPN I WAPTIY DDV NTYNN NDNN OONDY DODIN 2D
IN DYIMVNT NNNIT VTP TPNNT MINIINT IN SVNN DIMNNN NN VIOYD DMINDN
NPV MP>TA NIIY DTN MINND DY S0 IPNNY THMIND JIP NIYININD DNDNNN
MPYY DM PNIPD NN DMXN IN NPVIY MONNN DDIDN DIVNVNIY NMNIN NPION)
PYNNR MONND RO NINND INIVNY NYP IPNN NNN IN LN

=12 NYYYN DY 1MINMDYIY T2 NN WOV NTYNN NN DMINDN DIODIN 22)D
MOONA YN NYPYNA NN 0N PPY 1I9IND NPTHI MM NPXIDI-PI) NPNINOV
799 MMV NMDIVIIND MNPIIY NPVLNN NMVNTN DY TNPN PYIVN ,NNT DY .NIXTN
SV TIRIOIN DNNNID TINDHN MYIN DY MADN NMININD MYNNYN NNNIDN NN

DTN 22 NI N0 IRV IPNN MR IPIDYN NTY NN XYM 15/06 59950 Ynann ann 3
DIZIINDN YV YN YW DINNI YNNI K7IT MINNT YV DN D9DIx P4
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MNIDTIN YN MON ONRIDTIN AIPNNN NNAY SVNN YTINN DY TINY NI ¥, NMDIVIIND
DN NN NININNN NINIAN NIIVN DY 1NN INIVNA LYNID NINY YT, PON NYPN

9720 905 NN PO IWPIAN NPINDN MIAN JMINRY DTYND NN NNT NIND
NNNIY NN 7PN INIVNY IPNN MTIAYD DXPIVN MYXNNI YVIN GOINDN 1PN DY
;)2 199 ; NINTN NOINA DXANNWNN DMNIDTN D102 139V, DNDNNN IN DDNVNN
P05 UPIANN HNRIY NPTN NMOOININD DIT) PONN NPIIY DI QOIND NI NPXANY NN
PNIAXD MPXTIN IN MMHINID NNTPD DWINIWIN DWNVND FIWANIY DX TNPN DININ
MYNINT NN ANNNIY 19D DNV NPLINN NMNNTN DY DOINN INMOY NPPOPN
DD DANNYNN DIINVNN Y95 DMIYP DMD?N

.12 TOYYN NYOYN 1D NNMON RD TR NPYYNIT MO MTH NMIXDNN 010705

02 OMNMN

DYND NNV OPIN OVXDN 155.(707)7907”7) APHNY NN MNOITY SHNIYS INN
NN NIPNY KNP PO TN Bmron ©1N97) MM APNNY NPMIND NPNYN
PON NN NN KNS DTN 157.2012 v NMINIAN TIVN DDIOY ININD MNpI
NI 1IINN OMIND YN NN YTPIN NYAINT MADN) MNNTH NON NMNY NDNID
DTNN MNIAD NORIIN PIPN — D721 ,NOTN OXDIN 112 MXIDT 1971 ,(1DPIN) NN
MNPYIN MNP DY NPIRY J MADNIN MMINTN 158IRVIDIDMIN INIDT 3999 — NPIND)
100X MNPIIN OT NIINT 1D ,NAYD XMIN TNV GNNYNRNY NN IN INIDT NPV TONN2
MNP MONNWNN 157,920101N Y97 NNODNN 2N 19 DY .91V IN APYN NNDNI NIHN
ANNYNNY YHaNn PINDN MDD POND MY ,0NNY DMIPNN NAY MIATINNL NOYY)
DNV DMTNY DMIPNN NIRKIND WD MIVYY NP MDY IN NPADI 1NN 9 Hapd
VAN GANYNRN LTI DY G0N XTD DMINND NINK PN NONN DI 1D XNNY D)
NYYI DNAY DMIPNNT RYIMOYINWDII IXIDT YT AP XDV 7O NNOONN AN INNIDN
D702 ANNAYN MNIY IN 1NIY NIRIDT MYNYN DY Y70 ININY ONX D) ,INMINI WiV
DN , 03NN 13,000-59 1VONIY DT MININY NHPIY NPT 150,000-HD INY MNNY

160 551w DYDY NPOYTH MINNY DD DPNIIPIN DIINVN

162792991200 1199 1IN 119192 OPIN 2013 NIVA 161 HYIN HINMN ANIDID MIINDN 199101
NPNT PN D) DIONG PRNNY 163 TPYIR NPRMN NINXIDID MIINIT ¥IIDN NIIDN NN
20N .DMPHP-DITV DIPNNT NN MNIN NI NN ,NPPVNNANIIY 110N 02NN
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M IPNND NPDIND NPNVN NI MYSNNI DPNINIV IN DOYTH DMINNDI DOVPNIAY MM PPN
.DYNPINDI DN TIVN-PI,DINIIN-)P NI NIV
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f 157

LMIVN DN RDY OINIDIN 10N D7ITNN WIS DI 1T NIV ,2018 mvwa "N 903N NPIND 158
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Y 1IN .1PRIDIN NDNPN NOVYNN ,MMNITPRD OY NDIVA XY NNDNI DOMPY PION
INNDXY NINIDT NN IR OOXMIPY PA0 NN

