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Jilwg pe aldlall hilx awjg dalnidlg dwle (ng) ge by aoddl daubll Gllawll (1a wudiill ella
Jaiiig (glaall (na aspll gliig ladiwlll djgal pe apllealg aljalll plla bliillg . aclainll Jolgill
ia ella peg «anquiill abpidl» pe golllg dbpidl Cilwlw

adi bo 1j4i5g uisWl aalgi daan cibani lhlai aclinllg ploll (né daanll Glilull duaoll ciliholl gi pe
a bl dungallg aililll Jhbe go pgul gglolais Igil cloiz il clolod .agalicl log pgujai Glhi yjla
doalpall gullaog Cndl ggingo bl dlos willghgigy go Jolaill Lgwlhll clale (nle iaiy G
28 Guawdnll pladillg (apall (heoll G alnll al @og .(institutional review boards - IRBS) éduuugaoll
202i) &yi¢ doghio Gl leaydaig lpaang doanll alilyll Jladil go wis @lhi (lé ey 2 (] 8aj20 gayi
ol (i udoill laag gl doic Lo agighug lisac Bloail pgilaninog pinll o ggs)liwoll lps

Jjuue ljol dole ilaling] g Jog aclgéll 4o djloo dcgano

dcgono Jldoll lam padyg .danlg dlgguall darnll Glibll digay Jho (nd angi (] aalll gl «&la gog
aclgéll alwlw jlye (nleg .allao U Liviiw aill dadooll adlaill Jilwall go Joloill «ébhyuy aclgé pie» 4o
yagi loo fal @iléa (nle lpoyoi il Glngill (nghii,(PLOS Computational Biology) dlao (na dpoiuall
a Eoy Ja gl o lpio @lhii ull doadially lais Gliall ade hijig «aclging «dbhuu» liols a
v wh)lito pgang piv go Joloi dalnidl gi duudi gl dub gl dcloial jolgh Jglis doanll Gl

23 iaf ] Joinall jpll Juldi na @ lIal dlgguo il (nleg oyl

aoild @ng glaol (nay doanll alilll (g dngicll ljlicllg cndl Gilegngog wlibyl jalno ¢gii
e quinldl Eini L] (b .apriey alol a6 loo 135ani Jai aclgall aam cucla ellalg ‘auoall cunlii danlg Gani
ad A1l aliwlll aalloo Jon (nleg ogilily lpdle (nghii (aill dadoall dokilllg piull go (ub)lirall lja]
pall Jloinl Juéi aas Jga (gl quoall aclgall Ly (&lall aaa Génilg alicall pgloc puw go lEja
lpr auhivy (il Juudl (ale jaja (i dl guoall aclgall bol faoanll alilwl ¢igny Glwjlao ge aalill
aclgdll aia pron (nag angiollg annaill agilyldal daillall Glwylaall Jral cly (na plgwlll ggiall
bl dale] (@l pall @il (ale ajadll ge dnaio pgilil Gf ggp wall aeanll alibydl (il gea
alpaog dp g wlily cunal (il Gl jlai (nao dldoll aaa (na daylgll dliolll yiig . ogilolyal

Gle liTg andgio pe aalal aiwl (] aiggll

(National Science Foundation - pglell duibgll dwwgall o Jugois (uole diol cgpito dyoi dlldall aiag
gag .(Council for Big Data, Ethics, and Society) gaiaallg GUalillg doanll cililul gulao guni NSF)
pndiy gulaall b adg .aygulallg douhllg daclaialll pglall 4o guwlg warb go lialy 20 go dcgono
olall éndl (ng @@l alujlooll gl Jul Josl gliy pgloll dibgll dwwdall (Wl agill
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gpall Gali 2 lgilg Lulii Jioi calibdl g jai .1

gl lwbii Jioi cililwl ghoo gl Awlyl dljadl dgguoll dsanll ailill diga (na dapaga aclgall gal o
lilyl Joa agen giy gusall cuh i (] Lokl Jios alibdl Ja ol @hisl go GUhill 3204 .0pia 4igi
Jilwg (ngino (Jio «aphall» cililyl tilegono (na anlg Ghiall laag .ploialll djlan (né pgie alial gc
awlwn wloglao (ale (ngini a8 &l pe gaui (il wlibyl (nin Al asypill @alll (13 (nelain ] Jolgill
Wgsigs (e gy gblio o plubll dgall udll clys wllaeo Ge wlily alaiwl i ghoy 3] aplag
pgle wilily Jio .dadgio pe Gy alalll 8 (nd figi 28 Gulill L) dalle 1 gagi (ill wlibyl gl Ji [2]
jgnll wlalo aayn Gillaw gi waljldall puiig iloninall lggalgi (il hlaall aollo pai (il Glbumoll
adgoll Glylaal (e (ngini (il jgnlly ddapoll (Exchangeable Image Format - EXIF) Jalall allall

