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MAPN ,MPIITN NV YAPI WX 1IN MNNINY NN NYXINY NIV .NPTTNN INMVIND
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DNV .NY Y92 NOVIAD MIVONI MY NIANT NNIDN NNV NIRIN D NXID NPNIN N
NODIAN NYTN DY) — 71PRPT NNODNY DY DTN NMI ,NONOVN MNTPNN DY ,MNINKD
,DNNODN IR NNYY IX DXVWTN DIPNNI GNNYND DIIDNY DANNWND NIYINRNDN VITOIN
DYIYHP-0MVN YT MNNRN NN NOVN HTINN 01 (Kaye ef al. 2015) nnx 9312 D1oM
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DXTID DY POY .INIDIM YTHN NVD DNOY SYWIND YHN NN WTPNY YR DMOHNINIVION
DYOYAN DXIIYN TARY L(TWNHNA NaNIN X)) All of Us »pranxn ovnn Sv np>nvia
DYIN .DVNN NINDNA D¥IIYIN OIPNNN I N2WN YTIHI DMINNN PNNY XINIDXT DY 0NV
DN ,TIND 7PDOPOYDI NYANN NN NYYI DIHNNN NPV NONRD DN D ININ OMPNN
Levitt and Weldon ) 7N7y7T Dv ©551/5 Dv0nn > DY DY09N) DXNHINN DXIPNN 2172 .50
NN NYM Mannvin” 185 (2005; Kelty and Panofsky 2014; Woolley et al. 2016
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DOWIN 6 DY 20 DI 37 DY 21M2 VINDINL PIND IR NDAY OINX | (Stefansson 2000
.(Winickoff 2006)
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LDXNIIND DY YNNI NNIDN NYAP ROY INDN WIIYW TNNY Y019 9O (and Markus 2018
DM ,YTNN QONI INNONIY ONRIDIN DIV NN NI NI NPV NN NYWNNN NTHY
NYTHN NAVY ,YINOYW 12 MWD INNRD 1PY 1NN NT D92 ,¥I100W 12 MYYD) 1Y YN VYYD
MY YN MR NYTA NNIDNN TN NPV NYNIN 22D NNDIN NIYON .PNNIND
2NN NYTIN NINOYANDY YT DRND NPPND YN DR NYDPY INRD DNV WDV 2003
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.DVNN NNHONI

DY) DY PRNNY ,NNIIN P2 DY DIIND NYTINA 2015-2 pwin All of US »pranxn ovdnn
MNOT OINY NIV OPIN NN GNYY 15D GUN ,11MDIVIIND MDY DON 1IN VWX PN
DY) LN TN DWW DPDYDA NPYTA MY DIPOD DWND ,MINNY NPNNY MPrTad
DVNY 190NN IMYNRIN MV .ONY YNNI TUdND POINN NI 2018 -1 NN DXannwnn
NN YN DANNWNN NIV DD (WNI1N DILVY) DPHN MNIPY .¥ONX 175,000-10 NYYND

.DVNN MDY DNYY I MYNYN

955,730 . N )9, NTIP,NIN,PINITA D) DIDMP 0N YN HY OPNIND DXNNN
VY DAN MININDY ITHIIN YT VRN PR 0N IPNND NNYPN NNVODINN MYNIN DY INRDN
D”9217) DMV YN PNNND DIIMP J2 D INTPR DPXNONP DY 51172 DOV DNINN
AN DITIN VNN YTNHN NN D PIND PRYN NPNINDDI NPHTPR NMOMY DV 1213
MINDN NIaN — 23andMe NHaN DY NN 21T CTPINND NOX NOTHY POV IPX OOl
direct-) 19985 7M7Y NPV MP>TI OMPY NYNN WX 2007 NIV 1NN MNINI NHPINY

NNT NODINRD NIIY PR MPON : DININ DX2ADWA THPYY) NIINN dXN1PY MM .(to-consumer
,MI2NY PYY NPT NMYSNNRA NI INDAD NN NN 2PN, INPNR NNODN AN DY DN P
Y0791 MIAVND NPITAN MIRHIN DX NOYM YTHN DX DTN ,NP>TanNn DNA n8nn n7ann
M) XY IN N DY NIV NYSD NI AWNNN MYNNNA T0NIN TN YTNIN INKI MPON OV
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DMIPNRY INPD DN .7INDN 1NN DY NIANIN NPDIDIIND DIRXNNN I TOVNY TIT N PN
P72 N9 XD 12 10D INNON GPIN DY XN DITHA NI IONIY NNIND NN IPTI DO DNY
NN NPT YO0 .TITY RS DIV N3 ODHY NPNL,70DDI’D NNIIN N0 IN DHNN DY MTHY
PN TR OP 7PN DIANX GONIY DXTHN 7IPNNY NVD NNIN 1ITDI DINNN DY ONPMTHY
2 NYOVN L(DXTIN D210 KXD) NPNT PNNAYN DIVLD DY D»HIHI-D»NIIN DIIMANND NINIAN
NPAX NN WM DXPYNY TIH VI, MITHYN PAY VDN ONINWNN P2 PN VP NI KD
DD DMIWP NRIN XOY DTNV TWIN NNT DY .DDIVN 1D NN NPHMNINY NN NOIWNI

.DXTIN YW VPN VPPN NNIPN

NP ,NNTNA PNIN LYN YW DIIMNINAD ¥ DTN IPNNM INSND ,NDINN PHNX DY VNN
— DNYY N1 7N INY GR) — DX DN DY DNXID WIND Y32 ,NPVLID MIIND) DN
2992 TN VA N PIN TIDIN NV WA P TR DIVAT IN NN DY DIOIVINN DY P
OIN DY NPMIN DY NNYD 1N 1D HY MININNIY PHNND 1IN DY NNDNOY ,PYSH NI
MY NPININ IV 1IW TN PPRND XD INX DN, PHNRNY DX INN7 10D DMV ORI
D29 DN INYIY NN .NPTID DY NPNYI MY TWIN-IN VTN MNDNT D200 T8O

,0¥2 51N NN NWYND XN DNNNN NPT DY NNNM (de-identification) NHNNNN XY

WP NN PISY O30 NPMINVN NYVINY THPYYN N9D TIY PN NNTI ,DNDANOY DIWN
N NTHYA DIOMINY DIPNR DY NT NNNNN YV 39830N

DNYN YD NYL DIMNRIINNN D27 ,0NNT NPIZNY DMNNIN DY MOYI XYM NPIYNNY TWUN
D) ,NINY DY .TPYIR NPADI NNNNY XD ONTNA,NINIY NN DD MAND PN N DY NN
D217 OYWIN ORI YT DDNPNNND NPNY NNX KD IVY 1PHITI NNNN DNNYD WP KOV N
.DMNNNN DY NPNMININD NNVIANN 121 ORIV YT NN DAPY DT )N P2 MYIINND DYTIN PN

DIV 1DYI0N 027 ,°99951 D TINN DINANY DIINN DMIWIN DIVITDN DNIINIMN 192 NIAXNYI
,DONMN NVNN YINVYN NINN DN N DY NN HWND ,0°NNIA 2NN NDND IX GNYD
1IN DNYY ONY SVNN IINN DIDA DY YIWYN NPVID MIINY JPYIN DY NN WD KD GN)
T 15V OMPN XIITIN DTN NN TDIN WIIANY DXINNYNNY KON .NNNN NP NI
NTAY . TPMNOND KD NYIIT NINTY MYV, DOINONIVIY DINNIY MIDYIN NIIYD MMINNIND NN
NN T, NPTHI THPNIAND MINOXNT THID MNON TIND N2INA NN 1T VDI VYO
D TON ,MVINVIN MNONND PINTI N2 TIND VYN DA MININ DI NPT DY NIV

NP IV N DY DXV DMNIIN

MYNYN NN PYY 02330 DPN DINNND NPATN >3 NT>22 D%, NYTN NNIDNN NIRYY ¥l
MOYINN Y NNY NPHY DXNNN DHNNN J2 DX ,NUYNY . NNNI DNYY MaNNYnN
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INTOINIDT YT DY DION IITN XD DXY NMNIN YT TY ,01IND MNDIN 12 PP NPMNIAN
DINYIAN N0 YT TY YHIND 121D NDID I MYV DMNNP DIPNL DN DNV TID NN

IMADY IYPNA NIRVANNY — N NITIP OY NMNRI 2D MAND IWAN M7 DYDY MNNN DI NON
TIY PR OIPDIAY DNND ,NMNIND MIINY DONINN MNP ,NITHN NMITOM 299D )INHN 90N
272N — DXNNIA NDXN NIWI NYIITN DY YRIN NN GRI,YTN NPON DY NNYY MIWIN
DXYI2N M. DOWVILN,DNNID GN DY .71 7D XY IN P01 NN 01N NN MTNNND
NI AN DY) 2102 NNNN : DMV DIPININ DIPINN DXPYTYN DN DNPNI NN .OINY NIND)
TNPN AN ,I2T2 MPNRYNN RO NYPIAD MIYN DY DNNNN ,NDVIN NV NN (010N
12202 THRYN DY R¥NDD .MINDND DNY NHSNY YR TPMINIA NOYIN 1272 NPHYNRY XNV
IND PAX P2 VYN FNIINN PAVPNN VPN MTIX DY MDA PVINNYTN NMINN NN NONRY

11919) NN NN HNIW A 1DWIW 0PN .(Lipworth, Forsyth and Kerridge, 2011, p. 807)

OONNNNA TN PNONN PPN (Niv-Yagoda 2020) o280 MINIAN NIIYNI PHONX DY
NI DAMY NND DIIND I NN L, )ININRD IDIN MDY YN 19N N2 TR 109N
29951 V0 NMIN 1272 NS NNVIN NN NP0 NP TIN VTR NIV IN NN

DXVIN DY DL NTIPIN ,NPIVNIIM NPPVINDN DY YINN NDYN DNV DINNNNN
M2 MR D1IPN .ONMYAYN PGNNYNRIY PONNY DDAPNN DIWIND DY NDNIN
SVUND TN GNNWNY RPNT IND TR 7O MDIND IN YNV NDNNY NIT OINY DI0NY
D) V1% MINAND .IAPNN INND NTYN NDRND NMINNVY 9 DY R NNT .IPNN GNNUNY M0
DIPNNY NN 7D DIPADN YT MNNA : XI1AN2 DITINY 29D, PVAVN-TPVIPIL NIVHYNH
D TON ¥ MNIIN TIVNI 57230 2NN DRNNA D3ITOM 1971 2OOP MDY DXAVN) DN TWUN
-TPVIPIINNA NPNIAN YTNRN DY MOYD) 7IPNNA MANNYNY DY MIRYD DWIT) DN DN
VTIN DY MOYAN ,NNIDNMN N 22XD MIDVN W PGNNYNIY 1OIRY "ONNY DY MIAND ,NPVIVN
IVPY TIND DY DN YD 732 DIMOXIIND DY NPNNPOAN OMIANND .MONNT POV

APNNY NN P2 NN 2970

MDY NN PNV 1T NOXYA 1IPNNA GNNYN D) MIXY DRI 7IPNND NV DINY M) OND
NPNDN MDIN DY WYY DINTIP DIONIPNI0 DIPNN MIAPYI .1PNDXNN VIND NTIPI DV
oy WYY ovpan MR (Hoeyer and Lynoe 2006; Haddow et al. 2008) 9pnnd mmyn Hv
HIT N2 YN ,INY NI MNONNN .7ONN R PONNY DY NONPNN NNIVYAN NIIVIDTH
MIND NNODNN NOWA NX YHTNDY NINID ¥ TI DY QDN .MANNYM MANYN DY NINYN
DY WP NPIDIN MDMON) NPNIAN N8I HY DMWY DXT27 NYYA NDVPID-TVIN NI
DXLNY N2 MDYN PR DINIIND OPY [, DIRNNND IRINY 9D .7PMNVINY NPINN
PMIND DY) DNV HY NPYIIVIA PINX DIWIAN DN DN ,NYTH NNIONN DNV DY D1INNIN
,DMINY (VA9 2109) NPINND NN AYNAY I8 INNDHY IWINIT DTHY I NNNRD ININ DITHY
D) 1NN RYND NN NI .NTDND N0 NTHY 1N PR IINIY 9D .NPTRDY DDINN NNPD

.2/2018 ,1/2018 ,15/2006 'O 979530 31N WX 4
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https://www.health.gov.il/hozer/mk15_2006.pdf
https://www.health.gov.il/hozer/MK01_2018.pdf
https://www.health.gov.il/hozer/MK02_2018.pdf

1 DTRYY D) 19N .0IND NYPA DIPDNX NIV N DY ,7251 DNYTINA DY 009NN ODMNnY
DYINN IPNNT MNRNIND TPYIR NPINK DNNY DY HAPD DINNNN DY NXIN IDIN NX NIRVIAN
90INY DY DNNY DAY AT ,NTPNAMN NNODNN MDYN 12D MINNNN OPLA DINNYN
NPV PAY NI WD MYTIND .N9INY NP, DTN NNNNN NDID TTYNA TOAY NOMNN

JNPRIT TIND NOY2 NN

Y1 ,MINIT MPNTIY DI ,)NIAVN INIY IPNNT IO MWD NDIN MTHYY NN ,0PDY
ND NPOUN RPN IYOND Y APV LAPNNnD IN/INN DINNI NPOTN DY MM TUnn
N2XNNY NNIMNAY NOIYNA YHHON PHARN TOIND NYTH NN NNDY OHNNN 29P2 MODIAN
DINK NN TR ,D01INY 9D 21 PDA XVINND PN NN PANRN IDIN NYY 29H DINN .IPNNI
1NN RYND MAONN NN DOVIDAN DIRNNNN .NDRD DNDN DY ONDMIPY NN 92D NN
YN ONN MNINNY NDNMIN .MINND NYPA DY DWHPN MNINNND DINNNHN YDVPIAON
IRV P2 ONT MYYD 1N . MONNYM MANYN DY MNY NNIT 1IYINR MNONNID ININ
WP NITY TYNN NRNN DY INRND TIT DMWY D921 NIV MINI NNVPN MYNNNI
TPNR-2 N0 P RD NIN NDNN DX GAYY TN RION NI .20 NXHNY DMIPNNN 2D

.DDNN NNDXND NN NPVPI NIRY D) NON NDYNIA NMIYNI

31



nmipen nnton

Botkin, Jeffrey R., Michelle Mancher, Emily R. Busta, and Autumn S. Downey, 2018.
Returning Individual Research Results to Participants: Guidance for a New Research
Paradigm, Washington DC: The National Academies Press.

Erlich, Y., J. B. Williams, D. Glazer, K. Yocum, N. Farahany, M. Olson, A. Narayanan,
L. D. Stein, J. A. Witkowski, and R. C. Kain, 2014. “Redefining Genomic Privacy:
Trust and Empowerment”, PLoS Biology 12(11).

Gulcher, J. R., and K. Stefansson, 2000. “The Icelandic Healthcare Database and
Informed Consent,” The New England Journal of Medicine 342(24), pp. 1827—1830.
Haddow, G., S. Cunningham- Burley, A. Bruce, and S. Parry, 2008. “Generation
Scotland: Consulting Publics and Specialists at an Early Stage in a Genetic Database’s
Development,” Critical Public Health 18(2), pp. 139— 49.

Hoeyer, K., and N. Lynde, 2006. “Motivating Donors to Genetic Research?
Anthropological Reasons to Rethink the Role of Informed Consent,” Medicine, Health
Care and Philosophy 9(1), pp. 13— 23.

Howard, H. C., P. Borry, and B. M. Knoppers, 2010. “Blurring Lines,” EMBO
Reports 11(8), pp. 579-582.

Jarvenpaa, S. L., and M. L. Markus, 2018. “Data Perspective in Digital Platforms: Three
Tales of Genetic Platforms,” in Proceedings of the 51st Hawaii International
Conference on System Sciences 4, pp. 4574—4583.

Jarvik, G. P., et al., 2014. “Return of Genomic Results to Research Participants: The
Floor, the Ceiling, and the Choices in between,” The American Journal of Human
Genetics 94(6), pp. 818—826.

Juengst, E. T., M. L. McGowan, J. R. Fishman, and R. A. Settersten Jr., 2016. “From
‘Personalized’ to ‘Precision’ Medicine: The Ethical and Social Implications of
Rhetorical Reform in Genomic Medicine,” Hastings Center Report 46, pp. 21-33.
Kaye, Jane, Edgar A. Whitley, David Lund, Michael Morrison, Harriet Teare, and
Karen Melham, 2015. “Dynamic Consent: A Patient Interface for Twenty-First Century
Research Networks,” European Journal of Human Genetics 23(2), pp. 141-146.
Kelty, Christopher, and Aaron Panofsky, 2014. “Disentangling Public Participation in

Science and Biomedicine,” Genome Medicine 6:8.

32


https://genomemedicine.biomedcentral.com/articles/10.1186/gm525
https://genomemedicine.biomedcentral.com/articles/10.1186/gm525

Koren, G., D. Beller, D. Laifenfeld, I. Grossman, and V. Shalev, 2017. “Biobanking in
Israel 2016-17; Expressed Perceptions Versus Real Life Enrollment,” BMC medical
ethics 18(1): 63.

Levitt, M., and S. Weldon, 2005. A Well Placed Trust?: Public Perceptions of the
Governance of DNA Databases. Critical Public Health 15(4), pp. 311-321.