IUN NPNDPI NINNT VXN XIN PIPNNYD NV MINIA MY 2391 ,79PNNnD Novw” e
,25)3 732N MADNRI NITN .(7729517) NINIIL INMPY 2250 DY IPNNN 12D T DY OPIN
VTN TND ADNMOY NMMOXTN 20N Y9N0 DYDY DNPIA NNDNA DN OMIN
N9V YNTPY MYNNNI Y0INN ORI IPNND WNYY ,DXNNNN DY DMRIGIN DYPINL NI
9T NNODNN AN 29 DY .OMINDN DN DPNTPNR MTOM DY 1M P ,0IPNN
NPIYYY NP NIDTIN NODI NNN YD DMONNWN Y 192P> KXY DMINN 164 7920010
DM DNYI DM TNY DIPNN MXNIND MY
NNONIA :MMIDH NPV MPITA DY MNNN YAPO OMVYY DMINNN ,NINT OY
NMIRYI DY NNDOYI DNV (PON YTNID NTYNDY) NTNVHD THINSPN DTV DPIN DNRNDN
MO YNIAD IWARY TPINYIN NDW NNMP JPDY ,NONND NYNND PIN WP MDY NHPLI)
YN NN NI IPNN YXIN ONX .NDNNN NYDN DIV NPV NIRWIN DY TP NYT
L0 YTNID NTYNN NIINY NNOYIL NYN NNMIND DMINNN D) DNMIND TAR NN NP
DN, NMINYI JMIND NDNHNI MIOND 70N Y O) MNOXTH DN PITAD WPaAn> 0XIPINN
NNNIA XINY NDRNDNN PN T DY DIIND 1019 1T YT ,NNIWINN MINVIN NPT NZINN
YPNRNY 351 2510 DYV OV XY NYIAPS ONNN NI 1IN INNRD .THPNIDT NPIVNA
2592 NN DN DY NIV IX DY ORI PPN DIDN NNV
LMY JTYNNDY VPN DXANYN NP ONINH DNNNN ,ONMIN INKD
DN OMONNYND NUPN OWIN Y101 MAXY D910
DNNN YWY MTHYN NN PITAY Y200 NYP A OPNN MDY MDIWNN NINDNI
NN DY WAYND DMWUYN NNAN I TMINTDT NMIITY YN MNNND 2995 DOININIVIY
NYM T TV PYUKIN DY .09 D)X DNDNNN MOY NN PITAY 191,010 080D
SPNID TRYN D) IMIANRND Y DY MNP 6-D IPOIN IWUR DONNWN 60) TP MXIPa
ans Yy DINND D’00N PN DN PIXD AN P2 DXANNVNN WPIAND 1IN0 ,ONMPN
DY) PONN NNXY NNODNN AND NN I9YD NIVNA T TIPHN MXIAPA VTN .NNOON
15 12N 10,262-5 19 MNHYN 25WA .NNIDNN AN 19TV IND 1YY THOIN DANNWNIN
A9TIVNN NNODNN AN DY DINNY 1O DX VNI PN, 1PNV DT NPYTA MNAYY YTHyw
,NO0NN 2N YY DINND IIDN DONNVNNN MVINN P TIiPHN MN1APAY Nywa
NODNN NYOVWA NMOYN .TID IPIDN NI DIPONRY 2291 112NN 53%- 1INY DN TONN2
DMINNN 0N DY YT TIPMIN MNP INKD NNODNN NI WY DIXNWIA NPN

.(Koren et al. 2017) ©9nnwnn mwwny 22und DNY TWIN TUN
165 5353 Y92N 9N 150 LYND OVNY 19IVXN 2020 NOY-Y 193

0902 MIPN PYNN 6.3

https://www.maccabi4u.co.il/31725-he/Maccabi.aspx ?Tabld=31728 38307 '
https://www.maccabi4u.co.il/31725- 165
he/Maccabi.aspx#showData_103509:103504:103505:103506:103507;103508

31


https://www.maccabi4u.co.il/31725-he/Maccabi.aspx?TabId=31728_38307
https://www.maccabi4u.co.il/31725-he/Maccabi.aspx#showData_103509;103504;103505;103506;103507;103508
https://www.maccabi4u.co.il/31725-he/Maccabi.aspx#showData_103509;103504;103505;103506;103507;103508

YMIINIY DN VNN NHPPNA TNSN NPNIAD TINSPN NPYTA NTYY H79N OIND NN 2015 MHva
NTYNN NIPO 2016 NIV MPMIXDNN INHNPN MIYIN 72D DNIWI NNROPN PNDNIN NN
YITIND YN OPHP-MDIN NN PRY NNENIY IMINN IPNNN DINNA NYN NNINA HNIYIA ANNN NN
DN YD 19INDY N YN DIVSD DIN DONINN NIMPA DMOPOPN YN MNNNDY ; IPNND
Y122 DMV DN N DITTIA DIPIN DIN OPHN) YT Y NNND DIDNOPYI ; NOYYND DIV
D TOYTNN NDONPY DXV DN DN D) DIIN,DXINN