aljio gdgo (nix gl jgnall cillaii (aiig

aii Jlily wlelon png gi alalll dln Jshuii (na dhy gaui cilily Gilegano pladiwl ge WAyl jpall paiy 2dg
hilal gaa) Jlioll Juw (nlod [3,4] alkill adi aildpl gga ¢lla ¢nny bo lpiag Laala glawdl
wdl dagall Jlainl wlayal Ghoug ([5] aloiilll dylanll 23ai gi jugi Jio wiload (na duclointl cilawil
jgodl (nle ailall caiinill gi las [6] léyce diglaio adyhy ailiall @laall ailjla Jadi of aaladdl pe aaypall
wd Jungill @033 (] dasiall Gibligh gao (né (népal dol go aubiolll Jgng Juéi (] (idl daypll
wl (i a8 dulao gagi il alibyl of @l Gl aae jghig [7] (Amazon Prime) go awdi pgyll

ucloinlll dlglwall pac aagi palaia ajuoi Al

Glily ao0a Jahill éaad ¢igad dlgguy lganii ghaay «aolall» alill tlegoao i (i wills jghig
il naloall hueiill wlidgig wljlaall allaw [8] aillojg (Hague) ¢la pladiwl lla (og lgao (Al
U il Glibdl gla gpgnAll ang (leg [S] pch lob (Banksy) (uwhily jleiwo guwl (nadioll gliall diga
wull (nggill gaoall bliy ol (aclointl dolgill Jilwg (ngino uilsl clgw duled ddalgo ilwjloo lgaani
wal il (ag @ngnall dagndo pe ailblgil (i Cuwii 28 Lpial Ldole gag ad lyoiwl liclg lpalai

[9,10]

Lilali (naei ani U .eldail lgago el Joalg (gubell cui gi (ll) Lobi Jiei cilibul gi galjial go Glhil
ATl adgguall (o

:dyilii dodi o a1 dungnall gi &jal .2
al @lljal pgall Gog gpall doanll alibyl g gy @ali ad (il dwiyll Jilwgll go dungnall ailslgiil 3oi
26 lo e ygha . plllg ploll gy dhuuw &l (na lpllfidl yhoy g [12] &ayhg [11] dublun &ngnAll
wle 248 Llopiti daalg djgo ! philla allabll go WK gghw al Gl pladiwl (ol gl oy U e pis
dolgill Jilwg (nle o gpaii ciljgisio Jal Jolall Jaudl na phill e calini &alal alag al olydiwl
lp: Gilioll ilosgig wim0dg ay il (nall Glullg lilyll dopb nle &ngnall wasgiig clois
(il ilibl ol cadgo go Galgiy U a8 &ognall gog Jgudall pladiwlll Go claggo i plelg .apdlicig

Lplalag cilooinall gu dngnall cillipar caliag 3l lgoadiwi
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Jauclointl walyedll jglai of waws [13] (Polonetsky) (nawisiglgig (Tene) (wi wadibiny «Jlioll Juw (nlod
ailgl elgiy U gun (i «lypox ljol alalll aly sabanll aldill lpalai (il éxaall wdlgall (né loww g
gaal (woadiwall gélgo padiwi (il (nclainl olgill Jilug wilaghia .aungnall cilga gi cilibyl dlos
wlwis ) anlall agilllnillg (aclaindl Jolgill Jilwg (nle alalll bl alapill gliig (ol wloglaoll
alalpiil (nix gi «awpo» ljgol pgraa lal) lgls .l bloil (ale gilall Giquillg .clloall (e ciloglao
d5)liwall ade yalannll aledl (ndli go (aygpn cjx annll Gllaull Jglai yla «Jiallg .aingnall dayyn