Lipworth, W., R. Forsyth, and 1. Kerridge, 2011. “Tissue Donation to Biobanks: A
Review of Sociological Studies,” Sociology of Health & Illness 33, pp. 792-811.
Merz, J. F., G. E. McGee, and P. Sankar, 2004. “‘Iceland Inc.’? On the Ethics of
Commercial Population Genomics,” Social science & medicine 58(6), pp. 1201-1209.
Niv-Yagoda, Adi, 2020. “Association between Trust in the Public Healthcare System
and Selecting a Surgeon in Public Hospitals in Israel: A Cross-Sectional Population
Study,” Israel journal of health policy research 9(1), pp. 1-11.

Prainsack, B., 2017. Personalized Medicine: Empowered Patients in the 21st Century?
NY: New York University Press.

Raz, Aviad E., Emilia Niemiec, Heidi C. Howard, Sigrid Sterckx, Julian Cockbain, and
Barbara Prainsack, 2020. “Transparency, Consent and Trust in the Use of Customers'
Data by an Online Genetic Testing Company: An Exploratory Survey Among 23andMe
Users,” New Genetics and Society 39(4), pp. 459-482.

Solberg, Berge, and Kristin Solum Steinsbekk, 2015. “Biobank Consent Models — are
we Moving toward Increased Participant Engagement in Biobanking?” Journal of
Biorepository Science for Applied Medicine 3, pp. 23-33.

Stoeklé, H. C., M. F. Mamzer-Bruneel, G. Vogt, and C. Hervé, 2016. “23andMe: A
New Two-Sided Data-Banking Market Model,” BMC medical ethics 17(1), pp. 19.
Tutton, R., 2014. Genomics and the Reimagining of Personalized Medicine. Farnham,
UK: Ashgate.

Tutton, R., and B. Prainsack, 2011. “Enterprising or Altruistic Selves? Making up
Research Subjects in Genetics Research,” Sociology of health & illness, 33(7), pp.
1081-1095.

Winickoff, D. E., 2006. “Genome and Nation: Iceland's Health Sector Database and its
Legacy,” Innovations: Technology, Governance, Globalization 1(2), pp. 80—105.
Wolf, S. M., 2013. “Return of Individual Research Results and Incidental Findings:
Facing the Challenges of Translational Science,” Annual Review of Genomics and

Human Genetics 14, pp. 557-577.

33



Woolley, J. Patrick, Michelle L. McGowan, Harriet J. A. Teare, Victoria Coathup,
Jennifer R. Fishman, Richard A. Settersten, Sigrid Sterckx, Jane Kaye, and Eric T.

Juengst, 2016. “Citizen Science or Scientific Citizenship? Disentangling the uses of

Public Engagement Rhetoric in National Research Initiatives,” BMC Medical Ethics
17:33.

34


https://bmcmedethics.biomedcentral.com/articles/10.1186/s12910-016-0117-1
https://bmcmedethics.biomedcentral.com/articles/10.1186/s12910-016-0117-1

noul
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NN Y5 ¥

NDIVIIND NIPTIND DXWIANN OPMNK DXNNN DY TTINNND DI MYITI NMINIAN MIIWN
YIYANRY 112 AN P70 DO 51901 MONNK NYIND 1PNION IRIVNND MNYIVIA NIV
DYY .M 1N 1AW DNIVN DY IPNDY NMDIVIIND 1N 210 1DV P2IYNY MINIAN NIIWND
DNV ,0N20 ,0M0) DN P2 DXAINNN PYNNN YON’ DY NPPNRYN MIAN NYIT T
P2 DNV DMIVP DY YXIANNY DOV TUN G270 AN IPNN DY NTINN NONOIN 01NN
.(Pathmasiri et al. 2011) DnYP X N3N PN DN

YON> MANY DRI DMPNN NIMY DIIWANNDN NIY YPXNIN DY IDN MNINND DNV

OV NN 75 .92¥2 DYDY IWAN PN KOV DMIPNN DY NANT NYP YD) ,0NINND PONNN
9275 QONIN DISY P02 OXMINIL YT, DPNIVPON DPRIDT DIPINT VINIWN MNYOVI

YW NPONN MOYY NN NODIN PV YTIIN NIAN,JD 1D .IPNN YIIND PNRT Y NIVAY
DT NOOM

LD OINTVPIN MNIDT YN ,DXNNYN P2 WIN NTIPI DIIVAND D1IYP-DMVN Y11 Y NINN
, DU YTNN OND YINOY MVYD DIVPINN DXIPIN) NIDNT NOINND DAPNNN Y0 Y11
ANYNIND IN N DIV, MONN PNIARD NNV MY RIXND NIVNA 21O

NYY) 1996 Mva 1215 — WTN IWIN DX ,1YOA (biobank) 93212 X ,MN)TY Y10 IINN

2009 mwa ,(Coppola et al. 2019) PWNN NNDITI VINOWN NNOND 7Pr2V” NN VINKY
Time »P> 1NN N2V DY 7DD NN NNY DIWNRN NNPYIN NIVY” NNIYIL I 59I)

.(Park 2009)

INTAN IPNN VPID 2>2D 12IDI OPHTPNR MTOMI YT OMNNNT IPININ PN 12Y2
DY MNOXT DV AN NOITI MND DIPXINNN D1NOWNNI IX DM TOI DINNRNY 1297 DIDOD
NXT TIIN NNVY DNDNNRNT NMODIVIIN MNINAD INNANT OWNI AN MIANI IPNN MIVN
IPNNRN NMDITIIN INK DXIAPIVN DMIPNN TIIYY D) IWINR DMYNNNIY ,NANT NMDIDIIND
.(Reznik et al. 2017) ya3 TIN5

YN MOIYN OINNA TINMA,NNINY TPNDNOV MNTPNN NIN DAY DY NNRNN DN INN
129 DM NN N0 NNPY IYN ,NPINNIN DINNAY DITY 9P N2 YN DY TIAYD NOIDM
Reznik et al. 2017; Snell and Tarkkala ) »57y »X199-12 9pNnN1a 71PN PHVYNY OMN

(2019

NNDPI MMNT ANDNINDI MADNI NAY MINND NI NN NXIN MPIP Y03) YT NN
VINOY MIVNY POMINT YD) INIDT YT NT DD )Y NMYPN YD) 1IN PN YT 1NDUN
NPT DY NNND B¥IHNN DXODILN MPWN 2N NODID IWRY PTINY MIAID ,APNN IINKY
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N2V TIND THPTIND HNYN 0N 1IN DXNNNAY INRD B5.07MTIN DY Y1 DY DNNNN
N2XIPN Y37 P2 NHNRD NARMN PN NYITI 0PI DD IPNNHD NNVYN ,IPNN
.(Kinkorova 2016) ©nnwnn YN P2 MYTHN

,DY2901 ,MIXN NN NODION PAY XYY NN N2220 TINA KON P7712 DIOYY DN DI NNNDN
DNVONT ,DNIPINN OINITT MPY NINN ,D0INNN ,NYYNN ,DNIYTH ,NINIIN NN DI TY
9951 NIIN DANNWNND NN TN DWN NYR TN .(Mitchell et al. 2015) 1w

PN NDIN OW PPonn P NNON 19N (Caenazzo amd Tozzo 2016) D11 DN ONNDNNDY
,DXI1NM ININT MY XY NI MMNT YN NPON DY TI72 IPNNA 7MANNYNY DY TPan
SV N2THN NIIN NN W ININKD NY ,NNT DY .ONDY NOVIVH MDNINNA IN OMN’SA

Staley et al. 2014; ) Yy >5¥25 X>2ANY D127 NV DN MNMNIN,DVNVNY TIVN

.Mitchell et al. 2015

NNRRMN DRI 7DD O NNPNY NIAND TYNVY 1PONN SNV pYvin 2016 Niva
IPNNY NN NNNTI MIDPY MM ORI YT DY THIMIND THPRVN NN IUR TN
29PN YN PANNVN TYUN ININD DI NPND TYN DD .1PYIN NHRMNN DRI NN
YN ,NTIPNN TITO RY PN MDD .NYNNN N1HDI0NA PIN IFTVNN 55N NDIVIIND
SY NV LIN MTIPI MTIX PPANN VN DI N IPNN INDYN 7DD NNPN NN N
YA DMNNIN MNMN 0PN NHPPN MMNYPN NI NPAN ,NPNIIN MORY DY NIINN
DM OPNR-PNID DIV NNNM NNIN P2 WM NHRNNN YD NNINM NNPON
DT DM DY NPNINDIA NP D101 IND XN INRNYN VN D) D91D IPNNN
.DYDYN DNY NPNIRN NPDVINND MONYM

Y72 DYDY DD DI 1OV ,021Y1 DOV DIV NN HY NNON 2IVON N NP
D301 Y9IN MMANI XYY DIVIIND DY DY DN DN DXANNYHM NN NIV
7wN , UK Biobank 15 p>nm 001 5nn — 0m>yad DY DXI5W DIRNN) PN DNDDN
DIPIN S92 DIWNYN 12D PIRYA TURI NVY LYNI 75 DXANNWNN D) IOV NN DOVN
All of US ovn — 09nnwnn D1) 25W1a XN IUR TN DI DTN Mpa DN NYIY 0019
TAN Y2 NINONT 00NN MDY IWN PON NN HOINIDT YN NYNINY INKRD 1PN MININI
TINON INNRD AT YT GONI NNNDNIY NINOIIN NIIWNI DY 1P NNON D) D) DNVNIN
NP DI DIVON YR DN IRNWN TIVIN DN DI DY DMIPIYN DNIMANNDI DMV
,23andME n72n 5w nm>oya D) 1ININ NINT 7291 .00 DXV NNOI MDD DY NINP
291D IWANY O TIDDIND DNN YV NNPNN PO 19Y ) )MNNA MINDN NDY MDY H 1Ny
.07 ©NPY NN

,NYUP YT NPNIPI NNPIT QOINY 23 THT MNIT 2D DX ,7INY MITHN ¥ MI90) NPANR NN PN Paapay B
v QOINY ; (Meir et al. 2014) X197 17 OINM DIPIN 1A PRY YA 3T DY WIDIW TIIND NPNVLIWI PIIND
WMA Declaration of Taipei on Ethical Considerations Regarding Health ,”7wp ¥y »9»a 90N
Y PNIND J9IND DNDMNNDT DNYP DONNN YPM MOP1 9N v qor” ; Databases and Biobanks
OECD Guidelines on Human Biobanks and Genetic Research ,”n»919:18n1n N9 N8P N NDIVIIN
Kauffmann) ,”9m9 )X TNX IPNND NIVNT YOMNDD NP YTINIWNIN NI 1IN DY PIND GOINY ; Databases
Kinkorova 2016; Reznik ez al. 2017 '~ nmwn mmnn 9v npoo .(and Cambon-Thomsen 2008

A9NY 6.3 PYD INT DDA NP TYNN NNONY 16
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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

VYN N30

TIO? MNP NPMINDA MINXN NODID DY DMIPNN DI 1INV 7PXDNIN NDAD

NP0 PNY .NNN TPNIND IN THININDA NPPPNY 29NN GIN YDYA DIRY ,DONNPN

17: DIMNRN NOXH5ON NPNVNIN N0 SY DYN DX2DINDN DY NONDMID
SY NINNN 18: DTN 2322 INIDY APNNY O1HN MNIPY 9273 9PIDYN NINEN 1
YNIDT IPNND DMHYD DININ DIVDI NYAIPN 1964 NIVN THINROWN NIRIDIN MITNONN
NPTIOM NPVLIAT ,TPPNVIND ,TIADN DY NHNNN YWY MWNN NN IYHTH DTN M2
VTN VINOWY NYTN NNODN NYIAP DY MIYNN NX D) 1D ,IPNNA DANNYNN DY
DOIN,DINDID IPO¥A NTYPN ,NYAVN ,NINNNIN ITPTD DINNIN NPNDI MNNTI)
12, DTN )22 OX197 IPNNA POIVY ) 93 5T IMNIPY NIDINRD NRNP

NINNN 20: AYYNY NIYNMN :DIRN %9 OINN DN HY 5YYDIIININ NINSN 2
SV DTN HY MINIAN NDOYWY DINYN INIXIVIY NONMNNN 1997 NIVN VPONIN Y
NVOTN NINSNN NN DOYNN DIV DTRND DN IPNNA POV DI PYNRN PHN
NO9YD NIANSNN VOTNN NPION IMPN ,OTND TIAD NN INIZNA MNIVD? NTD 9PNND Sy
NYANY NOINTY NYAPA OTRND DRI MYINN MIIYIND NP MON»NN D)

TN 29N MWD THVIN ,OTRN DD YINI AN NPIVIN,71INDPIAI MNTPNNIN
217999 9 HY DTRN NI DTRN TIAID NNYIRNND MONMNN

NN 22: NN Y150 Y9IRNY DN 1NN DITIPIY 9272 HIIRV NINNN 3
NTY YN OY NONRY NOIN 12)D 2002 MWD NPNIYN NPRIDIN MITHONN DY
YR RYNDOTNITINTIND DIV 712y0 012 VIDIWM NN DN NP1
,NMVIND ,TIAON ,VIN NMDT DY NNNY MNIPY NYIP NINNNN .NTM
N9OYDINY 7Y OPIOYN NINSNA YAPIV X9 IPNNA DXANNYNIN NPTIDI NPV

DY 95 ¥aAP) NINNN,NNNTY NINTI YT M NNRND MDOWND TUNI D) MNIPY NYIP)
NPNY TIN HMNND DYDY DN YN PWIRD NN O NNNDT NN NN PN 7N
197,021 DPMZNPI DXV DY MNP NN, NI MANNVYN ,MDPY DY
.DXAMYNN PIYN YV D35 DIPNT DIV NPNY DPDY

7993 99NN NYNA 2002 mwn HUGO» 5w np nxn N1y Hv N1y 99 4
)2 9557,°9210) 20X AN DN 29N YT YNNI DTV 12 NMINDNN 29 DY 24: 91393)

MNTY YT MNINNDI SLN YN DTN )22 INIDTY IPNNY DT NN DVINN DIINDN DXVNIN N PYD1 17
39N9 7.8-1 7.7 DOYDI INT — NMNID NIND )PTN NINDN OXININD MN/IDN NPNDY DWINN DIINDN

18 WMA Declaration of Helsinki — Ethical Principles for Medical Research Involving Human Subjects
.NNNNY 2 pyp 0

DWN NNN 1120 NN N8N ;2° Universal Declaration on the Human Genome and Human Rights
MVYND NI9DN : DTND DNIMON DTN DN YY NPYDINIIN NINND

INNNY (N)12 pyo 2
;22 WMA Declaration of Taipei on Ethical Considerations Regarding Health Databases and Biobanks
.2016 MV MOTIY NINNIN

DOPOIYN DNIYTH 1,800-0 NYNT TANHDN 1988 Mwa OPINY MMIND»a 1IN 22 Human Genome Organization
MY NPNOM OYNRN DN TIOHY NI INTPY NINND DTHY INIVN TWUNRY ,MTI 87-50 >0 IPNNa

http://www.hugo-international.org/About-us N9 .w27)N Y710
24 HUGO Ethics Committee: Statement on Human Genomic Databases
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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
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

YN NI TTIYD ¥ )0 19 )N PON 1Y DNN MDYIND NV NPND NN OTND
YNNI WVINOY DVIYI IPNNND MINDIND MDWIN DY NPTINY NN NPIM Y10 DY
INN NXIVA XNN DPINDN DN MITOM ,0PINDYW D) XIMIN NN T8 .Y NHN

VTN HY PHN NPTTN NNNWI NXNY TPORIVPIVIN) MDY 1NN N2Y2

PO DV NINNN 25: QIR 2331 Y03 Y7910 DY DININI DY HNIINDI*A NINSN .5
NP2 TNXN NI PV YN YINIWD DWINN DMV DOV NPOIVN 2003 MHIVN
A9W OV YND DR YW DY) 191 ,NNO0NN NITND MDTN YN VIIYD NNooN

S02) YT DY DN YIDIWN DXIXNN DINNI MONNYND YNNI NONMNNI NINSNIN
N2NPN NN NI2NN DD AR GNYO YW PASY IO NYAIPIY ,IPNN MIVND 10NV
AOND DXNNIA NINDIN

OECD Guidelines on Human Biobanks and Genetic Research .6

NTIAY MLIY 12 NNIPY 9915 P T1HN : (OECD 2009) 2009 nywn Databases
LOND DMNNND NNPNA ONYPN DOV DIRYI DY NN NIV DMIW»Y MNOMN
NP0 D) NOAYY ,0NA VINOUN MNONT YN YN ,OMDOUN , 0011717 DNOYIN

DMV NPOAN YV

7993 °NY2 POND NDIN DY MSNPNY NN MONMNN WY DMNNND NHRPNA POIN PoNa
LY O9Y29N DY INNPN TONNA DIPYI WIN NINRD DOV DY [, TITHN 29 DY .INPNnn
YAYN? T MWD DI THNNI YNNI PIXD 1971 ,XWIPNY ¥, AN NN BYDOID
NIDNTN YTNRN NNV DIDNION DAINDYDD DXNNA YAPY MIXYIINN G710 .M THYI
GONOY YTHINY YD1 1N 2NT DMOANN DANNWNN NNVLY DI ; JONIN YN MYNI)
PIDYD MXYINNN DY .MNNN MXAP DY NIANI MWD DY MDWYNN NIAN TD AN ¥
,VYYNNN DN NNIND ,NDNNND DINOX) DID91ON DMNIN 1Y O5¥A 919591 NPND PHNA
APNNN NONPNY NYWNRNNN

NPNY MY DMNIND PANRWYNI VDY NIVIYD IPNNND MDD MOYIN D YAIP 0) TITHIN
NZNIL NN IN NPV NN YN NPV NITID PIVANRD INPI 2NN 12INT MAMWN