INA NPAIYH MOTH 7 DY DRIV YOY DPMYNYN NININ NV NN NTYNN
NOINN OIND MNP DV AWNINND PPOP YT DY INPP N3 DD32) 15D M) VXN NHPND
M2 NPOIVIIN-NN NYDION TINHD NODIVOIN, MY DIIWYN NYYND DY NPN DMIPNNN PHNa
MNTPNN VNN NN NPNYN NP2 POON NOVYYN NNV OINN NN

MOYIND DY DRIV 1O M) NDNND DY ININRD NNPNDY N2 MDWN NON» DTYNN
19,102 21902 MONN PNIAND NDOY — PRI NOWIN : NI NVRNDND PXAND IWARY M2
NOMIN YD) TVYYNY NOWIN ; IIPNN NOIN ; NYIN NNIDIY NIDNNY PO N PHANI
DTYNN .TINTIND NIXITIN YTHN TN INYIND INIWD IWANN NDRNDN NNPN — THININD
WAND TN IPNN YIIXD NIINT MNNND DY DMV YNNI PO INN PINNY NMINN) NWNN
.DMIMPN MIPNN OXPINN 9339 5Y HYNN NPNY TIN PV HI DY NTIY NNN Y, 00PP NN

MY NPINAN TN DWAD NN PHNNY 7DD DY NNPNN NN DIad 5nin 2017 niva
MNNIN NN 1) MNTPN OVIN NN MIMNIN DY MINIAN TIVN DY DIPX) 55 TUN , NN
S¥ INOYANIY MNP DXNYPN DIRVI DY NN NNY VPN NNNN NPT NN N O9IN
955 2N NN TN INOIMATIND NN I, 0NN DY TID? IMANNDNI DN ;297 101X INND
NPDIVIIN NN KON MTHIN NN N D2, 002 THINNN 2992 NOHDOIN NDITIIND YW IWIND
1 59521 ,0°2TINNN DY YIONN MTIPI2 NIY ; DRIV DMIPNNI MNI NNXPN TYUX MYOMN
MPYT2 NMINNN DY DXATINND NN DN NONYA TINMA) ,0NNO0N NP DXATINHDT DM 1OIN
21 MOPY N DY) ;NN DY IWPA 1YY ; DIPNIINTL VIDOY WYY DMIPNND MIXNIN
DN OARYNI YIDIWUN MDWIN DY NDXD NITNND DI DINN DINNA INNIY) NN

NIYVIRY NN YNNI MHIOVNT MINIAD TPNINDN NNDINA D) NYDII DD NP
MNINON NN OXID TN DY MN TININDN NMIDNN 146.3709 NOWNN NVONNA 2018 NIVA
TIDINN MIVN .PNDIY NNIYTN NI NANNIY NIOVITN NINIIN DINNADNRIY DY DOONN
MNMI2 MNIND DY DDIANNA BYIYA MDXINN NNRD HNIYI MNIAN NIIWN DX TIOND N
IPNNN NN OTPOY ;392 NNIVTN TP MIND NNMNIN YN IOYYNN NN TIOND ; D1OVINT
NIPN PN OIMDN YTNRY MYINN NIIND WHINY NMININN TAN ORI INTPRM 10PN
ORI YR NPPVNN DINN MINIL IPNNY TMIND YN MHAYN IMNNY DD

07IN2) T°179KXN "9 2D 001NN 1" IXRNon .7
DN DMINDN DMV ,0MONDN DINN NYIIN — DY 1IPOIV DMNIPNN DI P2 MW POND
N2V NMINIAN NIIYN NN OM1ON , 01NN DIMANN : DYINAI DIIMAND NN 19 DY — DD
DAND ; DN NI INN NN ,DXINNWNN DY IXININ YN DY NPNN NNV, 01NN SN

ONYNY YNNI NINIIN MDY IYNNND NOPHVINTN NMNIAN OINH OITPI NININD NN 166
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https://www.gov.il/he/Departments/policies/des3709_2018

9901 ,1999N DIZOIND IPONY PIINNN DXONNWNN 190N — DN DONNWNI DMNIVPN
NI DANNYNN NYDIVIIN HY DIMAND ,DANNVNN DY) NPNN TN ,ONONN DONNWNN
DXANNYNN DY DN DTPON DY DIPYNN DIIMAND ; OVNY MOIVNNI MMM NNOONN
MNOYI DONNWND NPV MXXIN NIINN,IMITINNAY DI NNPNA NN POV — NI
925 YY) ON PAND NIVNI,1PININ DN PANRWYNI APNNN 1) ; DIIN MOYINA NN DO
952 NON DMMIANND HY NV NN NP INN) IRNYNN DIV .IPNNN MININ HYHOPHP DW»
(OMTIPN YR OVNN MDY HY H5I1ON NN NNN YN XONN NINONN) DXNDNNN THN