8guoll (] Jnil gleyll (noado jglaii (i G313 &8 lAT Laglio i lgwai

LAyl cuils (il wlaciaall (nal (pla (nao 1aglg [10] wleloall (] aioil alalll Loyl daungnall jglaiig
dliolll qog .[15 ,14] (redlining) «paaill hally» dwjloo Jio bl ale daild &juoi cluluwl s
iyl (né Ggia uall of ¢iladiall dyiall ciljléall yanil ciicl (il ddaall ilasiaall hila (yall
Gilily dcgoao plaiwl dale) gla @i gog .[16] JUaiwll gi pghill dalcll (popa aanil lgolasiwl ggpal alel
liny Jioy elld gla 13) lo Jga cullglui piig lagdiul gol &unill &ngnall anldo go )leii 26 dole gasi

aoanll alill (na Jgguo

Gosy U dolc g lpigh gf wililwll abla gyl Jlaig awngnall wilslpiil adgiil lpaluw (a clilly g
0l qualdl pladiwl (nle ggdalgs Glill (addio qi oy Ug gpall claiil

:elilily (nd iggll auani dale] go jyial .3

blgi (ng3 (sl nle apis dliol doia gl (e il dalel gaoy I alilwl gl @lial @laslll go
ppies alal (ale a1 il giol (palall jadall alilwl dga clas] (na lgaarl dodw gay wlllg diwn
lpil ob wlily Wlegono aoai ging [19 ,18] @lall danbuw aggall aaa wils (il alll (nag ([17]
adgio pé gai (le Pl &g yaai dale) () clld (g 2aa (Al wipsio go &gpll dlgao

41 0g4ao aalsl ge i iliows Jelai awil (reidentification)

(0 2ac daia [20] 13 wagjao (napll joyllg yuiallg alloll ayli Go &ggll nle JUaiwlll ylao] Gl gog
a4l gl awai jadll dudo (g4 ad wadyll bliuly dhiijell dangll Gilill lops g (il jyleall
daallg gigall Gililug .dogqugall pe clavill ailhbao gi qupis (ala laog [21] alalll (ale wayeill
jloalll jgn (nin (i sdlgonall wailggll wlily o daciwoll wlallboll willawg wnggill roall wlalog
Glpsiall pani go palll i pe [22] bl d&ga wani éalell lgoladiwl gaos )il @all adle dclinl
il Jolgalla [23] lduuo aia wenll gblgo e wieill &gan elja] ga diggll yani dale] auii il
dogo aluug lgil 3¢ iy 26 dylbyl ilgiwl Jio lgiouhy gl pé gl dlo wl3 pé lgang) pgyll 2oyiwi
Jilwg wljgitio Jgai gl (nilaall gdgall aaldl ghay «(Jloll Juw (nlod [24] @il dggll yaail
al (Google) (na jgnll ge (uubell il Gaa) lab [25] Jjiall gdgo il dluug (] (neloinl Jolgill
[26] éuipall cilalollg éaclgall cilalo Jio «Jud (o dlnaio ciils dnadd dhuiil gu dadgio pe Gy hup
gl dio ¢iadiih 13] dpbha ailog gl gghi ad «daoaall dlclmally (al wlcloall ddloioll alilwl gl s

[27] pgngo (nclainl gl go gl dogngo (dljol do ity lape (o fAl (ilei lpie) Cilosizo
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Jho0

calilull & LA &8)Lill gujlo .4

Ll 1zj3 o gog lgs quisall pinll o bylisall (nal 6figi ililll 5livo 1g4i wlegpitall oy (na
walalle alyl (na Lol anglgudl ailwall djlid AEo §all aglgll gdlpolll ¢igay (naa . allall Gl go
éygany j4j dia (g .awglll plall allall Jilwo eadi (il tilegpito (nag .a5)liwoll by pirill Joxy loo
(database of ajalhll blaiillg dinll bloilll alily dacld Ui gog aalibull d5)litol doido 3an lpayai
drwoginy Glily ol (illg J(NIH) danll dibgll aalooll laley (aill Genotypes and Phenotypes - dbGaP)
lgoid (pill @laell &xx gi WJgngll (le bl ylb (anis skl gulg Glhi (le diggll dcgjio
daaiwall aljalll (ngiuo (ale bl a5)litay il pljl] daé glin (Institute of Medicine) wihll agoo
gai (le duill 3130 ddalgo o Uay .ubylitall go dowlg ddalgo wilb Jguug [28] dnppull Gylaill o
wwllao cilpiagilg ol duéall puonill Ghoyg bl d5jlio aas Wl aloll (na clibl dla] ¢liy G
ddalgo (e Jnaj gp s ail (] alis «ells gog addlgall Cilelpa] augi nd lackuy gl dpuwdall aosljall
cilblgiil Jlaisl (e Galiwl phillg wapinll @jlioll (alaall dalnall dlelo quislll (o 163do dowlg
il npindl (nggill Boall Glily (ng dnls ol i (uwityg .aggll i dale] Jilwog ungnAll