General Data -1 1079 195 — 1PNINDA NPYPNY D19 DMWN DIV ,TID 1avN

NPPIN MNNIDN NMIXTHN .NI1NN TMIND N — 297K TINNA Protection Regulation
DYPINN NAINN NPYPNN MINK MPTH ,NNNTI YT YNNNA IPNA XYN NTNYPI NPdYPN
DMV 2. TPMIND 7PN IN NPIPN DD PR MADN MIPTHIY 21NN GPIN RID DTN
DY 27; TPIND NPPPN NN INPIN ,DNTY T NPPD TYHRNA DININNDN TIVODINI PIVONI
19INI RYNN NITORN TN NP NIDN NPN DTN NPIPN MYXNNI XYND NITON , NINT

.(Beier and Lenk 2015) "N

NINNDY DWN ANN 7I12Y9 NN NIN8NN International Declaration on Human Genetic Data 2°
VDTN 3N YV VTN TV DININI DY NININIIA

Beier and Lenk 2015 17 n»ANn0UPNm NNN 952 m»Tnn nmwis?e

A9NY 5 YDA IN THIYDINRI PIND NNONDI 3.3 PYDI INT TPNVONA PIinn NNonH?’
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DOV912 0NN ONIN NVPO

UK Biobank?® 3.1

NYTHNI NMINIAN NOIWN

MYNNNI NPV NININNDY NIMNNI NDDIDINY MDY NN 7IVII12 MINIAN NN
V> — DD THIOVIPO ,THITPN NAN ,IPINN — NAY MPTHN YAIND NNX 952 5D oM
DYMDN OXMPY),DIVUN KO DNN’ NINIAN MDY MIIN .NTIN MNIA NIIWN
Cylus et al. ) mMayim 0w 5190 115 51900 NMDYN PONI NRWYD DDNVNN DIV

(2015

DX9NNYNN DI ToN1N2) OINN NNRPNA I8N YPINPY

29 5¥T)HDONN OVNN NNPN TONN IZINNY DODVWIN TN 925YW INNRD DN PN DN
DIDINY 7Y N ,JNIONMN 22DV PITY 71PN DN IWRD OTPIN 2DWA HNN NN NNV
INNDNI MTY .DIND TP MXIP , 0P 9997, (Levitt 2005) nnpnd 11N by
MNOXYTN NOIN DY DDV DXV ,PVI) PN 99D NPHDD MY 1N DINMNND DINVY)
30,0191 YARYNY NY)HD) NNIDN MMYPH NPND)

,(EGF) Ethics and Governance Framework-n X¥1)2 71208 9I0W 705N 79 12 D
DN PAY WP POV DY TIPNRN NN NINDN NN P THIIN DN DY TID THON
NN D) YOO TN NI NN 1A NN EGE-n .nhanm oMpnn ,00annwunn pad

YNV 0Y MNY»NN 39992 NTIY EGF-n 5w nn1pm novv (Tutton et al. 2004) My
DYIYNINIVIY DXANNYN ,NINYIAN NIIVNND DINN) NI WINX 39 DY NNRN — MNP
T2 5y Q0N 22.0NN YWON 14 HY NIV 3L0MININIDI DIANNYND DINRY NI MONN
IPOYY DT DIVINN IDNNYN 12D TUN DPININIVIA DXANNVN 47 DY DIND TIV)
DLV BINNPN DY TNYY NAY NT NDN DIHY NPNDY DYV PIYI POINKDN DN

12) DD WTIN TYN2 DN MNNN INXA NNDNS,2003 Mva nwan EGF-n v nnwxy

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

29N 5 PYDA INT 199102 DINNY DOWPM STIVDIND DPNRN NHPN PO NNnY?

Public Perceptions on the Collection of Human Biological Samples (2000); Consultation with primary 3°
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 Y1) DVNN SV 9N PIVIPY DNY DPNY DIWIN!
Summary of the UK Biobank Consultation on the Ethics & Government Framework 32

UK Biobank Consultation on the Ethical and Governance Framework 33
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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/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

T2 NIYNA .N2IWN DV 22) DY DNTHY YIAND NININY PNY 0¥ 100-HD INPY NNOW)
35,2007 mwa Noad ymx EGF-n *.mawn 29 yoapm

oNY MM ORNSY M L(EGC) Ethics and Governance Council-n o0 2004 nyva
P IT DY PPN .OINN DINNDIAY ONYTI )T 397V, NI NN, ONPINN H91ON
TN L,MNIPYY OPNN NIRNND DY NPAYY DVNN DY TPNND N2WIN NNON DX NNNND
DXANNYNN DY DIDIVIRN Y2)J TN YD J9IND XYM 1), PRNNN DY ¥11719 DIDID
DY ROAND N NXIN MINON 1N INTY INNRND #.01NY TYPI 15557 NN DY) DN

YN 7912285 D3N DM PYWIN MDY EGC-n mmT .71Hy” KON 01NN
DNN TINN DY ON TNV YDVPIN M OV DY 1YY Mpany EGC-n yxn onwn
Ethics -2 EGC-n 9onn 2018 mvw2a) ,NYapnn 1t NYSN 0NN TYND N8Y»N NTYND

VTN ONVNRND ,NDPRTAND 0NN 0120 EAC-1 .(EAC) Advisory Committee
3B NMVUPM PNDN MIANYNI NNDN NPT NPPNINYL ,MNNT

1991193 993980 HINYI OPNY DIONNYNN D)

39,69—40 D222 NPYHYON NMDIVIINNN DANNYN GON 500-5 5515 UK Biobank-n oymn
N9 NNOWIY 2N NININ NMIYINNI YDN) DXANNWNN .2010-2006 DIV 19IVNN TWN
TY PAIN OMINN DIPNY,69-D 40 P2 DI — DININ NV DIMNYN DMININIVI DIINNYN
qILXNY NAVINY DXANNWN 9,238,453 TINX .DINN YW DPIN 3TN 22-ND THNND NP 40
INNWNA 5595 (Fry et al. 2017) (5.45%-2) ¥R NYIN 503,317 1029 197080 OO
DYNIND D) ,DWI 1N DODD 91 DXININ DI DXINNVNN MHHIN NIDIVIIND
DOIVYNI ,INY DX ,INY DINIDOHHI 19IND 1), INMPR-PYID NN IN DPIN
40,.)V7DY NP ;25 MONNN NMNS DYIIDI NIND

0YNN OWHoN EGC-n 79y 10 Dapnay oannwnn o) nNIpd ,2010-2005 onwa

41 DYannWNN MORYY NN N 19Y ,EGC-n MYy ovnn mnTpnn 1jpo) onay

GOIV 12IND N8N YHINPYI ONN 91NN
2NN TYNN ,NNT DY .OMY DIIINNA DXNNII D197 DNINN TYNN > DY SNNN DN
TIND .NIIND YTNI OXNNID IN DNIPINN P PIIN P23 YITI KDY NN MON) D10 N

nPINXD 191, EGF-5 mnxin ovnn S nmoyan Np»Tnng ndvans NINK Hmnn

UK BIOBANK Ethics and Governance Framework: Summary of comments on Version 1.0 3

UK Biobank Ethics and Governance Framework 3°

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

https://egcukbiobank.org.uk/meetingsandreports.html 37

UK Biobank's Ethics Advisory Committee (EAC) 38

.DVNY MovsnN 1a®

Fry et ) 129¥2 D)o NYN N2 ATINHRDY 5Y 1 7PON )2 DXIWIN DIPNNN MMANDY DN 29NN Swal
https://www.ukbiobank.ac.uk/participant-events/ 03 W ; (al. 2017

19702 POYY 1Y L(T9W) PTIP N)NAVTN , TIODPIN ,T0DNIN NTNY) NNV D>y DdOwIN 6 Ty EGC-n 4!
https://egcukbiobank.org.uk/meetingsandreports.html — Ny pa oXwIMN
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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
https://www.ukbiobank.ac.uk/ethics/
https://egcukbiobank.org.uk/meetingsandreports.html
https://www.ukbiobank.ac.uk/wp-content/uploads/2018/10/ukb-EACToR-march-2018-item-9a-2.pdf
https://www.ukbiobank.ac.uk/participant-events/
https://egcukbiobank.org.uk/meetingsandreports.html

JONRD MYPA2 MOLYNNN DD DY DN YANYNY NV NDIAPY NYPAN YO0 DY NNDNN
TYNN 92N TOIY NYRIAY ,NIITY YR YD NTN-NND MIOSNIN 1T RYNA PIMNOND
NYNNIN DY DN TYNN 12N NYIYY D120 N NPIPNND IN DXVIVNA YT DY DN
2 INRNND YN

NHHN NITIN AN NNV WO OPNN DINIA PHN NNPIY NN DXANNYNN NONP ,NYYNY
DN NYTN NVYNN DXVIINNN — DXANNVNN ,NT 02T 281 (Papaioannou 2012)
MNIIND DINNH XY NPINND DINNN NI 9 DY DIFTNN—IND DN DVND G08ND
Hoeyer and ) 2209271 p5N DNY DXNIIRD KDY DPNMVIN DXV DINI MDPYNM)

N 1D DING TN, D¥IONNWNN 1N YW DINS 0PN MAvarn Ny EGF-a .(Tutton 2005
0PN
Levitt ) 12280 PNIN NN 230D 1N DY MN N MPYA NMD TN OVNN NN DY

NN ,DXONNWNN DY) NNYWYN MINN ,2011 MW 2.y 702 PYY 1DV VITVINRN INNY L2005
DOV NYY NYN TIY D) DDIN #.NDXY PHRTN DANNWNAY XTIV DY DDIAD DN

12 DYIYIN DXMIPNNY DNN YARYN 12T DIDITIVH DONNWNIN DNV ,NDXY DININD
DIPNN DXINYN DMIPIN DY MY 12T9) MORY MOYNY NINTIND DXANNWNID NINM)
SNV DY DIV NYIIN 19993 2019 92HIN-T120VID DIVWTINA 45.0VN2

VNN MIWINA DANNYND MY PHINPYWI MNHN NN

DMIPNNN NPLINR NMININ DY ,INK INOVN YT DYDAPN DN DN DANNYNN 995D
D) NIrNNY EGF-2 w1912 yap) 75 .01y y1102 IN DIMNNTL VINOY DI
95191 DTN DYAPN DANNYNN DND DNMIIVNN OY ,NNT DY ¥7.11NO0NN ANd2
912191 ,01HY MOIVNNN NNDNI TIYIN MNIWN KD DYTTH DIVIN NPIPOY MINNIN

8 1PNIDT NPT 127N PRY DONNWNY

VIN HY VIDHT DN YN ,DXIONNVNN D) DPD INKD DNOY YIIND ,2014 Mva
100,000-1 M>T MIPPO I12T HY INDA NONY NIVNI DAINNYN DY MN>T MPrID
D»NRIPN DINRYNNI DIDVN 1272 PR NYIOND ONIN YITI 1T NNDNL .DANNYN
995 MWYNN NPYTAD MIMDIN IPNA TIVI TI DOV ,APNNN TONNI MDINND OMVUYY
49,112 2IWN HY NYIWNN DXNNN NPNY DINOYN DPRIPN DINNNDNI 1272 1WN NYAP
ND MP DN Y91 NI NPT TITN PRY 1N DANNWNY ¥ VOMN 72T YV I1IND2
DN ,NINY DY .INNX NNNIN IN NI YT DY INTY J9IND INMY XD 19971 ,N9NN JNIND 1TYN

ACCESS PROCEDURES: Application and review procedures for access to the UK Biobank Resource #

/https://www.ukbiobank.ac.uk *?

https://www.ukbiobank.ac.uk/newsletters/ **

https://www.ukbiobank.ac.uk/participant-events
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https://www.ukbiobank.ac.uk/wp-content/uploads/2012/09/Access-Procedures-2011.pdf
https://www.ukbiobank.ac.uk/
https://www.ukbiobank.ac.uk/newsletters/
https://www.ukbiobank.ac.uk/participant-events/
https://www.ukbiobank.ac.uk/media/0xsbmfmw/egf.pdf
https://www.ukbiobank.ac.uk/wp-content/uploads/2011/06/Consent_form.pdf?phpMyAdmin=trmKQlYdjjnQIgJ%2CfAzikMhEnx6
https://www.ukbiobank.ac.uk/wp-content/uploads/2011/06/Consent_form.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/2017/03/TNS-BMRB-qualitative-research-findings-1.pdf
https://www.ukbiobank.ac.uk/wp-content/uploads/2017/03/TNS-BMRB-qualitative-research-findings-1.pdf

NIN NN NPNY NDIVYN NPDNINAND NPIION IV PN NPIION NN YNIND INIDVN
P2 — NN NPNY NDIDY NPONINIANNIY TIVNY PINKRD ONXI,NDPTID MPII0N NN P
50.99¥ NNAWNN NI NN GRNYNN NN 1ITY ODNN — NPRY P2 21DV NN NONY
152 VNN NOVIND DIDPN P2 72VMNHN PHRD NN DRV NOIY INNRD 1IN N W)
MP>T22) NINPH DTIND DN PIIN YA P2 NN NPND N2DYN NPHNINIAN
51NN XD MNIINNND NPININIANX X2 MWUWIN NP1OP

,TPDINY NOWIN YD DNY 200 KD OVND MHIVXNN YD NNODNN AN 920N DONNYND
52 TN D190 HY INDN MNPAD X210 9NN 1AW MY NNTI MMIND)

VNN MUWINI N8N Y95 PMY

M0 MONN JIRY MIYIND I1PO¥2) MOWNIN NNOPY Xwd mon»nn EGF-n mx1n
92y DIYWNND DVND NDIDN DY NN TN ,DXNNT INNYY DMINN) DMINDN DXND 1AV
PN DAY 5995 PIN OVNN INND O YTNND YPYIN DM PRIPN IN PINRWND DY)
NN XNN W NPPTH TN, PINYNI NUYIN IPNNND NYANN NOIDNN PON HAPY NNd
53,0109 TINT NOYVIN KO DIDYTH DXNND DM12X) XOY MVIANY 1IN DY NN NPNIY

198 OIN SANYNA IPHNN

VNINY DN DN 542012 NIva .2010 NIYA DHYIN PIINNN DXANNYNN 190N D)

YT 36500 YOI D) WHINY DN 2015 NIV 35, 009NNWNNN GONIV YN0 I1PNN0 Y7180
YANNWN DY NONN DN NI DIDPNN 91N .2017 MW DOVIN D¥AYVA VINN 2DVN)
,DDNN NN 9 DY NPTYYA NOPN INNDY ,DVNN YANWNIA 97NN NYYNY DXV DN
PVARWND PYN NN OINID MITHID NN MININ , DOUTIN 9 HY DY NIPNI DTN

57, 0NN DMIPIN MVAD DY TIYN

vinmM ,Regeneron-y GSK mnann »1 Yy nwyy 0annwn 50,000 DY DIDPR NN e
58,2019 mwa DMPINd

UK Biobank imaging assessment visit: Incidental findings >

Information Leaflet: UK Biobank Imaging Assessment Visit; Consent Form for the imaging 3!
assessment: UK Biobank

Consent Form: UK Biobank

https://www.ukbiobank.ac.uk/all-fags/ 3

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

http://biobank.ndph.ox.ac.uk/showcase/cats.cgi W3 ¥y701 NPIMOPHS
http://www.ukbiobank.ac.uk/scientists-3/genetic-data/ >°
https://www.ukbiobank.ac.uk/2019/09/uk-biobank-leads-the-way-in-genetics-research-to-tackle- 57
chronic-diseases-2/
https://www.ukbiobank.ac.uk/2019/03/new-genetic-data-on-50000-uk-biobank-participants-made- 8
available-to-the-global-health-research-community/
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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
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https://www.ukbiobank.ac.uk/all-faqs/
https://www.ukbiobank.ac.uk/researchers/
http://biobank.ndph.ox.ac.uk/showcase/cats.cgi
http://www.ukbiobank.ac.uk/scientists-3/genetic-data/
https://www.ukbiobank.ac.uk/2019/09/uk-biobank-leads-the-way-in-genetics-research-to-tackle-chronic-diseases-2/
https://www.ukbiobank.ac.uk/2019/09/uk-biobank-leads-the-way-in-genetics-research-to-tackle-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/
https://www.ukbiobank.ac.uk/2019/03/new-genetic-data-on-50000-uk-biobank-participants-made-available-to-the-global-health-research-community/

N2 NN DPXNONP T HY NWY) DONNWNN 450,000 INY DY DIDPN MY ®
NIVN2 ,NNIN PONN NN NIRND NI DY 91T 1P 10 NNX D5 My pwnn ,Regeneron
59.(2020 MW DMIPIN MWD YTNIYNDY) 2019 NIV TY POWND

Medical Research Council-n »1 by y21010 D9Nnnwn 50,000 ¥ XONN DN NN e
60,2020 M1 DOVYM

,NOVNNN Y NAMWN NYPYNL NYYI DXONNWNN 450,000 IRY DY NOND DINN N @
OXNNI OYYY DXANNWN 125,000 HYW DINN 9IN L. 1ININID IPNN JIPY NOYYNN
.2021 MHva ©IPIN MWD THYM 2020

MYNNNI VYV DIPNNI DY DIODIANN DINNA 1,000 DDND 2019-2012 ONOWL @
62.DVNN YAINYN

All of US3 3.2

113511232 MHNI2N NN

NPT DNNNI NPT D NTPNAN NPNX NI PTIN MI2D NN MNIND NINIAN NOIWND
YY) YNINGIAN NDION ,NINT NNN OYDIDNN ONINII MDD NYTID NN D) NI .1PINID
2018 MV .M MXIN MDIIIND 91.5% NODINY ,NPNOVNNI NPVID ,NMIY MNDNI
W57 ,82%-5 1119 192 PONT, NN MNIN NMDITIIND 67.3% NPVIA NNDNN DD
MNIN NODIVIIND 34.4% DINVIAN 1Y PNTVNNT NINIIIN NV . DXPIOYN NMIYNNNI
,Medicaid-y Medicare — 115779 N0 YNV P2 NNV NNY VYN PN NN
Affordable -n ¢*.(Berchick et al. 2019) 03101 DN DY NNYN NMPDIVOIIN NINVIANN