NNIRD ARNYAN NINND NIV NN N NPPO DN

391193 MINIAN NIYN 7.1

NPYOIDVNNY NPNDN N INIYN 7IY0ON NVON NP ,N%NM021 MINIIN MOIWN
NDMOM PODIDNIN YMNMIA NDD DY NN NN MEINT MINIAN NOIWN . JMNN2
8.5%-2 .NPNYWNNI) (NIDIVIINNNI 67%-D MDINN) NPVIY ,NMIY MNDNI NYY) YNNI
SNOWNN IN OVIY,NINI NIVIAL DXNVITN DN NN MSIN NDIVIINN

N NINNONA TN IPNNM 167,091y2 NPT 53-2 PMPY IR NYsn 23andMe nHan
MP>T22 PN VNN YTNN DY IPOYA KON ,NINK INX I NINID NN PN YT DY THD)
J0ITVPNRN INNI NNTH MPINY GO YT SY) MPON NAY DIYYNI MOIWIN

ovVNRN NN YINPNN 09NN 7.2
CARTaGENE!"* 170 Estonian Biobank 1¢° All of US 18 UK Biobank-n »ymn
JOIND DN NPNY NHN 7PN PMTOIND DINN .DONDY NN MNPN HY DN 17209509)

NN ORI YN VNN NP AN TH DY 9r ,DeCode Genetics n7an > Dy »019

920 MNIN,INDOPN NOMNdN 1PV NN NN 23andME n9an 173,020 mN2

01 NYNN MY TEAPINRN NMOIVIINGD IPIN NN PIINND DIANNYN Y901 7.3
o'anNNYNN

https://int.customercare.23andme.com/hc/en-us/articles/2 14806628-What-countries-do-you-ship-to- 167
https://www.ukbiobank.ac.uk/all-fags/ '
https://www.nih.gov/news-events/news-releases/nih-awards-55-million-build-million-person- 169
precision-medicine-study

INNY ,DVRN YW ONWNIN D2Y9wa hitps:/www.riigiteataja.ee/en/eli/531102013003/consolide w170
.NNDNY NYTYHA NIDT NINIM PN IMDY DVHN PN DN MM IVN 72N 12925099 NN PN NINNPN
INY AN TPV T OVNND TIPMI DX TPYTN NIPNIAN YWY NN SY O NYVNRNN NN ATV DN YN nYP1 NHaNn
Y95 DVNN TIPXA INN I2T YV 1NV HSNOWNN 217D NYPNI OIIN,(INY OTPII IDWI MNXNIN NYIP IVANN)

Kattel w89 ©2y0 MSWONWND XN NYWNRND KIN PN 2007 IRNDIY,(TIINRND NIV MIRSIN NYAP DY) PNV
.and Suurna 2008

Information Brochure for Participants; Consent Form Second Wave of Recruitment of CARTaGENE !7!
DR $1392) MINIAN NDWY IYSNND NPYVINTH NINIAN DINH OITPY IMNY nom 72

D»NI9Y DPONY NAYNINHDN NIIYNN YW DIWH MMON NN OXIYNA YINN 19NN )PWAN SN > Sy 173

5y 70 T2 (HSD) »X19970 Y7900 N0 ROV Y10 DY 1917390 HOORD NN NP THI DY9IN YN NINSINI
$950,000-5) MNP N9 70 HYW TO YV DIPYN NODINT NOWNNN I8N 11N MIKRHNN YD NX DHWY 172NN

.Merz et al. 2002; Merz et al. 2004) nnyT 9ON TOY Ty ©N 295 >MIVN NNINN 6% NIDINI (1999 NMIVHY 1)
PTHRN MDIYIIN Y9 TINN ,0°NNWHRN DY NNWNIN mwa 174
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https://int.customercare.23andme.com/hc/en-us/articles/214806628-What-countries-do-you-ship-to-
https://www.ukbiobank.ac.uk/all-faqs/
https://www.nih.gov/news-events/news-releases/nih-awards-55-million-build-million-person-precision-medicine-study
https://www.nih.gov/news-events/news-releases/nih-awards-55-million-build-million-person-precision-medicine-study
https://www.riigiteataja.ee/en/eli/531102013003/consolide
https://cartagene.qc.ca/sites/default/files/documents/consent/cag_2e_vague_brochure_en_v3_7apr2014_0.pdf
https://cartagene.qc.ca/sites/default/files/documents/consent/brochure_en_0505_0.pdf
https://www.gov.il/he/Departments/policies/des3709_2018
https://www.gov.il/he/Departments/policies/des3709_2018
https://www.gov.il/he/Departments/policies/des3709_2018

PN ,NMDIVIINNND 1%-1 NN 175, 0¥annwn 9oN 500 91959 N 00N : UK Biobank e
.2010-2006 D”W119708N

DNX OSNND MNS ,DONNYN 1PN NN PO oannvnn 190N All of US e
MV 176, 0% wnn TIIND NN 2018 XD WTINA DNN DXOANNWNN DY) .AMDIDININ
2020 MV MO TV YN 175,000-0 NOYND DN 190NN DXANNYNN DD NNYRIN
AN 270,000-10 NYYNo