238 gai (e lgialo (nle ajaill Aoy

plasiwlll aclgd Glawill (d Gallg dpiinoll déalgall lgw pani ill legpiall go ¢lgilll adm gi e
iyl linaiao (nad dosnll alilyl (a aclall 1 cliftwll yljio gai ale cily J3m laas d4)linllg
Jg0g duhll (pgaall ailiig alaiilll cilélhy cillolaas dwogdl dLall i go aalgo bl go v lida Ll
0af (nang wclls (all log Layaall ailggll cilayhig aygnall lgabliog (CCTV) adlaall dygyjalill jilgall
il aog .laolll (nd Lol glgduo aile Ay Jgduo iy aroni wingoy U &woljl] doad bgpis ciagay
a3m dgoull ¢ aosnll cilibyl plao gla lawilll (a Gallg épiuoll daalgall plao Gubi o 2
a3 ggai Ug .llmilll cilbpig doganll aligllg anlall alnopll cilbpid cnlll wé algs lgaoni
ol Lot Ajsiuso ljol o Gy asslgo nle Jgnall Jay loo lgilis] a0 U] uislll astio byl
élbi ke o plall Jiniuy g byl elllo oy Lo 5 G381 bl ey gl piull o uylially ol

.auwlg

agguio gglénis cililul 03a goxi (ill doganll cluwwgallg lmopll il Y3l qisl ol (nd elis 1
a5ylioll cililull ilgill padiwall (nagy 1 elld gal ‘@bl lgingas gaai (il bapidl dalleo (né dnla
all bl gile (e a@iall asjlinllg (3 (] 1 aclgdll phil) (aalAll pladiwlll coc pdy lnidlg
1agi g &lall anlana wllall (na gg4i 28 Gl cgngo (bl cilily lpngoy il (il doaall bgyis
clpall eillhio gu &jlgall gisll ke giai «agyhll 030 (nog awngnall Glblgil 4o lis &los L]
v lpale lglns (ull il pplioi guall pindl olsi ppildgguiog [29] cililwll &5 )liso gliy dlgaoll
Jidi dyggll Ay dalel o jliinllg Ll eay Juéi dlainall @dtladll caglaally dlgaoll cilgall ¢l canll

a4 Lisoll
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cilibull ge palill Joinall jyall go caglaoll Galiwl alle gal gl llghgigy aaani lo Gag clilull ol
o pe Gy dcgonoll donll

Wildly (nioi U dolanlla !laagang clilily dgd gblgo Jlunall (nd @5 .5
raulnaaill

lpdluw (na Gililull tilegano piyg pgall (o (loo dlgguog adida yghi dadnll Glill (na &gy clpll
] alibyl cliil go il daljo (o dlago J5 (nd Lyl @l igag allnall quylai els (né Loy aanll
ailglllg aclgdllg wilibdl jano aga (njgpall Go alibull cliidl dlspo (nag laping ilill puuai (] lgahii
28 L dlaluio doudhii Gl (na (njad (il Gigadl (na anls duoal el uuityg lgéag Ciood (pill
galaiw !l dihooll alyliall gog .alilull Igodd o ladgi go candl dliwi ge Gl Ul pladiwl lgid goylaiy
go <)liiillg yglaill <3 (npv bo Ipisg lglolg &yl ghdll jano giii (wa dadoll awlsll wlell go
aalaill Jlo yanil gudnill glawll alesine (na ggloay guall 11 clole Jio) lpio cicly pill wilaainoll
jghi giiil (data lineage) wlilyl &lw giii wlidi wgwlll clole padiuy wJilao gai (nleg .(&aloll
lill (né elhalll wdail lgigoadiuy Lo 1iag lilyll dcgaao

al @og .llah yghi Il (niog deali clilldig elilily gg4i (nio audgil qulwill clilyl Gluy (acgll 1agug
 awlwlll ailghall go gla danlg daii lgangs deanll alilwl (Wl aiiwoell 2l pwaiy clye] doi
13] quwai jadlly debld dailii (ndd Jo .alios U Locg pisgall gi cililll aliod lac anlgll peill (rolall Cunyll
) Iihig Séucloial dggl clal (] dadlgl s go (neloinl Jolgill Jilug (nle jgiitiol dpwai Jgai
(gl god ducloizll Jlaalll go daniwoll Gililyl cilegono Go pial &ygnall aul &gogall dayhll

ililull aloinall aaaiall (ailaall (] gupliio ggisll gg4y

gl o gyl 13yl aangy plyaiwi] (alc &)9o gl guud (nle jgitio pudaj Gi Jralll o Jlioll Juw (lad
Glpwaill aam o Ul gl gog Seldanill qo daui Jala dilaall quunil dglho ol dbuwwy @b o ol lgl lAg,
qilaall (na Jolill jjoyg JAT (g aisey pga JUidl gigui &igan Go uj Gl Glé lo Ao gg4y ad
il dainall ciloladiwlil quelg grinaldl Joau loa Gl ailiba agng alilull dleinall daa0ioll
a6 (lpolaiwl Ggauoy gi) elilily ggoadiuy 4o plaal gilg iy ddac puaill Joa gla . nyal dj0g opililyl