8.5% ,1>TY TN 65,NNVY2N NON MODITIIND NYPWA NTPY N>aN 2010 Mwn Care Act
SNHYNN IN VI ,MNI MYXI2 DNV DPN NN MEIN DTN

http://www.ukbiobank.ac.uk/scientists-3/genetic-data/; 9

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- 60
landscape-for-a-wide-range-of-diseases/

Wellcome- >1> 9Y 079 119953 50 ; NYWNRNN YT SY V7YY 11990 50 : V7YY 1P 200 HY TO YPWY LPN1928!
;/Amgen NPYVANNIIN MI2N YT DY VYYD 13 100-) ; DN NHPN IR MNY DIINN TNR , Trust Charity
;deCODE genetics 1 Yy 5w9a nwy» 970 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/

https://www.ukbiobank.ac.uk/published-papers/ 6

https://allofus.nih.gov/ %3

NN NPINNM PNY .(100%-1 NI} D NYWN TO 1991) MW TAN SNV MDD NDN TNV W DWINNN PN &
(9 MO ROY) MMIDN NMDANN DY DOWIN ,NDYM 65 DN DOWIN NNPNTY ,NMDIVIINT MMIDN MNP
NDION NNYVYN DAPNN DIVINY NI NDIIN MY¥a MNavwm (Medicare) »90 25w N1YO NONN DY DOWINY
https://www.cms.gov/Medicare/Medicare-General- 37 nPOmn Y%y ov19Y  (Medicaid)
Information/MedicareGenlnfo/index; https://www.medicaid.gov/medicaid/eligibility/index.html
.(Cohen et al. 2019) 2010 Mwa DXNVAN-KON 190NN 11PN 18.2-2 TN 2018 MWV DNVIAN-NIT 190N
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http://www.ukbiobank.ac.uk/2018/01/regeneron-announces-major-collaboration-to-exome-sequence-uk-biobank-genetic-data-more-quickly/
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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/
http://www.ukbiobank.ac.uk/2018/04/whole-genome-sequencing-will-transform-the-research-landscape-for-a-wide-range-of-diseases/
https://www.ukbiobank.ac.uk/2019/09/uk-biobank-leads-the-way-in-genetics-research-to-tackle-chronic-diseases-2/
https://www.ukbiobank.ac.uk/2019/09/uk-biobank-leads-the-way-in-genetics-research-to-tackle-chronic-diseases-2/
https://www.ukbiobank.ac.uk/published-papers/
https://allofus.nih.gov/
https://www.cms.gov/Medicare/Medicare-General-Information/MedicareGenInfo/index
https://www.cms.gov/Medicare/Medicare-General-Information/MedicareGenInfo/index
https://www.medicaid.gov/medicaid/eligibility/index.html

VNN NIPNY YPI

NHPNOY ,NMIND DINIA,MIYNID NNIN P2 I2YWD NOWIN WTIN 2015 9N wTiNa
N25Y NN NIVN” 9PN P2 ,the Precision Medicine Initiative” 3N N5 , 000N
66,791 NMINIIPMNIWNI DY 1DY NNWY 1IN DY N WITTH DYIN OXMN YNID DY)
,MDIVIIND 1N NN DXAPWHN WIN 1PDID MINAD DY) NN DDNN DY NIIPOVN NI0NH
YN ,MINNY NPMNY MIPITAD MNAT OIND INININ OPIN NN GNYY 10D TUN
DXANNWN GIXD YiPan DDHNN . TID Y110 DYDY NPDIDI NPYTa MNaYD) DIPOD

995 777V DANNYNI ORI TPNN 90N NMNNPI JTIYY PN IYR NPT NPIMNLPA
-NNN MOON NPDIVIIN 2970 DXANNWN .MNIL XMPYD NN MYMNN D) DY
YTY 597 . NMINAT YPIDINDY DPNDPIY DITTN NODINI MDTY 1Y2P DVNY DINVNNN NY»
— 75%-) D»INNY DY) DVIVINN PP NIDNT DINDNNN DXAINNVNN TINN 45% ,010N

¢7 (All of Us Research Program Investigators 2019) 90n2 nns»nn nPovoING

DX9NNYN ©)
health care provider organizations — ©»NX)97 DXNYY NN MYNNNI IO DONNYNN

¥ MINIAN XMV NMIDINA DIINN DINNYNY 1PPYA ©ORNNN O 1PN ,(HPOs)
DYDY DXIIVNNT DXANNVYN $8.01NIY NIRNIY NIY? 7179 NMYINNI 197 19N D)
DMNP22 NNTN NXR DN NDX0IN NP>TAN NN NAYY 0515 HPOs mysnnNa
INSINY TD DY IDID DI INNNY 19N DVNID DINVNNN DXANNWN .NINIINI

DY IN NYNNA N2 DY DXNNTNH DX9IVXNN TYNDI NNNTY 1N ,D2DM0N DIPNI .NOMIN
PININ MIND DINMNND DXDIVNNN TYRD N, NN 281D DY THINND NMIVIN 10N
69,7089 122 NP2 TN PIOY 19N, NDMIN NIRSINN 2D XY PHIN

DD MIYRIN MV 70.07VW ¥NND TIIND 7NN 2018 YXN WTIN 5NN DXONNWNN DY)
NPYT272Y ,NVIITIOYIN YN ININ IWNR ,NYIRY YN 175,000-10 NOYNID DI 190NN
DXANNYN TIND .DNYY INRIDIN PPN NNOYWY 10N DINIPHH DIXTTN DIV MDD
95 PNIDTN IPNNA TDN MXPNN NMDIVIIND D¥IPNWN 80%-) DAY DIN 51% YN
,IUINY WOINR 270,000-1 NOYNY DINID 1970XN 2020 H208T WTIND TY .OVNN TN 3TNV
71NN IPNNA IDNA NMINPNT NMDIVIIND DIINNWNN MY DY

% «“So tonight, I’'m launching a new Precision Medicine Initiative to bring us closer to curing diseases
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 o3 wA ¢/

.ow %8

.ow ®

.ow 70

71 NIH’s All of Us Research Program returns first genetic results to participants
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https://obamawhitehouse.archives.gov/the-press-office/2015/01/20/remarks-president-state-union-address-January-20-2015
https://obamawhitehouse.archives.gov/the-press-office/2015/01/20/remarks-president-state-union-address-January-20-2015
https://allofus.nih.gov/sites/default/files/aou_operational_protocol_v1.7_mar_2018.pdf
https://allofus.nih.gov/news-events-and-media/announcements/nihs-all-us-research-program-returns-first-genetic-results-participants
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DYOY MYN NPVIODY YTINN NNVIANY : MYV YN PNVAX o

Ny ,Precision Medicine Initiative Cohort Program-n 7>n 000 5¥ »Npnn mv
POV ,DOONINIVIO DANNVN NYNND TYWNNA 2016 1IVPIN YTINA YNONN MWD 99NN
740N DYDY GPYY NVNI

NXIAP NPONY THDNI NMIN TYUN AN NPVID XYL DONID NINIPY D) WaP) DVNY
M2IYaAY DXNIN NINIPY DN ITN . NDNN P MY NDAP INXD 19TV 1adN 122 NNy
TI25 ,D9NNYN NNSYN ,MPY ,MVUNY DOYINND NPMTIN NRIDIN OINNA NP TNY
:DMIPIY TN 75 MPNINY YTRN MR ,IY) VDN NV, D9NNWN MITYND
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LDYINN 1Y Y0¥ TOITON NOWNNN ORI MY NN, 0PN
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AVNNND NI DXINNWNN DY NNYPNMN ,MANNYNN 220W DI 200 NININ Y110 DD NN

https://allofus.nih.gov/about/core-values 7>

https://allofus.nih.gov/about/diversity-and-inclusion 3
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- 7
principles
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https://allofus.nih.gov/about/diversity-and-inclusion
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://allofus.nih.gov/about/program-overview/precision-medicine-initiative-privacy-and-trust-principles
https://allofus.nih.gov/about/program-overview/precision-medicine-initiative-privacy-and-trust-principles

PN NN GPYNY NOYI YINOY MVYYD) DXANNYNIN DY DMNIATINN DPIMINNDA
NN DDY9D DPNN YANWN YINOYW DXIWNIYN DIDINN DN NOIND T DY G0N .1DIVIIND
TN VINYD ININD  MINXIND 19IND IWP XD ,0MPEPN NN IN DIPNN INNNDND

29Y0) ©Y)D 1NN 935 D990 NPNY PN DDNN .O9NNYNN MNDTY LY NN e
AW YN MOIND NNV MY NMY MATYN MOY2 MINPN DXV

YTMIY DY DXANNYNY TWORD DINN DY : $791Y NI MYNNNI DIaNNWN NASYN e
UNNWARY SNITTN NWTN 19N DVHY DHNININ DNV INIDIN

INNPM BN 15N NN NPMY

£1N2Y, NN PIOYY NIV NN WY DN DY INIWURIN NIONN ToNNI
MANYNI NPIVIVON DY DY MNP XYNA YN NOIAPY KNP NP DoNo .1
DNYIIY IPNN TIYY DNN NI PIVND D¥IITY,DVNN NAY MDLVPAIN PN
76: NOND DYWXYTN DY — 19091 69 —1VIAPNNY MIVNNN .DPNMINIL DIV

90N MNSPHT,NINIL SNPY NIND MDAPNN NPDIVIIND YOND TN DY : MUY e
,NYWY 1NN WD YTINN AN TIOND ¥, 1NN N1N2N MYOMN IN 7NV 191N
VO PMIAIN

NONIYI NNDYAN MYNNNA NDNN NANA MND NDONN NN IPNNN NAONP AN e
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Request for Information: NIH Precision Medicine Cohort — Strategies to Address Community
Engagement and Health Disparities

NIH Workshop on Building a Precision Medicine Research Cohort, February 11-12, 2015; Unique
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
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https://www.nih.gov/sites/default/files/research-training/initiatives/pmi/pmi-20150701-rfi-summary.pdf
https://www.nih.gov/sites/default/files/research-training/initiatives/pmi/pmi-20150701-rfi-summary.pdf
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
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"8Precision Medicine Initiative: Building a Large U.S. Research Cohort, NIH Workshop

Precision Medicine Initiative: Participant Engagement and Health Equity 7

Return of Genetic Results in the All of Us Research Program %

All of Us Research Priorities Workshop 8!
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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
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
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92, 972281

Researcher Workshops and W7 ,7©9mw 0900 1R HW NWNN NNN DPHN IR 8 MTon®
All of Us w1 ny1on mapya ooMovw M1 ; Summary of Plenary Sessions y83 m7on ©12°0Y ; Public Input
Research Priorities Workshop Report

86 All of Us Research Program Seeks Input on Research Priorities

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 8
National Institutes of Health Tribal Consultation and Listening Sessions on the All of Us Research %
Program
All of Us Research Program w1 700 ©12>05 ; All of Us Research Program to Host ELSI Workshop
Ethical, Legal, and Social Implications (ELSI) Research Priorities Workshop

NN YT HNVINI NPV ,DXONNYVNI NIPY ,APNNI NMDTY 2ITO NI DINYNI MPOIY NTIAYN ﬂ13121|791
.DANNVNY YN SV
NIH’s All of Us Research Program welcomes additional participant partners
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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
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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
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TNNY Y9I ,0TPIN PNAX IN YNNI NNNIN NMNNDN MINNY NIY0D DINVPI DN

2 mMPNI9 ¥y 3197, American College of Medical Genetics and Genomics-n »72

Y02 IV TV NHPN TIED MINOIT NMNDNOV NN DVNN WPYN 2019 M2 e
99 589N-5D5

100, 9YanNNWNY NPV NMINKIN NINN NDONN DY WTIN OVNN 2020 1INNTYTINT @

All of Us Research Program; Consent to Join the All of Us Research Program %3

All of Us Research Program %*

NIH funds genetic counseling resource ahead of million-person sequencing effort %
Genomics Working Group of the All of Us Research Program Advisory Panel %
Considerations Toward a Comprehensive Genomics Strategy 7

NIH-funded genome centers to accelerate precision medicine discoveries %

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

100 NIH’s All of Us Research Program returns first genetic results to participants
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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
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

Estonian Biobank!"!
19193 NINI2N NIIYN
21N MINI ML YT DY NMNIM NIPIYL TNV NN TPNVONRI NINIIIN NOIWN
95%=-2 NN MDIN NV .MINI2 OMPYH MIY YD DINDT DINVIANT DI 12 PIDIDNIN
World Health Organization ) ¥WX 1953 1.3-3 51970 792 NNNN N THN NOOIIIND

(2010

19511932 NN NPNYI OV NIPNY ¥pI

NVNTY YT NN NNPNHINT YR MNYNIN MPTHN NNX,TIVDIN T8, IN»N MNVON
NPYIN DVNN NNPN DN DIND NDIYW MYNNNI MNYOY MYNN NPNY NI0N2

-9 DVNN MY N7y 2007 Mway  Estonian Biobank Project-n nona 1999 nva

(Leitsalu et al. 2014) (EGCUT) Estonian Genome Center of the University of Tartu
-1 2000 NMVA PPN DNIN DV IMOIMNN INNPNY Y0IWNT ©IDIN NX NNIND 1IN DY

NN PTONY NIV PPN NN 102 (HGRA) Estonian Human Genes Research Act
DYV NN NPVIND ,YITIN PVNN IPNNN NN DN, MNNDTI VTN NNRND DY DPPM NNPIN
Y03) YN NYID YINOPY 291 PNDI DIINNN MINT NPTID NN NMINN DY O MATININ

NN PTHN PIND 102 DNA MnN3mn DXYANN 0MONN NIPON M7 DY NODIANN NIDIN M9N0)
TINNT MYV Y2IP ; VIRV NVIDIDNIN — MNOITN YN DN NN YW DINN
MOIN ,PONN IPNNRN MNNIND OITP NIPNN PIMIVNY YAIP 191 ; NPTHN IPNN 1IN
NMINYIN YIDY 191,12 YIND Y0 YN IR THINVONRN NPOIVIIRD NN DY yTI)

104 912381 NN NDYWH >N IPNN

NN IDTYN DN DY ANYPNN NMHVIVONI AN YNDXN )T NNND XD OVHN NP
92 NN XY NPNVONI NN NPT NPINN NPNDI NIND 11T 7 DY NPYTH MTIY

.(Godard et al. 2004) DN MNNAND P DY WAYND MIVIN IX DIPNNNTI T

DYNNYNN DI
25¥1),0°9NNWN 52,000-5 2010 NIV TY 1D NYNRIN 2DV : DXADY MY IDN) DXIATINNDND
220 29N ((Tamm and Ridim 2019) 02901 0>annwn 100,000 2018 NIVN 10N MWD
NN DOPYN NYNIN 2DV DMV DIANNWNAN NODITIIN DY TPOINININ NNDINNM 1IN
DV NXM-NNY THINVONN NINND NXIAPN DY 1N NN LYY [ TPIOIN NMDIVIIND DV YN

.(Leitsalu et al. 2014) 7>©1710 MINNN N¥IAPN

3.3

https://genomics.ut.ee/en/about-us/estonian-genome-centre '°!

https://www.riigiteataja.ee/en/eli/531102013003/consolide 102

.HGRA-Y 1 yp!®
.HGRA-Y 3 qoyp!®
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https://genomics.ut.ee/en/about-us/estonian-genome-centre
https://www.riigiteataja.ee/en/eli/531102013003/consolide

MINSHN NINN

YT VYN ,TNINNA NN OTMTIN DY Y100 NPY YN PIN 29 DY DINIT DNDNNN
DY 0N YTHN NN NYTY NOY D) DINDT DN NYA N2 .70 OWH S0 NIv»D 191 NN
105 9 MYITIN

DVNN MYMN DINNNN NY PIY
MINSINT YINIWN NAY IN YTINRM NNOXTN N/IN MN2Y DIYWN Wpas DINRIY DN DRNNN
106 PMINTIN NN GPWNHN NNIDNN AN PINT WNON 19N YAPIY 29 ,I1PNHN

09PNHN MINHN DIV
199V DMPNNAITAPNNY MINSIN OVND PAYND DMIPIN DY , 01NN NPITN 29 DY

(Leitsalu et al. 2014) y7101 NN 19D 1IN NINSIN ,PINWYNIL

NOYIN NNINMN NNIDT MYSNNI 0NN MIINA 912287 DINNNN PPV

NN ,NINIAN NOIYNI TPYIN NNNNIN NXIDT DY NYNLT DI NHND MNVON
NNIPY 2015 MV 1DIYIY NNIONONN MIPNNN THXI .NMNINND DNV DINNA MDY
NYINY OTPI NIMNXD VPN TIIWD YSIN L7IPYIR NHRMIN IRV TIDINN NPYN

SY 5 TN NINYSA YOY NIVN , DTN NNNIN DMP YN DY THNDNA TYN YOIV DY NN
DY DMLY ,NYSNN 29D 108 )TN MNOIIN NN HHDI DIVHY TPYWIN NNNNIN NNIDI
THIYDY Y02 NI HAPD NPT DMP OVI) NN DDA DY IMI TYN JOIDY M) NIXD