—2002 DMV HIDM) NYRIN 2OVA : DMYY MY NYY) 10 O 7H)NNN : Estonian Biobank e
50,000-n NYYND VYN ,NPTHRN NOOVIIND 5%-HN MNS ,DaNNWN 52,000-5 2012
Tamm ) 090 D¥9NNWN 100,000 2018 MWN YD) NN 21OV .DMIDNNN DXIANNYNN
PTHN NODIVOIND DD 7.5%-5 ,(and Rdim 2019

D”W1 20,000-5 : DAYV NWIIDTVNNY DINNWN 43,000-5 1N 0NN : CARTaGENE e
20,000-n NOYNS VYN 177.2014-2013 O”NWA 23,000-2) ,PINNY ONNNA ,2010-2009
TRN NMOIVIIND 3%-1D NIND IDIVNN 2OV DI .0)DINNN DXANNYNN

Howard et al. ) 2009 mywa nonnv ,nov 9pnnn M yady ny»nyn niann : 23andME e
172NN DYDY 1Y 178N PN 5 Dy NNY NYIY DIDNY ,1PIINPY 93 1970 (2010
INPONN 90%-1 NOYND DXTVNN IPNNN MDYAD 179 2011 Nvn

Godard et al. ) Ny T1H2 NMOIVIIND D95 GNNYND NINN NN DVNI :ITIVOINN OPNN e
— DVNN NNPN DX IWIRD TN TWR PIND PPN NAV MY — 1998 mvwa nTyw (2004
NN NNADY PWHND NN NIINM ,OMNY 9IDAY RO XD 139INNN OVNN WK 272,000-5 by

160,000-1 NOYNHD MXIDT YDVN) YT NADN NI 192NN NN 29 DY HVN YHPN VNI
180 T35DINA NINAN NMDIVIIND TISNHNNI INY DNY ,DX9NNYN

PTHN DMDIYIIND DINXD ,09NNYWNI 100,000 51955 9NN DN PIONN I DY : 9909 e
.DPNY DONNWNN DY) DNN DIV

DXONNUNN NIPVIVIIN DY DONND 7.4

P2V NNV DD — OXNXIN MY DY DMYN DANNYN 08N NHMN DYDY : UK Biobank e
) N¥D) .DVNN DY OPIN 21D 22-1D TNNRND NP 40 TY PMIN DNPINN DIPM ,69-) 40
,DOWI INY DD NP DN DN DXANNWNIN NYHYIN NMDIVIIND INNWNL DD
DNYYN ,INY 017 ,IN OINIL 1), TINMPR-PXID NIPNIN TN DOPIN DIIIN D)

181 09D NPYS ;25 MYNNN NIND DDIIDY MND

UK Biobank: Protocol for a_: Dvnn 919101192 NisnY 110 PoInnn DIONNwnm 990n 171N 1272 1aon 17
large-scale prospective epidemiological resource

All of Us Research Program !7°
https://cartagene.qc.ca/sites/default/files/documents/methodological/brochure_ CaG anglais.pdf 7
https://www.sec.gov/Archives/edgar/data/1131399/000165495418008018/a7182v.htm 178
Characteristics of an Online Consumer Genetic Research Cohort 7

PIINNN OPH MMINNY DXONNN 0NN https://www.decode.com/research/ 130

999 29 1IYN INTY MY NIPHR IPNNN TV YN NN NN 23 TINHH mon 18
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https://www.ukbiobank.ac.uk/wp-content/uploads/2011/11/UK-Biobank-Protocol.pdf?phpMyAdmin=trmKQlYdjjnQIgJ%2CfAzikMhEnx6
https://www.ukbiobank.ac.uk/wp-content/uploads/2011/11/UK-Biobank-Protocol.pdf?phpMyAdmin=trmKQlYdjjnQIgJ%2CfAzikMhEnx6
https://allofus.nih.gov/sites/default/files/aou_operational_protocol_v1.7_mar_2018.pdf
https://cartagene.qc.ca/sites/default/files/documents/methodological/brochure_CaG_anglais.pdf
https://www.sec.gov/Archives/edgar/data/1131399/000165495418008018/a7182v.htm
https://blog.23andme.com/wp-content/uploads/2011/10/ASHG2011poster-JYT.pdf
https://www.decode.com/research/

DY ,IMODIVIINRD NP NN ITPY TWUNR DINNWN 070 vpan ovnn : All of US
MNIDIN IPNNI IDNT NNNVN JTIVY PN IUR NPIMINT NPIMNLPD DIDINYN DANNYN
TN 45% >0 NN TN NN SNPYO D101 AYRNN D0 HHO THTIV DONNYN)
NNXPNIN NPDIZIIND 75%-1 DIINN) OOYIN DXOIWNN P MNOT DNINNN DANNWNIN
o MwNIN Mwa 82 (All of Us Research Program Investigators 2019) qona
oV NITIND DY 80%-) DAY DN 51% OINN ,¥IN 175,000-10 NOYND DI 190NN
INIDT IPNN DN NISPNN NODIVIIND MOINYN

TOOWNIR DY PIMNNNN NNDANNM PN ,oNn Mdann :Estonian Biobank
NN VYD, TPHTIN MODIVIIND DY N NN DIPYN BNYUNIN 2DWI 1DV DXINNYNN
Leitsalu et al. ) 700 MINRN NXIAPN DY NN-NN) NNVONN NINND NP DY I
(2014