190 lojgnd aaglg wililull dgé gblgo aungi (nygpall Gaa lolaal (e caliai

lgsilao 2a0ig lgiignga j8ig lgagig i o gl Ul layghig liliby jano dig
rasonll dd YA LI Gljuall gidl .6

auuwdall dealjoll gullaol Galkail dgoall Gluwgoll (né piull go Gwhjlito Joudi (aill Cigadl @asi
Cuuy dpuwdall dealioll gullao ol pe .aiall go pial dagllo (g dawly Glela) pe jpall giny dalaall
I3yanig Lginllg Glhi ola ady dosnll aililull adleioll adlalll filwall o wita (GUAIIT (aa angll pBAll
giallg (e ayla gl duuwwdoll daaljoll gullao (nle dyye cadlgo uggalgs lo Iis dodnll cilibl (il ¢l

gl go ailegano gon Jilwoll i adélio dwomi 254 liila
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éjs0 aangs ppdi Ol cuwillls UIA adng) dobgall tillghgigng debldll Jghall wle (] jhill go lag
Jala . igall pghill go (uulwl eja a@ia il Jilwall (na Jaallg gilaill aglac (na lpgi guislll (e,
Gl aim JBal of b gguall quulaall go anli gaine (ghi e jalé aill iy lawdg cilanaill
Aa AL dliwill adae aphl P gai (e gulogo (wahao Jads ul ghar wuaillg duuliall ailjdoll (na

iljlgall aaa (l dalall el (e ¢nllg

loAg .dagidoll cilildll e Jio clp] (nle djadll dyouwy adlAl Ailgl gl aclgd (il dduuall bgpidl gog
Jaai gl liiaos» :[30] (Annette Markham) olg4)lo cuil GUAl v dnldlg (adyl clainll dalle Cuifi
‘dowly cildhoio aic loasii aljlay Gloii lpang) GUAII Lilglii 13 Byb pui Egngo [aililull Glélal]
adill alllhall (ua sl gos gle Laoaall Glibyl dapb (] ljhig «dbo U il gl gghm lla
aual l aill Jégd jano aang; juy ol yblall 1l o clegpiall (na 8o dilwilllg dclaizlllg dlallg
1ac daig [31] wlnnaill gu djall wuAlg daaaio ciljghio o adlalll Jiluall agal dluug gy .aglpal
a pudll» amliog [32] jgja Lilw JLijgadls daola (na (Science and Justice research center) dllaellg
B (d dalioll Gadl Gbalal (e aljliiwlll aload) ghoy Lo ([33] (Values in Design) «osonill
(Clinical and Translational Science Award - CTSA) adlaiilllg ayppull pglall Gjila polip Jrar cileolall

[34] cuialll 3jlgo g4i i (NIH) aanll &ibgll aaloall gylill

aablall (ngaall ge clguua dwljy Jio «doanll alilwl» Jho (a jpaalll adllall ikl g ydgig
aylio awlall aaa (aa gisWl go dcgoao (g ad lalal .alnnaill gu alilaill glall dieio dilalw [35]
aall gy (né gialll calisy (yig Sdus @blaljgnd aagl lpa (sl ilegono (i g (nd L )ls pe
Gbaaill ade gulill lgy yidly (il dalivall @bl pga gl $15lalg «Jgguall pég Jgguioll Cnll gy Jolall
wiill aalaioll Glolaiall (ale ja5 U cilanai go Igils 13] loww Ug opislll logo lyls jagy cililaollg
ol egngo

gyl (Igwill gl Jralll) Jioi lgil yniy &lasll aagy busy (oall guilgll jgghll gla w3 (nle dglle
a0 Uy palg) clow] gwinlll Gory jlgall lam (na Hela Igie blilll gig sdoanll alibyl digad «dolall»
aoanll wlilyll gulao jani 16ad cililall caa gaa (Wl howg .alwlul aljldl qdlio apo lgighas gl
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