;AP0 NMDYH DY DIWM NN DIVON TWN ,)NDI0N NNNSNY TPYWIR NHNMIN NI0IN
D910 DMK YW ONNAWN 21I1PD D) WX NIYIN NNDNRMNN NIDNNM YONN IVON
MY MINID NDNN,0NIAN DIMPYD TIWNN DY 1D NPV Pen 2017 mva

LTPNVONI TPYOIN NNNNIND INIIIN NMINNINN NN VRN INVNY EGCUT-m mnoa
ORIOIN NPPVPION TIND A2 TUN WK 100,000 DV 01 Y110 QON VPN NNDNI
VPNMI9N .ONOY DMYIRN D1VNN DINIDN DY DIDNVNT VN NN MYSNHNI NPN-DPN

Estonian National ) 100IN51 YNXI9IN Y190 NIIVN NN Y0 Y0 NP IWARD Upan

YYON OV YN AWNNND DIRMIY IWARD T Dy 19 (Health Information System

110 591007 HW 112701 M) NOIYNA

11270 NIIYNY NN MYXNNA OINI MNNYN MNOTN INM VPN NNONI
TPIVAN N2NNDY NRIVNND 11270 3I9ND OXONMNNN OIININM,MOINN NYIP NN
-DYN NPYOVPIN YR YINY MWYYY NNIN DN .NINIAN NIIWYNA YTPY MNINY

HGRA-5 11 9yp'®

Gene Donor Consent Form ; HGRA-5 15 9oyp!%

Feasibility Study for Personalised Medicine in Estonia: Clinical Approach %7

Clinical flagships projects 1%

eHealth — Future Digital Health 17 ,mX>72 ¥71 YW 51127 NONNY 2008 MY NHPINY 1IND nown!®?
in the EU
https://www.sm.ee/en/news/100-000-estonians-will-be-offered-information-about-their-genetic-risks '°
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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
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

Milani et ) N2> 71H2 DXNAN DXAVIND Y30 NPYTAN YIN NYYN VIYHAN DN ,DNOY PN
Aal. 2015

CARTaGENE!!! 3.4
1394193 MIN92N NIIYN
NININI MK NPYDIDNINI PNV NN ,PMNPA NT YD) ,NTIPA MINIIN NOWN
DOV N1 19 DY NI TN 9 DY DNIN DPRIVIN DOXMPYN DM MYNNINI NIPIYI
112 59y2y

012N NIPNI NAISH PHY

:(Godard et al. 2007) 1228 NNOW 12701 NN 1DIY DININ MDY NONND TINDA

PNPA DMV DIMIND NNRD DANNWN 8—7 NN TIPXD NP 19-2 DNOPTIONY) e
-NN DNMYN DNV NPVIAND NN DY DPIMDN DMIMANN 29 DY MNP IPIIN DXANNYNN
SV D»NIANM DPNND MYYNN DR MMD NNMN ONPTN NIVN .NMDIVIINI MNP
qGPIN TN MNP GONIY YN 91T DT NIPA 0 YT NIND NP 29N NN
21IND 19IN 190 INND

DY) NYNN MY DOWTIN NIV DINN PN MANNVNL XN NININI MIVIN DY) e
VNI MYSN NNPYT,MYT IND5NY MIND 11T DTPY NIVN, NN INMNI DXANNYNN
.ovnY

MN DY DINLNN HY DMMIAIN-19 OXNINI OOPNINP DOPMN DY MV IDTY) e
MYYN1A N1 1YY 0»NIINY O1NX DXV NNAD ,LPMIAN DY TINDD NNNTIN DN PIOD
LDYSN DYNYNNN

DYONNYNN DI
,TPY951 NMOIVIINNN DANNYN 43,000-51 Y7111 93510 D1 2007 MV DIVAD HNN OVNN
0”1 23,000-2) 2010—2009 D%wAa 20,000-5 : DYDY »W1A DD INVNNVY,69 Ty 40 M2

MDD MLINN NDAPA TIINDI NVTNY IPNN NIRND NN DVHN NIV 112.2014-2013

112 392587 MIN22) POYYPN NPPVPI9 RPN

DMINNM P2 NNINRNN W HHID IR ,PINP MIVYN ITIIN NN P9 INMY TN DN
VYN ,PNPA THYIN NMDIVIIND DY NN PAD DN DANNWNN DY D1IIMNNT-PXION
DINN DYVIYIID) NMINND PPINNI (AN DIDIWN DIMII DXANNWNIN) NIIUNN PIONND

.(Awadalla et al. 2012) (5p 97 Nx»

111
112

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
https://cartagene.qc.ca/sites/default/files/documents/methodological/brochure CaG _anglais.pdf '3
https://www.cartagene.qc.ca/en/home '

52


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

oy TN ,Canadian Partnership for Tomorrow Project-nn pon X0 ovnn
D>aNNWN 300,000-5 5157 TOA 59121 NTIPA NIMT NPXIINN DOPIAVA HY DT
.(Dummer et al. 2018)

NN NINN

DM ,D1N2 DMNNN OPMTIN DY YT IN NMY MMITO DY) PR DN DXINNYND
LDMPIN YT DY IN DN DOVYIN NIDNTN IN YT TIDYN NPYINR NMIXNIN DDIAPN DN
DY YIWYNY DPNIPAN DITTHN DY D10 DXANNWNRN IDDP NYNRIN MTVXNN 1DVA
SV YYD NITN POIN JPNN OININNTI WY MP>T2 OR )0 10D .DVND MANONNN
N9 AN I DY NITY P DN ONMND MIYAR MDD DIRVANN DIPIN D¥IIY

ovNN MIWINI OMNNN NY )Y
DN D) )2 DMANNYNN NPY> NOYVIN DI PR DN DXANNWND 15 NNdDNN AN 29 LY
.D»INDN DIV X MYTN MP>T2 NNIY DMIPINT TWINI DN YARWNI IPNNIN

maspy

2Y YN NINN TITIIN ODHNN NN DDNON 116, 01NN YARWNID YN NN NYIP INND
SV NP NN DMIPINND MNVY ,IPNNN DY NI NOWA PIPN H910N ,IPNNHN VPN
NNOVN INNT ; DIDNNIN IO ININNN YTYNI IPNND NIXIN NPN PWISPNN DIND?)
MDIYIIND MWD NPIRIXIVIAN NMIRXIND PNINKIN DI 0) DU IPNNN
DOMD PNINND NOYM NIV NIY D) DONHN DIMIN INNI . NDINN MNIAD NOHYON
1172019 AN

1AM OVNN YANYNI IPNNN
18 01NN YARYNL WYV DMIPNN 12 DINRD 50- 1909 2019-2014 DMHwa

23andMe!'? — sanon ovn npo 4
YMPY NYNN TWRI 2007 NIV NPIAN NININD NNPIN IWN NPINDN 112N XN 23andMe
PRI MPON DY I9IND 1N MPYN .(direct-to-consumer) 1289 MPY> NPV MP>T2
N2IYY NIIYN DX INAD DAPN MPON ; NPN DV NNION IMN PIT NOIRD NI
oYM YTIIN DR NTAYN ,NP>T7201n DNA NXnn 120N ;N9aN2 %Y P17 T NMYNNINI
DNNIDN NN DM MMPIN ,)D DX .NINNRI MPHN DY OVIIN INIAVND NPYTIN NMIRNIN NN

Information Brochure for N7 ,799) NN2DN 2N22 WKW Ny DPRY MIONNN %wn TNN 9aalls
Consent Form Second Wave of Recruitment of CARTaGENE-) Participants
Sample and Data Access Committee-n1m N NP NN PANYNIY NY) NP 0NN NPPTN 29y 16
.CARTaGENE Access Policy 187Y,712°80 19 018 n9510 1R 1w Ty .("SDAC?)
https://www.cartagene.qc.ca/en/researchers/documents-and-newsletters 7
https://www.cartagene.qc.ca/en/researchers/projects-and-publications '8
https://www.23andme.com/ **°
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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
https://www.23andme.com/

Stoekl€ ) 203 YY1 IN KO DY SWIN INIFT NI TN NI ,AWNNND MYNNNI DN’ D7D

120 MMPS Y990 5-n AN NN (et al. 2016

YWTN IPNN — NYY NPIPNNN MDPYAL PON NNPY PNIMPOD WNND NIaNN NYNN 2009 Mva
MANNYNN .DXMNY NNPOA 1YY SYTH NY AN PRINDND DX DDA MINDA NYNIN NH1ANHY
IRB »1 5y qvIN AUN 121799) NNODN 2N MYNNNI PVYN MATINNA XN IPNHD MDYI2
YONN YTNRN : IPNND WNRYD DIDI1Y YT MID NWIA NPPINN NI2ND 22 (NN NITYY)
N72N2 NMNTH MPONIY G0N YT ,MPON NAY DIPYNI NOIY NIANNY MP 7NN DIAPNNY
YiPan 192NN DX .NYD NYN 12 DNITYNNN DMNORY MYNNINI 1NN P2 ,0IT0PNN 1NN
YPON NOYOIN ,MIPON DY ORI PPNNN NHRNTY 1D ,0INK MNPNN MINMIL YN HIPd
P70 NHNT NN NIANN DN PRYND DYI0N MPHN DX L) 19D .TI9) NIRYIN DNV DY NYPIA
124 9PN YIMND N2 D) WNRNYNDY MAD) MPIT2 NA TIYD MMIIYY 17NN 122 71OK NHWY
72N NN ININ OXPADN DI DNYY MTIN DY YN DIV NYYNY MNMPINIY IROND
.(Tutton and Prainsack 2011) 9pnn nyvnd

OPIND NN TIN NWYI IPNNNT,IPNNN MDA GNNYNY DD MPY BN 9955
Y09 IN VY WP YOI INWI KD TR ,MIPON DY Y10 YN NN YTRN DX DX TIYNN
MPON DY Y702 YINWN ,NIIND NINHD NYY) IPNNN TWUND ,0DIN) 12530 INIYUND DIV
NNY NION NN NN YT, MNIPY DY NDITI NXIAP DY YN VI WN PON P DY)
IWNNY> DMNNN DNV 126799) NNOHDN AN D¥IDNY 51D MPON ,NINT OY IV MPY
LDNMN YTRN TV DI PDONNMN YTNRN PON 1IN YTHIN IUNRD DI IPNN YINSD PHY ¥y NI
MIIM NNI NIVNI KOO NMITON ,OPNTPNR MTOID 1N DX WINIYW MVYD 195 N ¥y 71N2
TONN NOSID D MAMY HI) ,NI1INN DY NI NIV JND YOIV NPYVLDIMNYT IN NPIVIANNI

Genenteck ,919 N7 PO NHIND MI2N DY NP XNNPYW DI ¥ NN .PPN D

127 GSK-y (Mullard 2015)

DYININ IN IPNN DI P2 NN D HAP> XY MPON ¥ N2 NIINN OY MIVPNNN ONINI

12 7NN TNYA DY ,7192ND T0NY YTNRNIN IN DY OVNN YTHRNN IRIIN IV YN DOINDN
PN NN OY 128.7p9MY IX 172NN NIIYY IPNNNN NPIIN PH2 NPYS KD NOVIN INNIWNIY
MPYY NN — NNIONN AN NITIN KD IYN — IPNNI NMNMDN MONNWN NNID NNNNIY
SY Q0N YT, DXANNYNN INY MIWND SN NOXYD PIIVN DV INNYN YUPID NINTIN
PNN SY NPIYRT NINSIN IN NIIND 2IPNN DY IN OV IPNN DY , NPV

https://www.sec.gov/Archives/edgar/data/1131399/000165495418008018/a7182v.htm 20

TN NONY DXMPYN NNIDNI MPIN IMXT NPT YW MYYaN PaY 9pnnn MY Pa »mwn 9 Yy qayal?!
.(Howard et al. 2010) nn50n 2N 1NN YINW NNVY 11NN

122 Terms of service
Biobanking Consent Document 2
Research Consent Document !2*

N9ANM INN YN IN PV YPRY YNNI ,IUP P99 BYY 1Y) W MMPYY D9 WK DIPINY NNt oy'2
.Privacy Highlights "8 902
Individual Data Sharing Consent 2
https://www.sec.gov/Archives/edgar/data/1131399/000165495418008018/a7182v.htm '’
Terms of service 1?8
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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/
https://www.sec.gov/Archives/edgar/data/1131399/000165495418008018/a7182v.htm
https://www.23andme.com/about/tos/

PIPYN NN INORY Pr09N0 NN 27N WX FDA-D1 19NN anon nHann nbadp 2013 mva
Ty anY FDA-N yap anona 122,955 MUIN NYAP INKRY TY ¥NDI91 DINN MPY DY
NNNN JI9Y,NONN DY NYIN IR DIV M0 IN,DINN DXA¥D IN NINND PNIAND YYD
PNV PR FDA-SY 21512 yap) Ty . IWINRD N MW pin2 mynwnd (device) 1won
JPYOP N VDN NNIN DYTYPHN PYIDY NIY MPYN DX NOPOIN NIINNY T2
YMINIA IWPNA NPV MP>TAD NWIHN AR NP 9N ,FDA-N XN INK XD NH2NN
IPNNN MPYAL 191 11D RO 7292 7051 YN XXIND NYPN YN0 1NN P NOVHM

130 99911 AN592 HONAY MIANN 93 NONMNN NIaNN D FDA-D 9¢N 2014 mvwa .ndw
192> 172NN 3102 NI INANNN MPY PNYY 172NN NN 2015 MV T5 MAPYN
PROON NDIPID,INMNNIRD Y0I) NI ,0102 NYNN DY NIRYI DY TWPA 1M1 P2 DINUIN

132 BRCA-N 12 0)HNWN NN DY 19),MODN MZNN NN

NI OPNN YANYNII IPNHNIN
9-2 NONMIYI IN NINNNI NNPIYI NIANM 123 1715720 MNINI O1IHPN DMDNN DYIN X9 DY
(DNNWN D) M5V DIV DNN) DPMIAIYNN ONN 4 ,070D OMD)

1WANYN NN — YNYOINN OVNN .5

IMDVYN DY M TINDD NIVAND ,NDID HYI TWR PTIDDIRND OV DY NNPNN TONN NPN2
TN NN MOYN MIXXIND DY) 29D YN MININND NNPNL N8N PHN DY

YTOMNN TAN . THDINI DI NYY NN MNINA 1996 Mwa N DeCode Genetics Inc.
YT ONNRND IWIDY IPNN PINKD DXPNY TIVDDIX NOVNND WM ,TIVON PO ;NN

D99 MZHD 3T IMN P2 P02 YT NN ININD YT NN ORI YT DND : DNYP
TR DY OOTINDT PNININ DIN) TIN MINNY DMVI)

,N2¥9) 13¢ M)A NINDNN ,NPTIVDIND NINYIAN NIIWN NOYD NNNTIN TI2 NNNRI NPTHN
NVYLVN .(Merz et al. 2004) NP> N2 yxmn ovnn PPYY ,DeCode Genetics Y¥ nTy1ya

NNONY WL N — 1998 M VINYI9> NWIIN Health Sector Database Act-n Y NHWYNIN

129 https://wayback.archive-

it.org/7993/20170111084101/http://www.fda.2ov/ICECI/EnforcementActions/WarningLetters/2013/uc
m376296.htm
https://www.fda.gov/inspections-compliance-enforcement-and-criminal-investigations/warning- 130
letters/23andme-inc-close-out-letter-32514
https://www.fda.gov/medical-devices/vitro-diagnostics/direct- X3 172N PIMY D NWIRN LYPYY 13
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- 132
consumer-test-reports-three-mutations-brca-breast-cancer
https://clinicaltrials.gov/ct2/results?cond=&term=23andme&cntry=&state=&city=&dist= '3

N92PY MNIN DD MYSHNI NP MDNKI NMNNI HODIDNNY TPNDN NN THIIDNI NN Nown '
DAY OOWY N9IDON 9 DY NI TN IS DY DN DIMPYN MIAVIN DDA DY NN DONIDTY DIMPY

.(Sigurgeirsdéttir et al. 2014)
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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=

9901 MIAYI NYNN NMIPNA .NDIN NN NNPA DVWA NOWNI OIN — NIANN T DY
MITNONN T8N POV — MNDY NNPYA NN D) NI WX PINN DY NN DLV DWTIN
YNDNN TN DTN NPIDT DY DNYTH ,DINIIT NOYOY NXIAP TN 191 NI TN TN
Gulcher and ) ©»mPH DXWI9N NN 1) MVNDVI PTI NNIDINA TIVI PINN NYSNI

MYV PINA NOINN NIWNY XN Noys DeCode Genetics , 70 .(Stefansson 2000
NPT NDIVIINY NP, MONNY DMV DMNNI IPNY 27 TIY HY2 DIPN NN TIVDINY
MMV HY DNY 27 TN DMP NPTHIY N1 MNVDN TIT 5¥A NNMINNI NINDIN
DPNN NP PN NPTNID MPNR IOX DN 1Y NN 29D IOXIDT YT NPNITNI)
SV NPYNILIN . TD DYDY NNXIY 27 7TIN ANWNI 1IN YN ONRND NVIZY NYIPY IR
21-N NRNN NN NXDI55N NNPIIND NIMINNNYD TIZDIN 1Y MYWND D) NN NIAND
VNI PINA NANT NIIN DMV NIANN NNPDNN 72T DV 1M1 .(Winickoff 2006)
VINYI92 (NIH 2004, App. C) PIND 910D IWIN TPNDXN NNPIAN GN DY 135 1278

.(Winickoff 2006) 0>y 6 oy 20 91 37 H¥ 21172 M NYDINN

92 1R MINI2 YN DIV GUN OO YT NN DY NHNPM NN INMN,PIND NIVN
PINN ,NNT DY 137. 7NN YNPYI MINIIAN NV WND YN NN DTHND NIVNA 136 1y
Jarvenpaa and ) (1911 mwn YNN QONIY) NHTHN INIINR DY INIGT YN NI2YN 1NN NYYND