P2 NIRNN YW HHID .PDNPA T2 INPYN ITINN NN INMY X 0vnn : CARTaGENE
,PO0ON MYDIIVIIND DY NON P20 DHNN DXANNWNN DY DOMINT-PXIDN DNIMINNDN
DXVIWNY) NMMINRD PPAND (NP DIDOWN DN DXANNWNN) NIIVNN PIANND VYD

.(Awadalla et al. 2012) (5p 91> N¥» OMINN
DYXANNVNN DY DM9MINT DMMINND 99151 1842011 Mwn N1aNN ©I019 »9Y : 23andME

NN DN DN DANNWNN ,NMIDHN NMDIVOIND DARNYN NI 9pnnn Myl
INOYPR RXIIN 0N DXONNWNNN 192 PHNY PIN TIY .10 MXIN NODIVOIN

NY ND NDAY TN, NPTNA NODIVIIND DI NX 91930 NN N DDNN : 910NN OINN
O95

DN DANNYNN D) SNN DIV : D90

PNy MOYVENA NMININ NNIDNN N

7.5

PORIOT APNNA TION MANND NNN NN IPNNA DONNYNNIN NYTH NNOON NYIAPY IVIITH
YT MIPNI DANNWN DY DNTHN 190NN NND .OTRND DY INIMVIND TIA0N NIPYL NIV
VNN 1991, 7PUYN NPN PIARYAL TIVIN IPNNI DI N2Y NTNVH NYTH NNOON NYIAP ,NMINNT

212N NNIDNY DV DTN WY muyd

NP2 TNY XYY D37 DIPNNI MMIT) YN YWY NIVAND NANT NNOON

MINMY NANIN NNOONN M DXTMY DXIPNNNVY IXINA ,IPNN DI MY NYTN NNOON

D TONY IPNND N2 NNONS NNOON NYYND NN I NNdON .(Solberg and Steinsbekk 20

15)

MAVON 1NN DOPAYN DMIPNNNND TANY TAN 95 DY THOAN 1N 910D P2 NYMD NOM

.(Steinsbekk et al. 2013) ynn50n NX SV gNNVNS

All of Us Research Program 0y 1N 182
.2018 MWA HNN MW 25wN ; D35 Nw Tinn 183

Characteristics of an Online Consumer Genetic Research Cohor

t184
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https://allofus.nih.gov/sites/default/files/aou_operational_protocol_v1.7_mar_2018.pdf
https://blog.23andme.com/wp-content/uploads/2011/10/ASHG2011poster-JYT.pdf

DN ITNYN IPNNT MTIN DY DIXVIINY INND PNYTIN NN IT NNIDVNY DIV VO

MYYY YNIN,ININOVN MNTPNN OY ,MNINKN DMWY .NNIDNN NN TN OOT DOVNIMN
DYANNYNY NIYIRNDT TINONIV NDDIAD NYTN NV — "IPNPT NNODNY DY 57N VY
Kaye et al.) nnx 912 515M ,0NN30N DR NMIYO IN DOWTN DIPNNA GNNYND DMO0ND

(2015
0»15P-003) ¥ 9NN NN N*IYN XN NANTN NNIDNN I 717DV INDI

.(Solberg and Steinsbekk 2015) 79159\ Hv
All of 135 UK Biobank — yYNny 0100 951 ,1301000 YTIDDIND DN vyND

-1N 115N WY Nwy) —18923andMe-) 188 CARTaGENE 187 Estonian Biobank 8¢ US
TN NPT IR ,ONXIVNI IWAN DIV ,NNIDNN AN NDN BDHI2),09%09 NIN .NIANT TNYI

21252 NN NPNRYI-TN NNIDN NINTI MDNN NIV NPPNIRD
Y0 YN NVRNY VP NIVN INIDT YT DR DY NNPPN NN M1IYOIND DPNA

.("presumed consent”) 799 D20 YN INYNY NNINA 10 ININN YT DINND)

MNYN PV 7.6
VIT - NINY NIV MY TAN DI, NDIXN NIYO MYYIN MM DY DD NN W 5935

T8N DY M TNM (public consultation) M2>870 DY MNYIPN ,(public information) M2>8N

MY , N8N NTOH MM S [ NANUNIN N¥apa L(Lander et al. 2014) (deliberation)
YN MOVONN HAPD DYV YT NN DY WIATIN YVINTT YT NN MPODNN NPTIN-TH NIDW
MSMPND MWD HY ,NMIYN NXIAPI DD PPN NINHN NI ,NODIN NYTY WIND N
D82 AVNNNY TN DY NDNN NTHY NN DAPY MYPANN MW MHHI) , NN DY
M MTHY DIP5 MYPAN 1NV N3 12192 NP TIN-TN 10 IR NNV D) NYYNY DY DIOIVINI
N, MYNN IN NNPYA,2IWN NYIAP IO VDN IN NSY YR NYRYHN MSNPD ; (DY) N8N
moya by mewebwn n¥apa .(Dickert and Sugarman 2005) MwA N MR NYPIAN NHTI)
P XD 2790 DO TPOAN RONN NN TNV NONIT DY MY M) ,NINN DY MM TNN
MY DYONN YIXY MOLONNN NYAPA D) RONX MLONNN NYAPY DDPINN DAOVA
NIV PO, NIDNTY YT MINND DY NIPNI NTNYH MDY ¥ NDNN OY MITNND .NPPTH
NOON NTHY MNAT NN NIYIRNDI 1T DINND YTIN 1N DY NDXN NN YT NIYINND

.(Avard et al. 2009) 19111 VY NITIPI PN NYNY TIN MTHYN 27 VIVIN NN TN

,DIP0 MYNNNI ,)NONN 25 Ty DVHRN NRPN PONIN2 9my NN : UK Biobank e
L00) APNN 995 NPSYI MY 1N DMNNN DIRYNLIPOYY DNIPT DIDIND ,TIPM MNP

Consent Form: UK Biobank; Information Leaflet; Further Information Leaflet '8

Consent to Join the All of Us Research Program !¢

Gene Donor Consent Form '3’

First Wave Consent Form; Second Wave Consent Form '8

Research Consent Document '3

NNODN NYAP MYSNNI N 0NN VRN Mo : DeCode Genetics myaa on D¥9oNN 0NN MY 1P
LDMNNN P2 "\pr 192NY DIVIND JPYIIN ININ DI YT 5y NMOHNON TN M) MIININ NMNHM ,(opt n)
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https://www.ukbiobank.ac.uk/wp-content/uploads/2011/06/Further_information_leaflet.pdf?phpMyAdmin=trmKQlYdjjnQIgJ%2CfAzikMhEnx6
https://www.ukbiobank.ac.uk/wp-content/uploads/2011/06/Participant_information_leaflet.pdf?phpMyAdmin=trmKQlYdjjnQIgJ%2CfAzikMhEnx6
https://www.ukbiobank.ac.uk/wp-content/uploads/2011/06/Consent_form.pdf?phpMyAdmin=trmKQlYdjjnQIgJ%2CfAzikMhEnx6
https://allofus.nih.gov/sites/default/files/primary_consent_form_eng_sample.pdf
https://genomics.ut.ee/sites/default/files/gene_donor_consent_form.pdf
https://cartagene.qc.ca/sites/default/files/documents/consent/cag_2e_vague_brochure_en_v3_7apr2014.pdf
https://cartagene.qc.ca/sites/default/files/documents/consent/brochure_en_0505.pdf
https://www.23andme.com/about/consent/

DY .OVNN MANYND NYM) NNO0NI MNYPN NPNDI MINNTH NOIXR DY 0DV DXV
T2 DY DN YARYNI YINIWN 1N AN NPTIO MIRYA NTY 10NN XD NDINNY YOI, NNT

AMNYN NPND NHN IDY KD WYY NDIN NdY YN Y (Levitt 2005) ©»9N0N 00D
THYND SYNNN P PN ROR XYY 11V XD (Papaioannou 2012) mvonn nbapa any
.(Hoeyer and Tutton 2005) 9NN 01PN wapIv MIvn

2OV TIDN NINIPYN TAN NN 12 DINDN DMWY 0PN Oannwn noon :All of us e
MDY YY) ,09NNWN D) 2DV NNY RNNIN ,D1NN DY MWUNIN NIONN TYIN INND
NN MTHY NN DY) MINWYI OTININ PO NYYI 7D IR, NS NNV NN MY
DMIPOYN DN DMIN NVXN 27PN DN LID 1N .O0»MNN OPYN 017 DINWNI
NV NTIAY MIXIAPY DN MOMINN DY DININKD

02 MM XD NXY ;2N MNDN )PT2 NN XY oD Npn : Estonian Biobank e
JOIND P9 NOIWIN NS IYTY NMINNIND PP DY WAIYND MIVON IN PRNNXTI ) T1D
.(Godard et al. 2004) >nmn>

052 YIDY NWY) DNV NN PNV 91N 109y 010N 0oN Tonna : CARTaGENE e
(DW) INTHY DY MNIMDON YMIND NN MY ,NDNN DY NP NNV D551 MOV

1IN DMPT Y9I TUN ,PINN NYSNT TIND DIMIND MNDY 1PT T : M NYOINN OPNRn e

.(Gulcher and Stefansson 2000) 1191 Y2N92 DMMPN DIWIAN NN MINIVI YT

VI MRHN NNA 7.7
MTHIN XN NTINT .APNNA DANNVAT NPV MNIIN NITNN NIRYA TIIN NDN YOI NI9DA
,ND2 NN .MITHYNN NNX D51 DIMINN DMIPIY DNV NN NISPR 8 TN N NPPO
IPNN2 GNNWNY DN ORI DIV P2Y IPNN P2 MNAND DR YOYLY NDIDY MINXIN NPON
ONYN DY TIND 722910 N2VY 1), TV NN AIPNNN DY THPYRIN NIVHNY NIYL NIDY
DOVIN ON RO J1ONN .IPNNY DOVNHYN PN NINK IUR DXIARYND VIOND) NPMPN IPNRN
DXWIN,TI DY 90N ; DNOY MMNVIND TIAD TINN OND YMZID ¥ NMINNIND SO TIY DXONMN
IYAN-INY L, NVNTY YT ONNRND DY IWPNA TNPN ,IPNNY N NPTTND MAND OYON
DIXOTYN DANNYNY IR DMPINN DIPNN NNV DDRITOVIND NYAN ONMINY NN