NOVNNN NTHY .TI0 DNNODN NYAP RIY MINDN WINY TNXY Y019 900 (Markus 2018
VIVYY NN, YTNIN GONI INNDNIAY ORI DIV NN NI NIV INRNDY NNMON
NPTHN NIV YIDY 12 MWYY INNXD 1Y NN MY HDD) ,Windw 12 MWYD) Nt y7Na
.(Winickoff 2006)

NI YT INIYNDY NN NNPND 1PWIIN DYAD PaYnd DXD1D MINIAMIMMNIN,PINN 9 HY
YT IR YTIN INVD NNIDN TI0 NWATI XDY 138 9dNND INDION TNXY DA NNNN
YR ONMNND NDID DNYPAY ,DNNY DIDY XD OIPMTIN DY YOV Upah DINYI DTSN
NNDY VNN YTIIN NXNY D) ONMNN PIND 132,079 DNDN YN INITNY YN ,0MP
NYVIANY NN DY DINPIVIID MVLIY NN N> 1PYIIN DY DYY 1WAPA O NININN VTN

DY NNNDN NWN YT DY IRIDIN NRNDNND YT DY NP NYA YTNRN NPTIO DY NPHY

140, 9™NNN

NN NNPNY YPWIN DX ODNND 19N DeCode Genetics NY2Yp 21NN NPYPN INND MIVO
Sy NPTYOAN NIOTN NN ,DNND NTYHAN NWHN NN NIAND PIYN )PWIIN INYYOMN

72NN NN 9D DYDY DITTND DIXNNNT NN 1IN0 NIDTN NN NN IYIAPY DINNNNN
.(Jarvenpaa and Markus 2018)

N9 DXTRND 25%-1 PINA NYSN DIIMN NDENN 75% >0 RN IYANNY PIND DROYN 29y Ty po's
.(Gulcher and Stefansson 2000)
.PNY 1 oy ; Non-personally identifiable health data '3

.PIN5 1 Pyl

PS5 7 Pyp!s

YR NIYNY 12PO [ NPDIVNNDN 7%-2 ONNNN ,ONNN 20,000-5 2001 »» wNHNY Ty .NY 8 gyp'?
.(Winickoff 2006) 70nn5 0> mTIN

.PIN5 10 yp!40
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NI NNODNA TNN XID MINDN NN TNXY INNY NI YN NN NN PINN )0 ON
MPYPN )N .(presumed consent) 759 D©2°501 DAY NNIN NTIPID NN TIN VNN
Greely 2000; Elger ) noxn nIpdyn NNIYLN 9N NI2PN PNIND NNPIA2 NYAPNN
:(2016

,DTNN NNODN DY NNYP NN DTN YINIWN DY 1NN NPTHN SNITN NPT o

Y DT . NNND DPRIDIN DPPINN YN NIAYN TNNY ,NNO0N NOAP DY TN 5>Tand
MIYANI NINTIN OND NN AN ,NYTN NVINN NDIAPO NPADN MNINVIN DXIAYIND 1NN N
M0 PONDNY IWAN-IN,07INDN DIOIVIN D) DX2AIYN MDNNIY INND .NMONY DINYD
.NIDN NNIN DY MINNDNA VN

;T RV NPIAPY PR PNINDN DAVIND DY NPTION NPVIIN DY PN IPX PIND o
non personally ) 2177 72 1KY XXI9T Y710 SV NDRND N INIVN 2D YIP PIND TAN TSN

PPN DRNNAY XY VN ; DNND YNNI NDIDN N0 TP NN PV Y (identifiable
LINX TSN NN TIT RIS IMON PINPI-TN IDINA NYY TITPN 290N INDNA PIND qONY
FINNDNIY YONN YTIN VNN YT OY N3 NVXNDND YT 12N DI PO DAY yp Pinn
ONX AN DD VI YTININ DX IYPS NDID NWITI T DU INDNRNN YTHN

YIIND P YTNRD YN MIND DIYTND — YN YN NPTYLIAD TPNN NPTNN PN °
NOVIN O2IYN 2N 952 DXINND) NI TIVDIRN NDPNPNN YIN 12T — DMINDN DINRY IPNHN
VTN NWYIN 0N IPNNN YINY NIIVAN

LNOYANDY YTIRN NNRND NNPND JPYIIN NN NYDPY INKD DNV VIDWI ;2003 Mva 91010
NI 2¥9N2 IN MRNDN NN OPNY NANND NN NNY MY pwnd DeCode Genetics Nny>1in

NN NN TPYWNNY NI2aNN 1IN NXRY NNN .(Winickoff 2006) »ypon nedw Sy 551510 Nnn
NVYPA NH2NN NWIN 2009 MIvA 141 (opt in MM XN PON MATOXNNY) YONN YTNIN DNRN

NN 192 792070 NN 9 DY .Amgen NPPVIANNIAN NN YT DY NWII 2012 NIV D) NVLIWAD
MDIVOIND NINNNN TN DIY ,D29NNWN 160,000-1 NOYNDH NI YDV YT NOION
STIDOINA NINAN

I8 NP PHX DN YT Y 92T DY IR0 1YY POINNN YTIDDINND DIMIN NNPN )0 DN
NN

NYNO MNOYN MINNINDY ONOP Y1) NN NNPNA NN PNOIN MDYND NION NPT

N YTINA MNYRID NNDNOY 17VII22 care.data-n NN DY NIPNN NN I TWND
143 2013

DPYALN NN INYAN 1IN) ,NIWY DXI7 DMIPNNI DMIPIND GNNWNY DPMPR DN Ndmin nann'!

mwa .(Jarvenpaa and Markus 2018) an 115010 2N Yy MNN YN ©MIPNNI DANNYNNIN 90% .0MPNNY
NPT NN DN TIVN NINND TN DITPN NN NINT RIY , D290 DXIONNWN DD YN NIINN NOIY 2014

.Arnason 2016 187 1% YXI0Y Y3131 NIV

https://www.decode.com/research/ 142

Taylor 2014; Carter et al. 2015; Presser et 17 101N T NYDINY DNPXAM DIMIYN MOYOnwn vypab!'4
.al. 2015
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National ) »2IN9N MIN>I2N NPYY YN ,NPYPN TIIW NPYY TUNNL ,NIPN ININA
Health and Social Care Information Centre-5 mno 9oy (Health Service, NHS
NHS-N >3 191900 219°0 D7) 990 NN ¥R NONY ,pnnn Sen 44 (HSCIC)

100N NIV .YNIN NPNRYYHORINK K> HSCIC-m 21999 mIND ¥ 90XN2 NONRDY
PNV IORY MDY GNNYND NNIDN NN TIT DY XNN YTNIN IRYI MTVNNY T NDPNNION
VITHY NINKIN N2I0IN DI NN NI, (Opt out) 1211 HY 1IONY DY 19N TI¥ MANNYNI
DIV WP Y MSNIPNY IN NN

25V QONONY TYY OYIN QONIY YN TUNR ,NNIVNIT IR T8I IRNND DINYNNIY INKD
2014 AN YTIN2 NOWY 1NNDNA 11200 1anpa NHS England nna ,nniy»n Sv puxan
90PN DONON 7o) — H#5DOYoWD NN NNMNY NDWS — NITHN PAVIN D35 DY

DYINLN HY MIN YNNI WINIWIL INSDIY DMPID) DM NNYPNL 1NDND Ny N2

TNNN PNIN IDIND ININ NIV MPYS DXNYP PN ROV OGN TUR ,DOYIOU DITTND INI1IYN
NP DIV NN

NOPM YTNN DY NPIDN NNVAN TTYNDI NPV DYDY YINI NNYPNA NYDINY NMYIND
MDNN T APY .NPODN XD NANN AN INNND NAYNNN TYN ,NOWNNN DY NI NPINYI
VTN NNLIANY NPV HY NPNDI MPODHN NINMVI Y NNV YWD KD

nosw NI (Carter et al. 2015) >N920 Y7 HW INYP NNVIANA NV NN D YOI
TPNONT MYOIT DY IPNT N1 120 NIND NMYY NNNDN MWD TUNI NN

SY 19102 NMIDN NDIY GNYD NN DY INNIDN IMNNY TI2 NIN XD INTPN .NPINND
,0212°0 91 MNMPN MNNL VY PNV TONNN DO S NPHIVIDI Y OHHOIN NINL T
PNIAN IXDOVND NP NIINA NN NPVIYI MONDY TO2 1)

19IN2 N2 WX, 2016 " wTiNa National Data Guardian-n S¥ mMT ©)D19 INKY TN
NN NP DY NYwNNN NVYONN ,NHS-1 »1 Sy 5nnnn y1nn nNVIAN 19IN DX DD

SMIRD NYTN MNONN DY TAR IPA WTINK MIND Opt out D71 MDNNIA ININ 2018 NN UTINI

YNV 0PN A8NN .6

MPADN OINN MNP ,NMNN NPYDININI NNV NN HRIY MINIAN NOIYN
MNI2N NN HINIHNN NINIT ML PINA FTNNN MINIAN MY DO NN ONVIAND
MANNVYM NYWNNN MONNYN ,NDIDNN NN DMIRMNT NN MV AT T DY NMIMNN
DY TPMINDN NIRXIND Y NDINN YNHN DY IPON 7PN 2018 NIV 146. 05910101 DY MINNY

147 6490-5 MINO2

NHS Digital-5 o»n»a nnw mw!4

,MINK NN MIT NNPTPA 9Y 27 Y110 12 PAD XY ; NIV 1Y 19IND HWA 792t INT7D PNoyY yon»nn 0174
;10N J9IND VININ DINDDN MTYIND ;12 I3 XY NNYI NNTPY NV MONMNN 12 DNON KD G NUYND
YTI0 NWNN RYNI MONYY MINT MIYN 12 P10 XY HHO5)

DM NP — 2N99010 MNIT NMY>A PIN IN DIIND MNP NPINKIY YOI MY HW NHRN MNpR v1Pab 146
.NINYIAN TIVN 95991 NVIVON YNON HNYN ,2018 D1VLDIVLD

(2019 >pOINMY'Y) 1995 NHIWA YNIONN NMINIID NV PIN NN NYA NYYNND 2N T N Nyl
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https://www.health.gov.il/PublicationsFiles/HealthInsuranceLaw_09122018.xlsx
https://www.health.gov.il/PublicationsFiles/HealthInsuranceLaw_09122018.xlsx

NV N3P 6.1

TN 1OP OV YT NN MDY NTNPH MONMNN MDD 1PN IRV DN NPPNN
327 DY DIPOY INN PPN NI YT NN MDY 0YINNDN DIINDN DOVINY MONMPNN
)Y DMVINDIN OXVNN NN IN VN NPIPN

YP2NN DTN NMIDT NN WNIAPY PIND NIVN 148,1996=y79WNN ,N9IND MM PN e
MAIVN 1Y NPV DY ITIAD DY PNDY ORI DIV HAPNN IN ORI NPV

SY .12 5N199 DIV 1IN TNKD QONIN VNN HY MNXIIN YNNI NYNA PN MINDN
12W NIPNI JD2,72H2 MNNIDN NMDXDIT NIMN INRD NI YN NPON ,PINN 2
D702 NON IUYN XY YNNI NN DY .9PNHD MIVHY DTV Y 1PHRN NPON
290NN DY INMNT NOYNND NN MYIDN TIM ,)PIVN TNND NWITIN

MO MIPH HVPVL NN NN MIYNY NINIIN TIVN DD 2019 1VPIN YTINI @
NN PO YTV NIPNN 149.2019-97YNN (NN Y1992 S9PNN VINIY) NHIND

P2 )IRD NIVN TINN NN, NN YN PN YINOY DY IDINY DOPIND DITONN
TNNN PAD MNIA YN IPNNT YAV NN INTPY NX DTPDY TTIYD )I¥IN
TYOINR PINN YIRD NN NNPNN DOV HIRIFTIN YTHN NPTIO) NPV DY PND
DTN 722 DYRIT DD NYIND DPPN PNNINY NNIT2 MINIL YN DMIPHN WINIAD
NN TIN,1980-X7NDWNN (DTN )22 DMNRIDT DMD) DYN NN NNIPN NMON
DOWNNNY DD DY NYNRVLM YTHIN NPVIN NPTIOD DY NPHYY DX PHNN DD
150 y 77021 O©IPNND DINRNIN DINNINY DNINOV

7992 0YN DIVINIY NWNA 172018 5779313 91N DDND 2018 INIW WTINT ©
D ,MINMIL YT DMIVN DIVINOWA DIDIDN DMV DXVINY DNYNNN 151 MIN9A
9N DD DYAPNA YN YWY DX9II) 1Y NWITIN NNODNN 1NN NNNTD
152 ;158992 ¥ DIVUN DIVINIY JY DIDDIANN NIV I9PY XYW 2/2018 Y7910
DIVN DWW DY DIDDINN DININ 12 NIV NV YNIY ¥ 12W 19IND DNY NN
TV ,0MPN PTY DRNN2 DYDY D2 NPNIN DXPTIN DN NIV .MINML YNNI
NYNN NITOR NNHWND
N NYMN XYW 8/2019 579310 1IN NN TN ¥ DIINVN DY OXIFTIN YPNY YN Y2
DV NINDNN YN TONNN PON INNNN 1537770 32 NINILY — HNVNY DMYIN NINA
MYNN NX RV INND .DNVN HID HNIWID NPNDINN MNOIAN NIIYN MNXIDIN YHN

.327 nrp!¥
.NPNY 92000 22T N

AN YTIND NN YTNI DMIWN DIWINIY RYNI MNDNNN DIVMS NTYNN MINDNM DY 100 NIPNN noypov!o
YN NHYN VINYY DXNINN DONIRD MNIPYN NITHIND INY 0N ,NTIAY XNINN NIYIIN PN NNIIONI 2018
YN ©MIVNN DIWVIDIVN MINDNT DIWNI DTN NNPDN INT NN PNNOY IIONN NITHIND INY MNAIA

.2018 ANy, miNd1a

DINOI2 YN DMV DIWINW XWNA 172018 9951 Ynann 1nnts!
INIA YN DIV DWW IY DIDDINND NIV XMW N1 2/2018 X99510 Ynann 1nn!S?
S0 992 NI — 99100Y DPWIN TN INN NWNN NN 8/2019 ¥99510 Ynann 1mn'>3
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https://www.tazkirim.gov.il/s/law-item/a093Y00001RFM7iQAH/%D7%98%D7%99%D7%95%D7%98%D7%AA-%D7%AA%D7%A7%D7%A0%D7%95%D7%AA-%D7%96%D7%9B%D7%95%D7%99%D7%95%D7%AA-%D7%94%D7%97%D7%95%D7%9C%D7%94-%D7%A9%D7%99%D7%9E%D7%95%D7%A9-%D7%9E%D7%97%D7%A7%D7%A8%D7%99-%D7%91%D7%9E%D7%99%D7%93%D7%A2-%D7%91%D7%A8%D7%99%D7%90%D7%95%D7%AA-%D7%94%D7%AA%D7%A9%D7%A3-2019?language=iw
https://www.health.gov.il/PublicationsFiles/health_info.pdf
https://www.health.gov.il/PublicationsFiles/health_info.pdf
https://www.health.gov.il/hozer/MK01_2018.pdf
https://www.health.gov.il/hozer/MK02_2018.pdf
https://www.health.gov.il/hozer/mk08_2019.pdf

9599 IMVYY 1NN DYY Y9N FXIDIN TOMIN P2 MBPYY NONMH MNIN NIIWNHY
PIYTIN Y Y00 9172 121 XMINIAN 138N 91103

NPV MP>TA NIIY PTOND NN PIND NIV 154.2000-X7OUYNN P00 YR N
52 , NN VNN YR 12D NPVIIY PTAN MIT DY PN OV NIV 1NN
DY NN NRIDIN DITPA V1N MXININ IPNNA PRIVIN DIV MK YN
YNNI XY NNODN NYAPA TNXN NORYD ONMNN PIND NIMIYD NN DIVY
IN TN PNO NMMNTI IPNND NNNTY) YTNIN DY NN NTIND DMV DONINI
TNYOP TIT D2 IWANND IPRY J9IN 1NN 1TINN DOXNINN DXVIDNY NINMP NINDNT
(o,
PINN NNRNNA TNY YOIV 172NN PMOIYM NPOONN XY TIDD NINDY Y930 )ioNa
LAPINY PINN NDD INRD NMYYD ,2011 MY .NPVAVNI NPNNX,NPNINIV MNMNNINNY
155.2011-R7YUNN ,(NPNDNIV MMNNINND NINRNN — NPIN) Y01 YN PIN NYSN NYNIN
DYV DONWY NVINY PN 2I7ND YT MMINT MNINNDY DTN MONMNN NI NYSNIN
9272 YT DIDDID YN DINWYI W) 19IND NDXD DDIAY NN YW NPINNDI DINID NN Hya
MMNPNY PIMINM MRN NVIOVYN YO¥a MNT ,IANPNN DY MNT,NDNNDN MIVN ,DNRNDD OV
MON JDIN VNN DY IMIOYY I9IN,NNRNDY NINT NOIND 11010 NINN ; NDNRNN OY NN
NMNTI NPV VIDOY JNPRY NNPM NDNY 1I9IN,0397NN 1DIDIND OINXIND ,MNTH
NMNXTO DMIPIN MYND DININD ; NXTN NDNN HY NPVIGN NPTIDN NNV YN
Sy WAWND NWYN NNNDN NOYIN DY INK Y19 DI 19); PNN MV YN IN NYNIDPIN
156 %N PIN YTI5 NN KD 1T NYNN .IIRND NIINT DIIND NN NNOON

NYVLIY LY NPNPYI THPPIN NN YIP PIND 17,1981 -R7NDUYN ,APVIDN NN PIN
PIMY DY NYTA WINIY DD, NPVIN NP ANNNT MNY MDA PTHI NORN
ANND YIND PNIY DY INIDIMN 15ENID0) NNPYOY NIVND ROV DTN DY DMVIN
YT NN MNNYN YT 12X0 D99 Y2IPY POIN PN B2.0TR HY IMNI2
VNN YT PIND 29 DY — DN INX ¥ YN DIDINN DMNNN T .D2AVNNNI
Y DNNDN DMNDI, DIV DN — YN YN AWNI DTN DY OININIAN 1ANND
DIVIN NN TADND .Y TN NNVIN NINNM NI 1D DXADN DIHHIY BN DININNI
MTNPHN MADN MINNN DD ON PIND ,NINMIL YT 591N YT NN HY
D MNNDY

.62 nrpt
http://fs.knesset.gov.il/18/law/18 1st%20%20 173030..doc N ,3485/18/9'5

NYSN NYNM 19-1 NI .ANRMIPY INONN IN INTI XY TN, DT W19 18-n NOIdN N9 9y nnnn nysnn '
YN MDD .PIN YTIT N99N RY TR ,1IWIOW) NIV NINMIPY NNOVIN G 71PN21IO0M YO NTYNI INTIYV Nt
INT DMWY NPIPNN MI2TY INRIPY NNIIN IN INTI XD 1T 0) BVIN,20-7 NDIDY NADN NYSN 2016 MV NYNN

https://main.knesset.gov.il/Activity/Legislation/Laws/Pages/LawSuggestionsSearch.aspx ?t=LawSugge
stionsSearch&st=AllSuggestions&wn=%d7 %9 %d7 %99 %d7 %93 %d7 % a2 %20%d7 %92 %d7 %a0%d7
.%98%d7 %99

128 nro Y7

PG (992 pyp!

.PINY (11)2 pyp'>?
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http://fs.knesset.gov.il/18/law/18_lst%20%20_173030..doc
https://main.knesset.gov.il/Activity/Legislation/Laws/Pages/LawSuggestionsSearch.aspx?t=LawSuggestionsSearch&st=AllSuggestions&wn=%d7%9e%d7%99%d7%93%d7%a2%20%d7%92%d7%a0%d7%98%d7%99
https://main.knesset.gov.il/Activity/Legislation/Laws/Pages/LawSuggestionsSearch.aspx?t=LawSuggestionsSearch&st=AllSuggestions&wn=%d7%9e%d7%99%d7%93%d7%a2%20%d7%92%d7%a0%d7%98%d7%99
https://main.knesset.gov.il/Activity/Legislation/Laws/Pages/LawSuggestionsSearch.aspx?t=LawSuggestionsSearch&st=AllSuggestions&wn=%d7%9e%d7%99%d7%93%d7%a2%20%d7%92%d7%a0%d7%98%d7%99

/(1351120 751259 NINNY Y191 29NN DN ¥ NI2YN) MOPVIDN NN PN
INYI YT NN DY DNAY DININD IR MV DN NNIPN 140,2001 -R7OWN
NINN DN INIWIAIDW YT NN YT DY NIV IWARD IR YT PavnD
MY

NN MV PR NIPN_L6L.2017 -7¥WNN (Y1999 HNVANR) NPVIDN NN MIPN

D D2 DY NPVIAN NNN PINA NYVINN YTHN NNVIX NN DV NPV 19N
MYNN MAINN NANNNY,YTNRN MNND NPITN TIN YN DY NINND Ty IN I7INN
VTN AN P2 DOON YN NNND DY, MIPNN 9 DY 162,000 NYAIND , 001117 DY
YN 100,000 Yy ¥ 12 ¥ OX), 11PN NNVIAND NBT DINT S0 YT IN INID
M2IN NNVIARN NN POY 5NN ,100 DY NIY 12 NRYIND YA DNV INX NIV

YN MPOI ION NIPN 162.1980-N71DYNN , DTN 323 DN DD NMIPN
AN MNNINND NIPNN .DNIIYY DIWITIN DININY DTN 722 DN DIMND)
DTN )22 OX197 IPNNY OPNNR NNIPY 1272 XPIOON NINKN NX INONI MO
25NN NN NYAP NIINN DTN 222 ORI MDA NI, NNPNN 9 DY
YPYOON NTY NYIN XIN OXINN N2 NN NYIRD ININM TV 12V 40NN
SV HOVNN TIVAD YINN MDD DN ,DMINDN DD DN NIIYD DIINN N2 HY
NTYNN .OTN 22 DMRIT OMDNY MPLYN NTYNNN NYT NNN D) OIINND ,0TN
N9 NAINY,MPOYN DTYNM YOIV IN NT YN RINY NN PN NOND N TOINN
NI NMTYNN ONWA TANR NT YWIRY TAN PT TNY — NDYOWVINR MDY NODD INY
DPIND PNININ PON NIN NDNN

DTN 2323 DNIDT DINDY NINPTYN NTINN NMPNIN XYW 1/05 57931 91N
DTYND NN NN VIV DT ININ 16579033 MNVNT S9INNI VINIYIY NNPNY
NV MNVONT YNND DY NNPNY TWNI DTN 22 DN DMDND NNOYN

PPN IN N9 MIVNS DNA mMn»)T N0 DNPN,INNN 9 YY .0Na vind wm
NMOON DTN )22 DML OMDMNY OPIOHN NTYND NV NYPL NVIN NI
,0N 951 NYTN NNOON NYIAP INNRD P NYY DRND MM DNA mnonT
DNDN IPNN NNONA NYPIANNI NNIDNN DX DNND NN ¥ NNIDNN TONN
.DNDN IPNNA NYP IORY NNRND NNPN TIND IN I NNYP DRDD NHDPHY

9323 NI 2103 1IRY IPNN NYINY 739000 NI -NN NWNA 15/06 Y7793 91N
320 YN GONI 12V IPNHN NDMYY DIWATIN DININD NN PTON N3 1IN 166.04N
DINNIN NPXIDT MNMIYIA YT GONI 12W IPNN IN DD MEPRIVIN TIN DTN

.1022 nrp 161
MM IN 122N, FPDX0IN INVIRND NNT DYDY NINY DY NN, TN YT Y 5N Y1 xn!6?

NN TIVN HY 5997 SN NNIDNA TNN ¥ DINNDN OMD 15164
YNNI YINOWY NNPNY DTN 212 DONIDT DMMD1)Y MIPYYD DTN NPNIN NWIA 01/05 %9950 Ynann N 169

DYV MNNT
DTN 322 INIDY NDNIPNRY IPNN NYWNRY IP1OYN DTV NN XYW 15706 X9990 Ymnn 91n'o
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https://www.nevo.co.il/law_html/law01/501_600.htm
https://www.health.gov.il/hozer/mk01_2005.pdf
https://www.health.gov.il/hozer/mk01_2005.pdf
https://www.health.gov.il/hozer/mk15_2006.pdf

,D91) NPYTAIN NYIVY ,TPON MIXID TN IIN YN, D PY KDY DINVN HY
NN IVND DMIPNN .GNAWNN DY INYII NN 9DINT YINOWA IN NN 1NN
NN .OTN 722 NI MO DINRY GN SP1OON NTYY DY THIANY TOVNPN NP> TaD
YPPOON NTVI-NN DY 1PN 510N VNI DMIPNN NYIRD YITIN TONN DX YD
PoN D) NINY ,(MNSY B3N 3 NNNN) NTYNN-NN DY 1PI2NND TN .7TOINN
SN PN NN OPIND NIININ

DOYTNY TIURIWIT TININDT MNTPNRN DY NPONN-1 OV NSYIHIN DTYNN @
Y 09N YNNI N”3T MINNT YV DINTY DI9DIN XYW MT 2002 NIV NNDID
D»INDN DADIND 1) OPNDN DXADIND 1 POIWN 167 77990199INNND S0 Y1513
DTN ORI DXADIND )TN MDYN NN DTYNN NN MTL IR YN HY
NP KYN DXONNN DN DNP NYIAP DYDY THNDN TID> NMININT MNIPY
.D?MNY DIDIVPKN DY VLI NMPIDT DY NNN NWYN 1271, 07INDND) DN, D90
L MNDNN OXNNID DI NONMNN NTYNN
Y OINDN DIVIN NOYIIN NPYW NVIOY MDY NN NN NPR NP THNY NI20 NTYNN
QNIND ANWNI 1NN DXINN OINMN IININRN 21122 IN NNYDIDNIN HW DNA-N 90N )2
v DTYND NTIY 29D 109 10010 NOVIN P3N0 IVY NMDITOINNY DI) DN NINID IWON TN
NN XD NDIXN MYIAY IRIDTIN YN NN DWW 132INNT Y0NN IPNNRNIY NOPVINY TNN
LDTRD NPT NPINND TIAD TINND YNIN DNV MINIAN XMWY
NPOIIVIIN DY 02) YT NIOXT DY DXADIND MYIN NNPN DY NTYNN NXONN T30 Twnna
5NN MIND RN MWD .0¥IT) DN MNND) D1V DXIDIX DY NPAN TYN ,/INIVI
SV DINIM NNPNN DY MPYAY YN NP THN DRI OPNIRD DXNINN OINPN DIV NN TIOND
Sy 191,013 DTN VORI YT DY DINTN YNNI NHDIVIINNN DIIIT) DOV DIADIN
.0N2 DMV DIV
D»INDN NNPYIM NPIVN I IDAPTOY DADIY NTYNN NYIDNN DMNDIN DXADIN Y10
DMNNN N DINVNT NNNID VTP PN NINKINA IN YV DINMN NNN VINOIYH
MNIN NPADN) NPV MPYTA NIMY ,OTRN MONN DY OV IPNNY IININD 1IP MYNNNI
1291 N ,)N2 MPYY NN N0 NNI OMINN IN NPV MINNH DIDNDN DTNV
DPYNIN MZNNY RO NXINAY INIVNOY NYP IPNNI
NPNNIOV-PI NPYYN DY JINMDVAY T2 NN WY NTYNN NN DOINDN DXADIN Y1)D
,INT DY .NINTN NDIN YN NYPYNA NI 0N PPY 19INT NOTHD MDY NPRII-1I)
MYNNYN NNNIDN NN TIY NNV NMOIVININND MNPIIY NPVIN MNTN DY THPNIN YIVN
TNV NIID YN, NMDIVIIND DY NIRIDIN NNNNID NPINDNT MY DY MADN NIMNINNN
VYN XINY YT, PIN NYPN INITTN YT NIN XTI IPNNN NIY SONN YTININ DY
DN NN NINIINN NMINIAN NIIWN DY NN NN
1PN DY P20 29D IINN PADY IWPIAN NPINDHD MNAN \MNRY NTYNN NNIDNN NNY NIND
IN DIMVNT NNNID DINND MIN JNIVAY IPNN MTIAYD DIPIVA MYXNIND YVINN GOININ
NPYANY NI2N,32 105 ; NIXTN NODIRA DXANNWNN DMNXIFTIN D192 1DIW1OY) ,DXNNNN

PDIZIINDN YD) VTN HY DINNI YNINND KVIT MINNT Y DINT) 090N 167
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https://academy.ac.il/SystemFiles/24h.pdf

DTN DININ PADY YPINN DRIV NTH NMODIVIIND 1T PINN NPYIY DI GOIND NN
INMAY NPIOPN PNHAND MPITIN IN MNINNNI MINY DIINRIVIN DIVNVNY 1IWINOIY
%955 D»PYP OMD MYXINN NMIIN NNV 9D DNV NPVLIN NN TN YY DLINNI
DD DXANNYNN DIDNVNIN

1129 TOPVYN NYAVN 1D NNMN KD TR NPYYNI MOV NITN MNONN 0100

0P 0N 6.2

DN NNTPA OPIN DI 168.(707379197) IPNNY NPNTD TMNINTY YINIYS NN e
TND NNPNY XNP DIPD TYNN (75N DINY) MNP IPNNY NPVIND NPNVYN
NI, J9IND DD D7) T 170.2012 NIV MINIIAN TIVN DDIIY ININD MNPI
199910 DINN XN PNOOR ITPIN NYIINI MADNI MNNTN NON MNY NNID
TPRIDIN MIPN — 072N ,NDTN DXDIN 122X 1971 ,(21D7IN) NN ONIDIN
NPINY )1 MOONIN MNXNTN 7LIRVIDIDININ NI 1970 — NPINDY DTND MINI2D
19),72Y0 XOMIN TR GNNYNRNY NN IN INRIT DIV TONN MNPIIN MNP SV
9T NNODNN AN 29 DY .51V IN APYN NNDNA RN 1 D) MNPOIN OT MDNT
PIN5 M2 ,07TNY DAIPNN N2Y MIATINN MVYI VRN MANNYNN 1729130100
V123D MIVYVY 1M MIDT IN 9D NINN D3 2P GNNUNNY Y511 >INDN MNN
NNINN NINK TPYIR NOYIN 512 XNNY 152101 DNYID DO TNY DIPNN MIXNINND
VTN 52> ROW 7O NNIDNN AN INNIDN YIAN GRNUNN,TI DY GO .DNDNTH
2¥2 YN IMN ON D) INNIND YINOYW NYY) DNIAY DIPNNI R¥ND1WINWID ONID
N7 150,000-1 TN MNNY D73 TN INNIWNI 712Y IN 17I2Y THIXIDT MIYHIYN
DY92101 DYNNPIN DVN DNXAIN ,0M7N 13,000-210 1IDONIV DT YININ NP
173 9V D25V NPT MONHN

DN JIXN 19N OPIN 2013 NIV 174 59WIN NNNRMN INIDIYD ININDN 199N @
PNNNY 176 THPYINR NNPNNIN NRIDID MINDN 39791 NNONA DWN9N 1750000
NN MANIN NN NN ,NPPVNNANANIIAY 1919 ,D129N NI NON D) DI
,NTPRN DY N2V XNTY NNDN DOMPY PIDN 199N .DNIOP-DIIV DIPNNY
DNANY NIDNT NI 1IN DONPY POD XN N 190 . 7NN NYINPM NIOVYNN

https://www.midgam.org.il/ 168

NPINN OYPPY 591 ,1997 MV DOYTNY TPINIWIN TPLINON MRTPRD NN OPINY M0N9N 1IN 16
MY IPNNY NPOING NPAYN 11D MPYNANI D1PNTNIV N D1YTN DIMNNDY DXOPANI9Y MM 1PN
LD»NMINDIA DNOTIVN-PI,DINIIN-)2 DD YNV
https://www.academy.ac.il/RichText/GeneralPage.aspx?nodeld=784

.71 mya 81 L http://knesset.gov.il/committees/heb/material/data/mada2013-11-04.pdf 17

NIV YN KDY ONIIDIN 190N DTHN WIS DI N MV, 2018 MW 07 Trd 97080 npyno 7!
PO DAY, TPYNN,NPIAY MAWA N)nO0N Yand ovnn Inxal’?