.(actionable) 11°ON 9¥Pa DIYAD TWANY MPITH MINSIND TYNRD NINSD ,NPLIY NINNN DAPY

NNV NYTIND NINAD NTINN N NORY TR, DXANNYNY MIXXIN NINND NMDN NN RD 1y3
MYNYN MOY MOPN ,MPNTH IV ¥IAPI TURD NINSIN NITNNA NONINN NNODN NMP

(Wolf 2013; Jarvik et al. 2014) nox1a7
Knoppers et al. ) mMRIN NIND XWYNA IO pow 2012 mwn P3G Sv nTny 9

MIVNY DXNYP DPRY DIMNNNN NI DIXRNNND IPNNI DOIONN ON ,NTHYN 1) 29 Sy (2013

,DPNHNHD MXNIN NPHTY INNYAT NPINN-17 NPAIYA YW 5117920 MPaa poIvn dmINg»a opsnonp 2!
00 YIOWY NaANY 11VN 09N 2INI12 IPNKRY MNYT NPNYM IPNNY YR SHIND ,NIITY YT 1IND

http://www.p3gconsortium.org/about-p3g/glance 187 . 39N DOYNNNI

37


http://www.p3gconsortium.org/about-p3g/glance

oY TN ,0MIPINN DY L,GNNYNN DY 11190 IN MINIAD THUNINIDID MDWN DNY WY IPNNN

DOXNIND DIMPNN DX DANNWND 1IN DINSNND NINNN NPYO ,10MIPNN NPPNNRD DTN

DX9PN DOXNNNNM (2) ; (AN INNND N NNYNIN NNODNI) TID 1IPIDN DXINNWNN (N) : YN

91999 GWAN (1) ; 910N YNNI ANND YMIYHOVN 12D DY DI PYN DINNNNN () ; NOVIDIN NPNIAN

LDINNNINN YD

NPYN NINSIN NITNN MDIN YT DOYTNHD NIPIIINRD NPDININ IPRTPRN DY DTN

Myn NS 82 M1 (Botkin er al. 2018) Xwna ©195 2y MT 2018 MW NNDID DMIPNHNN

JONIPY NPND D) XYY DNMNN DN ,DMNDN D0MNVDNT OMINY IPY ISNY 281D

: RYNA INTY DIDID DXNIN MNIPY NN NYAP NTYNN

TNIYD AWAR-IN D TYDY APNNN HYanNY TV DY) NN YN DINIAND DINNUNN e
19INT IPYD ¥ 02317 DANNVN PYI TIY O0¥2 DN DMIPNN MRHINY INND .DMIPNN
MPOPY 712D, NPT DY NI, DXaNNWNY MINSIN NIINN DIPNN 1IN TONNI NNV
NN

PN MXXIN NN DY ODRINIVION TIVD NN MPNTA PV WY ONIIN TV W 1PN e
.I2NNY APNHN MTOM ,0IPIN,IPNNA DXANNYNI NIAY NN DI DN IYIPWI NPYLOIN

52PH BN VYNNY NN OND NNNIY NPYIN IPNN NINXIN DAPY DXANNYNID YSIN IUND e
AN QNWY IN

,MIYRVNN SV NIAN OTPNN NNYPNN TONN DY TIAPND YW RPN MDD MINMNIYND
VTN OV MONN DMININIVIAN DIVINIWN

MNND MOPNA NON NN DANNYN ,DNIPIN NIY IPHN MIRHIN DY TIvn e
AMNIND

NMNN NPDIVIIN 1A 91995 DMIPIND HY ,NNIAY MINA NYDON 92 N PN NI DY e
WP NDD ,1MATYN NONPN MINN DY ANIN TYIND MYN INNY IDINI MIRXIN PN
TN, DPYOIR IPNN NMINNIN NIINN IWARD XN .GNNWNN DY 193531 IN dNIINN THyYND
NNTO MONOI NN JPINY NITAYNI DY 7PEONT DY NIRT MVYD PUYH MIYIN PN DY)
PUYOINR PN NIRNIN

DMPNHRN NPV MXRNN DaNNYNY o PIND 0PN CARTaGENE-y UK Biobank-n
MOYTY YNNI TIN,DXONNWNY NPV MKRIN NINND KNS All of us DN .OPNIDNTI VIV

MNXXIN HAPY 1IN IWN DINNWNY (actionable) 020 HI1YaY 1Y DMV DINYN NNNND
NNNPN DPITIN DY YNRD NPY NYHD PIN Y9 DY DINIT NIVONI DIMNIN PANNYN IIND
T2 DWY O0) IV 1D) ONINI YT VYD INNI

mYyna Pnov 7.8
D»NN PN D) TR ,IPNNI NNV TWN DIVIND WHINY NN NPOIY MDYINT NPV NN
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