DPINT M9 MINY? TP #MIDNTN MPHT SN INT .2018 PPY N MnTH 19on' 73
https://g-incpm.weizmann.ac.il/about/overview "*
https://g-incpm.weizmann.ac.il/units/CrownGenomics/about '3

https://g-incpm.weizmann.ac.il/ 17
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https://www.midgam.org.il/
https://www.academy.ac.il/RichText/GeneralPage.aspx?nodeId=784
http://knesset.gov.il/committees/heb/material/data/mada2013-11-04.pdf
https://www.midgam.org.il/%d7%9e%d7%99%d7%93%d7%a2-%d7%9c%d7%a6%d7%99%d7%91%d7%95%d7%a8/%d7%98%d7%a4%d7%a1%d7%99%d7%9d/
https://www.midgam.org.il/%d7%a9%d7%90%d7%9c%d7%95%d7%aa-%d7%a0%d7%a4%d7%95%d7%a6%d7%95%d7%aa-%d7%9c%d7%97%d7%95%d7%a7%d7%a8%d7%99%d7%9d/
https://g-incpm.weizmann.ac.il/about/overview
https://g-incpm.weizmann.ac.il/units/CrownGenomics/about
https://g-incpm.weizmann.ac.il/

NN MNOT VNI NI 7IPNND NV NN IMIIY 2291 ,79pHnd Nosv” e

MADRI NIXTN .(729197) NMINYIL YMPY 2251 DY IPNNN NIN YT DY OPIN TWUN

NINNTN .20 39D DYDY DMIPA NNDNA ,DONI) DYDIN 2010 MANND

NIT IPNNY WNY DINNN DY DRIV DIPINA ININTIN YN TID IOONMY

DN DPNTPR NITOI DY 1NN P2 ,07PNN NI INIMY NMIYNINI VI

25 OMANNYN N2V 1YIAP> XD ONNNN 177,920NN 29T NNIDNN AN 29 DY .O0MINDN

DNV OO TNY DIPNN NMINIIND 1D NMIYYY NIIMIP MDY IX MO0 NN

DM
DPIN MRNDN NNDNA : NMNDN NPV MPITA DY MINRXIN HAPD OMVY DNNINN ,NNT DY
VP MDY NPVI) NPINYI TV NNDIWI IINY (77033 YT DTYND) NTRVD THINSPN NI
SY NNTPII NYT> MIDTA YN TWARY TPNYNIN NI NNMOP MDY ,NONND NYNND PN
TAN DX NPNY TYUN NN NN IPNN YSIN ON .NDNKDND NYDIN DIV NPV NMINWIN
VPN OMIPIND VN YR NTYNN NIINY NNIYIL NYN NNIN DMINNN D) DNIND
9272 2NN OXY,NPINYI JMNND NYNNA MOND NMVIN NAY D) MVOXNTH NN P17
PRI POV NNNII RINY VRN X YT HY ONNY 101D N YT ,NDIVUINND NINOVIN
P19 DI NOINOYW YNNIV ODIN 25N DYV V) \IY» NYAPY ONNN NI 1IN INRD
2512 NN DN NYTY NIV IN DY INIDIN
02197, MY 12TYNNDI VPAI9A DX27YN NPNY ONINHN DMINNN ,ODNMIN INKD
DN DMANNYND NVUPN YYINR YT MAND
DYONINIVIY DNNN DY MITHYN NN 21T 220N NYPO2 DN MDOYAD NMIDIYNN NINDNIA
191,015 0NN NYIN DY YAWUND DMIWYN NN DTN NN NVNTI YT YNNN 2955
60) TI{P20 MNP XYM POT TV NYNIN 2OV .DNDNN D)X DNDNNN NYOY NN D110
PN DDA, ONMPR-IIID THYNI D) 3IMIND Y9 DY MNP 6-2 IPDIN IWN DINNVN
TIPMIN MXAPA PTN .NNIDN AN DY DINND DIDPIDN PN OR PIND 11PN P2 DONNYNN
PTIV INDIAY, 1YY THOIN DXANNWNN DY) TPONN NN NNIONN AN NN 1YWY NIVNI TV
PR, THPNNY OT NPYTA N ¥THYY 2151 13N 10,262-5 19 MNWN A5V .NNIDNN ANd
TOWMNIN P TIPXNN MXIAPIY DYV JOTIVNN NNODNN AN DY DINND 173D DN IINY)
15 572NN 53%- XY DN TONN,NNIDNN AN DY DINND 1PIDN DIANNYNNIN
7DODNN AN WYY DXNDYA NPNI NNIDNN NYWI NMOYN .TIY 197901 1N DIMIONY
DYANNVYNN MYWYND DYND DN TWIN TYUNX DINNNMN 201N DY YT22) TIiPNHN MNP INND

.(Koren et al. 2017)
178 5351 592N 9ON 150 VYN OTNY IFIVNN 2020 NOO-D N

https://www.maccabi4u.co.il/31725-he/Maccabi.aspx?Tabld=31728 38307 "7
https://www.maccabi4u.co.il/31725- 178
he/Maccabi.aspx#showData 103509:103504:103505:103506:103507:103508
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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

VY09 NP PYNN 6.3

YINIY YD) NNRND NNPNA TINN NPNIAD TPMNPN NPT NTY H7ON DIND NN 2015 Mva
1P 2016 MWN PMINDNNA INNPN MIVON Y2)D HNIYA NNMPN T1PEDNIN NN
POP-MNNI MND PRY NIRNNDY DN IPNNT DINN NYN NNIND DRIV 289N DX DTYNN
19INDY DM YT D991 DX DIDIND MNP DMIIPN YT YNINNY ; IPNN 27N LN
D1992 X DXTTIA DMIPIN DXN DMNN) YT MNNRND DINOPYT ; VYN DI DN YD
D TOYTRN NDNPY DXV DN DN D) DOIN,DXDINN YN DMVI)

NNPNY YINA NPAWN MINTN N9 DY IRIWD YOY OOMYNYN MNIN NV NN NTYIN
PYN2 NN ONINN MNP DY AWNINN SPOP Y110 DV PP N3 D521 20D 201X NN
MI7 NPOVIIN-NN NONDN NN NMDIVIIN NIV DIVYN NOYNID DY NOPN DIPNIN
NTRNN VNN NN NPAYN NP0 POON NOYYN NNV NN NN

M2AIN MOINN DY HRIWI MDD M9 NN DV INDNRD NNPNY 127 MDWN NON NTYNIN
PNIAND 197,112 D19V MZNN PNANA NDOYW — PRI NOVIN : 113D INNND PPN TWINRY

— TPNIND NOVIN 1) ; MOVYYND NOWIN ; NIPNN NOVIN ; DY NIXIDI MPNND NP0 M)
N2YWNN NTYND .TPIITIND INIDIN YTIN NPTNA INYIND INIWID TWAND DNNDN NP

NN AVOND TN IPNN YNED NMINNT YNNG DY DMPIYH YNNI PO DN PINNY NMINX)
.DYNMPN NMIPNM OXPIND 99 DY SV NPND TINX PV DI DY NIV NN 1Y ,00PP
NV NPINNR INY WY HNN PHINT 7DD HW NNPNN NN DIvad HNn 2017 mva
MNIN NN 19Y TPRTPR OVIN , NINID MDNIN KW MINIAN TIVN DY DONI HID TUN NN
SV INYYINY MIPPI DINYPN DINRWN KV NN NN IDPN MNNN MINT NN NN O9IN
NI NN TNNN INOIMIATIND NV IND 0NN HY TID? MMINNN TN ;2397 M) 1IN
NN XON MITHIN NN N3 52 ,0°2TINNN 292 MDY NMDIVIIND DY IWIND DD

DY VIONT MTIPI NIY ; DPRIDT DIPNNI TN NNXPI TN MYIMN NPDIDON

NN ON NIRYN TIN) ,DNNODN NYAPY DXATINHDD D) 1PN N YYD, 002 THNNN

DY WP N9 ; DPMINTI YINOYW WYY DMIPNND MIXXIN MPITI NINSIN DY DX2ATHINNY
SV XY NITNND DITDIY DN 21N INMYI NN D1 MDPY N DI ;NN
.DVNN MIANWYNII VIV MOYIN

MY NIVIRY ,NNMNDN VNI NPOVMNT NINIILD NPNINDT NN D) NDDII 7OV NP
D»OMT MNP NN DXID 1IN DY NINN IMINDN MIDNNN 179.3709 NdwNn nusNNa 2018
1N TIDND NMITVN . TPNY NIYTN NPT NIANNDY THHVIPTN NMINIAN DINN DRI HY
MNI2 NININD DY DOINNA DY MSPNN NNND DRIV NINIAN NIIWN NN TIOND
PN DR OTPOY ;M0 NIYTN TP MIIND NNMIN YN NIYYNN NN TIOND ; D1OVINT
NNRPN PN OIMDN YT MY NN WHNY MNINN THN INIWIIINTPRM IOPN
IRIDN YR NPIVNN DINNA MNIIL MIPNNY THINVIND YN THPNYN MNPV DD

DA PN MINIAN NDWY IYSNND NPIVINTH NINIAN DINN DITPY MINY o 70
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https://www.gov.il/he/Departments/policies/des3709_2018

0923 DN 29 DY DINVNN P2 NNV .7

DI OMINDN DMV ,D0MNDN DINN NYAIN — 2PYD 1IPOIV DINDNN DI P2 NI OO
MNIAN NN NN DIDON , 0NV DIMANN : DN DIMANND 110D 29 HY — DD

; DINN NDIIOINN NN, DXANNWNT DY INIFIN YNN DY NPNRN NONY , 01NN HN9 NaY
MDIVIIN IPIN PIINNN DXONNWNN 190N — DN DIINNYNI DINYPN DIININND
NMDIYIIN HY DMMINND ,D¥INNWNIN D) NDNN TN ,ONONN DXONNWNN 1901 , 19950
D2 DTPAN DY DIPYNN DINMIND ; DINY MHIVXNA NINN NNIDNN NV DONNYNN
NPV NMIRKIN NINN,IMOTINNAY DVNN NNPN NDNN NNV — NDNM DXINNVNN HY
7002 ,980) OPHNN YANYNI IPNNY 19T ; DN MDVINT NDNN DD NIV DONNVND
VY21 NN NINPA INN INNYNN DIV .IPNNN ININ DY HOPOP DIY» 920 YY) DN PanY
MY S 55151 NNONN NNN WA KINN NNONM) DINIVNNN TNNR D32 NON DIMINND HY
MNNRD INXNYNN MINND 1YV NN B NPPO DINI .(DNTIPN DXPI192 OVNN

191932 NN NIIYN 7.1

NPYDIDNINI NPNDN I HRIYN TIDOINR ,NIVON ,ATIP ,N21V932 NINIAN MOIYN
NDIMPYDIIIN ININII MDD NOSID NPN 92N MEINI NINIIN NIV YNNI
8.5%-5 .N1NYWNNI (MPDIYIINNN 67%-D NIDINN) NPVID ,MNY NINDNA NYY) YNINIAN
SNYWNN IN VI ,NINIT MV DINVIAN DN NN MSIN NODIVIIND

N INNDNA TIIN IPNNHM 180,099 MITN 53-1 MDY NX Ny 8n 23andMe nHan
P91 Y001 YN DY IPOY2 NON ,NINN IN 1D NINYIL NOIYNI PN YN DY THO)
JO)IVIRM NN NMNTH NMPONY G0N YT DY) MPON N2Y DIVWNI MOIWIN MP>T2a

ORN NN PPNN 0NN 7.2

189CARTaGENE !¢ Estonian Biobank 52 All of US '8! UK Biobank-n »nvn

19IND 121NN NPNY NN 7PN $1ITOIND DINN .OONDY NN MNPH YY DIIND) 18509509
NOIYNI ORI YT NDND NP T PNV 98, DeCode Genetics n72n >7> Yy »019

P20 MNIN,MINDHPN NOVdN 7PV NN XN 23andME n1an 186, 17>7)208 MNI2

https://int.customercare.23andme.com/hc/en-us/articles/214806628-What-countries-do-you-ship-to- 189
https://www.ukbiobank.ac.uk/all-fags/ '8!
https://www.nih.gov/news-events/news-releases/nih-awards-55-million-build-million-person- 182
precision-medicine-study

INNY ,0VNRN YW DNWNIN D2159WA https:/www.riigiteataja.ee/en/eli/531102013003/consolide N~ 183
S NINDNY NPTYO NPIDT NN PN IMDOYI DINN NHPN NN NI TWNX NIINDI 12172 Y099 NN 71PN, INHPN
AN AN IV TO DN TIPH DX YT NN NNWY NIN DY SNOWUNNT PN TN IR D¥ID 1Y a nHann
Y85 DV TP NN I2T YYD SNOWNN 117D NYPNI OOIN (AN OTPII 21DWI MNNIN NYIAP IWIN)
Kattel w7 ©»3y0 MSWoNwno INIZN NYWNN NXIN 1102010 2007 IRNDY,(TIIND NIV MXNIN NYAP DY) HPNY
.and Suurna 2008

Information Brochure for Participants; Consent Form Second Wave of Recruitment of CARTaGENE 84
DAY 113091 MNIIN NDOWY OYNNND NYVLIPTN MINYIAN DIND DI WMING 10I0n 18

DYNIDT DPPNY NAYMNNN NIIYNN YW DIWH MMSN NN ONIYN YINN NIIND PN NN %9 Dy 186
5y 75 N2 .(HSD) »®x990 y11010 R\ NOYOM ¥11R DY 19191100 9IDNRD NXY 1 TH D¥9IN SN2 MNSINA
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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

019 NYINN MY 187,735190 NMDITIIND 1PINY XN 139NN DIANNWYN 990N 7.3
9NNYNN
1%-1 1IN 188 DXannwN 9o 500 51955 X 0N : UK Biobank e
.2010—2006 DY 19TV YN ,NIDIDIININ

DINN SN NIND ,DXANNVN 11D NIN PN DaNNwNN 1900 : All of US °
UNN TIIND 1IN 2018 XXND WTIN SNN DXONNWNN D) .NPDIDIININ
WK 175,000-1 Noyno DN 190NN DXANNWNN DD MIVNIN MvA 182.0%v
AN 270,000-1 NOYNY 2020 HY NOY T

YOO NYRIN 2DWA : DYDY MW NWY 1D 021NN : Estonian Biobank e
VYN ,NPTHIN NPDITIIND 5%-1D NN ,D¥INNWN 52,000-5 2012—-2002 DNIVI
100,000 2018 MWN DM NWN 25W2 .DMIDNNNN DXANNWNN 50,000-10 NOYNY
MOIVNIND DD 7.5%-5 ,(Tamm and Rédim 2019) 0901 o¥onnwn
YTHN

-9 : DYDY MW INIVNNY DINNWN 43,000-5 M ovnn : CARTaGENE .
VYN 190,2014-2013 DY 23,000-21,)39INN0 OXNNA,2010—-2009 O»w1 20,000
3%-1D MND 19IVXN 2DV YD1 .0MINNNN DaNNWNN 20,000-N NYYND
PTIN NODIVOINND

2009 MV NONNVY ,NOY IPNNRN MDYAOY MMdNYN N1ann :23andME e

O 55y NNY N DIVONY ,1PNIMPY 9319708 (Howard et al. 2010)
-1 NOYND DYDTVNNI IPNNN MDY 192 2011 NMIVN NIANN DIDID 9Y 191¥IN
Mponn 90%

T2 NMDIVOIND DY GNNYND NN NNMN DN : 2 1IYOINN DPNPN °
TYN AWR PIND PPN N2V MWD — 1998 mva Nty (Godard et al. 2004)
902D XY XD POINNN OVHNN WK 272,000-5 DY — DDNN NNPN DX TVIND
192NN NN Y9 DY OVNN YTHN VXD NN NN PYHNND 1IN NHANTY DD
NP ONY ,DANNYN 160,000-1D NOYNIN NI PV YT NIDN N
193 TH5DINI NINAN NODIVIINRN NINNNN

950,000$-5) MNP YA 70 HYW O OMV DIVYN NADINA NYWNNN JXX 1XYW MIRNIND DI NN OOWY NHANN
.(Merz et al. 2002; Merz et al. 2004) N7 90N TOY 1Y ©N 95 YMVYN NNINN 6% NIDINI (1999 THIWS NN
NPTHN AOYIIN 555 TINN ,DXaNNWRN DY NNWRIN Mwa'd

UK Biobank: Protocol for a_: Dy 917101792 X1¥nY 1) 9INNN Dannwni 1900 nPna 1271 120088
large-scale prospective epidemiological resource

All of Us Research Program '%°
https://cartagene.qc.ca/sites/default/files/documents/methodological/brochure_CaG_anglais.pdf '*°
https://www.sec.gov/Archives/edgar/data/1131399/000165495418008018/a7182v.htm 9!
Characteristics of an Online Consumer Genetic Research Cohort 2

NIINHN DR MIMINNY ©ON»NN DN hitps://www.decode.com/research/ '3
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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/

NMODIYIIND DNND ,0°9NNWNI 100,000 1995 MNNNX DINN NONN P9 DY : DY °
.DVNY DANNWNN DY) DNN DIV .NPTHN

DONNYNN NPOIVIIN YV D1M”aNnD 7.4

D9 — DOXNIN NV DY DMWY DONNYN 908N MONN 0vNY : UK Biobank e
DN MDD 22D TARND NP 40 TY PHIN ONINN DIPNI,69-) 40 AV NNHVA
DN DXANNWNN NYDIIN NMDITOIND IRNWNA 5555 %5 N¥D) DN YV
-PSID NNIN AN DIPIN DNINA D), 00V INY D995 AN DININ
,229 M2NNN MNS D910 NING DNIVYN ,INY D37 ,9NY DINOI 1D, TINMIPN
194 4070 NDS

L, MDIZOIND ) NXITPY TWN DaNNWN 015 wpan ovnn : All of US °
90N NNXPN YV P IUR NPSINDT NPINVPY DIINYN DXANNYN D1
N2 OMPYY NI NYIHN DX 555 TITIY DXANNWYN MXIDIN IPNNI
DY) DXVWNN P MNOT DXINNN DXANNWNN TINN 45% 5 NIN TN
All of Us Research Program ) 90n2 M8 NPOIVIND 75%-1 DMINN)

175,000-1 NYyND DN 190NN DI MIVNIN M1 25 (Investigators 2019
DIVIIND MOIPNYN DY NITIND DM 80%-) DAY DN 51% DNN ,UON
ORI IPNNA 90N MHNPHN

NMDITN HY NIAINNNN NNYINNM PR 92010 29NN) : Estonian Biobank e
,TPD95N NMDIVOIND DY DN NN DXAPWN 1PNUNIN 2DV YDV DXINNYNIN
TPINRN NNIAPN DY NX-NM TPNVORD MINND NXIAPN DY I DX 0yND
.(Leitsalu et al. 2014) moyn

v 5955 .p2NMPA 1292 MNPYN NN NIXINOY NN 0VNN : CARTaGENE e
SY NON PAD DN DXANNYNN DY DMOIINNDT-PIIDN DNIMINNDN P2 NNINNN
(MY OYYOWN DN DXIONNVNN) NYIVYNN PPINND VYD ,NIDHIN NODITIIND
.(Awadalla et al. 2012) (5p 97> NX» OPINN OXVIYINIT) NINND PPIND)

Y DMIMINT DNIMANN K915 1972011 Mwn 11NN DIDI9°9Y :23andME e
DXONNYNN ,NNNDN NMDIDIIND DNRNYN RID IPNNN MDY DXONNWNN
DYONNWNNN 192 PONY PIX TIY .10 MXIN NPDIVIIN NN DNIXMND DN
INIPN RN ON

TN, NPT NMOIVIIND D93 NN DIVIY NNINX TN OVNN IYOIRN OPNPN e
IM90 NN ND 02D

.DVNY DANNYNN D) DNN DIV : DD °

55 29 NAYN N ,NT NIPHA IPNHN TV YN NPN YXIAN ITINNNY Non '
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https://blog.23andme.com/wp-content/uploads/2011/10/ASHG2011poster-JYT.pdf
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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/
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