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N H S 2015. gada Lielbritanijas nacionalais veselibas dienests NHS
u n deva Google DeepMind piekluvi 1,6 miljonu pacientu datiem bez

G pacientu informésanas
Oog e Dati tika izmantoti lietotnes Streams izstradei

Dee p \/I | n d Asas diskusijas par to, vai Sis darbibas bija juridiski pielaujamas

d at u Skandals uzradija nopietnas problémas NHS datu parvaldiba un
privatuma nodrosinasana

skandals

Google and DeepMind face lawsuit
over deal with Britain’s National
Health Service

021.7:22 AM EDT | UPDATED MON, OCT 11 2021.10:17 AM EDT
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Ftikas komiteju loma
datu parvaldiba
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Galvenais uzdevums — Papildus — atbalsts pétniekiem
pétijuma dalibnieku tiesibu étikas principu 1stenosana
aizsardziba

Petijumu etikas komiteju uzdevumi




Petijumu etikas komiteju vésture

Pirmais dokuments, kas nosaka brivpratigu piekriSanu dalibai pétijuma ka obligatu prasibu

Starptautiski pirmo reizi nosaka medicinas pétijumu izskatisanu étikas komiteja (EK)
Vairakkart atjauninata; nostiprina EK lomu un uzraudzibu

Péc Taskigi skandala ar likumu ievie$ obligatu EK uzraudzibu medicinas pétijumiem
letekmé globalo EK modeli

Definé tris pamatprincipus: personas ciena, laba darisana, taisnigums



Petijumu etikas komiteju vésture

Skaidri nosaka EK atzinuma nepiecie§amibu medicinas pétijumiem, Tpasi attistibas valstis

Juridiski saisto$s dokuments, prasa EK izvértéjumu biomedicinas pétijumiem
2005. gada papildprotokols precizé EK pienakumus

2001/20/EC direktiva harmonizé étikas prasibas zalu kliniskajiem pétijumiem
2014/536 regula (pilniba piemérojama no 2022) ievie$ koordinétu étikas un zinatnisko izvértésanu

Prasiba veikt EK izvértéjumu medicinas un dzivibas zinatnu pétijumiem ar cilvéku dalibu



Petijumu etikas komiteju vésture

e Uzsvars uz datu étiku, biobankam, maksligo intelektu,
katastrofu situacijam

e Starptautiskas sadarbibas tiklu (piem., EUREC) stiprinasana

e EK izvertéjuma prasibas parne$ana uz citam jomam,
pieméram, socialajam zinatnem

e Starpdisciplinaru un starptautisku pétijumu skaita pieaugums



Kadiem petijumiem Latvija nepieciesams
EK atzinums?

e ES regula
¢ LR Farmacijas likums, MK noteikumi
* Prasibas, piesakot projektus un publicejot rezultatus

e Cilveka genoma izpétes likums (mainisies ar Biobanku
likuma stasanos spéeka)

e Prasibas, piesakot projektus un publicéjot rezultatus

¢ Pacientu tiesibu likums (netiesi)
e Arstniecibas iestaZu institucionalais regul&jums
e Prasibas, piesakot projektus un publicéjot rezultatus



Kadiem petijumiem Latvija nepieciesams
EK atzinums?

¢ Pacientu tiesibu likums (varétu mainities ar Datu sekundaras izmantoSanas likuma
stasanos spéeka)

e SPKC atlauja pétniekiem, EK izvértéjums studéjosajiem, doktorantiem, rezidentiem

e Prasibas, piesakot projektus un publicéjot rezultatus

® ES reguléjums
¢ Dzivnieku aizsardzibas likums
 Prasibas, piesakot projektus un publicéjot rezultatus

* ES reguléjums

e Latvija nav nepiecieSams étikas komitejas atzinums (ja vien ta nav dala no medicinas
pétijuma ar cilvéku iesaisti), bet ir nepiecieSamas specifiskas atlaujas

¢ Prasibas, piesakot projektus un publicéjot rezultatus



Kadiem petijumiem Latvija nepieciesams
EK atzinums?

e lestazu iek$@jais reguléjums var prasit EK atzinumu visiem
pétijumiem ar cilvéku iesaisti, kas tiek veikti Saja iestade
e Pasregulacija

e Universitasu vai institatu iek$&jais regul&jums var prasit EK
atzinumu (LU, RSU u.c.)
e Pasregulacija

e Zinatnisko grantu finansétaji var izvirzit specifiskas prasibas EK
izvértéjumam, pieméram, ApvarsSna programma ir atsevisks
etikas pasvertéjums un ekspertu izvértejums, kas klust par dalu
no liguma



Vai pétijuma ir iesaistiti cilveki,
t.sk. tiek apstradati personas

dati vai izmantoti cilvéka
izcelsmes biologiskie paraugi?

0

‘

Vai pétijuma ar cilvéku
iesaisti tiek veikta
cilvéka genoma izpéte?

Atzinumu sniedz
Centrala medicinas
étikas komiteja

*

Vai pétijuma ar cilvéku
iesaisti tiek veikta
kliniska zaju vai
medicinas iericu izpéte?

Atzinumu sniedz Zalu
kliniskas izpétes
pétijumu étikas

A 4

Vai pétijuma tiek
izmantoti izméginajumu
dzivnieki?

Atjauju izsniedz Partikas
un veterinarais dienests

LU piemers

Vai pétijums ietver
genétiski modificétu
organismu (GMO)
izpéti?

Atzinumu izsniedz BIOR
GMO zinatniska
komisija

Ir pétijumu grupas, kam atzinumus
izsniedz komitejas/komisijas arpus

©

pétniecibas institlcijam

Vai pétijums rada risku
apkartéjai videi vai
divéjada lietojuma

risku?

Atzinumu sniedz LU
Nozaru grupu pétijjumu

étikas komitejas

Atzinumu sniedz LU
Nozaru grupu pétijjumu
étikas komitejas




Vali
reguléjumam

Latvija
vajadzetu but
stingrakam?

Latvija nav valsti vienotas akadémiskas un pétijumu étikas
parraudzibas institlcijas, ka tas ir, pieméram, Lietuva,
Austrija vai Somija

Nepastav vienotas prasibas par izglitibu pétniecibas éetikas
joma

Nav skaidra reguléjuma Zinatniskas darbibas likuma
Pat medicinas pétijumu reguléjums ir fragmentars
Liela méra institlciju un profesionalo grupu pasregulacija

Jautajums par institucionalo étikas komiteju neatkaribu (cik
neatkariga var but maza institucija, nodala, fakultate
izveidota éetikas komiteja?)

AN Office of the Ombudsperson for Academic
f‘[-gs J Ethics and Procedures of the Republic of
* Lithuania

https://etikostarnyba.lt/en/about-office/
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Pétijumu étikas komiteja:
. . lzverté planoto informétas piekrisanas
Petijumu éetikas procesu

komltejas loma lzskata un apstiprina informétas
piekriSanas dokumentus pétijumiem ar
cilveku iesaisti




Petijuma
dalibnieku

tiesibas

Tiesibas sanemt informaciju par péetijumu
Tiesibas uzdot jautajumus un sanemt atbildes

Tiesibas atteikties no dalibas pétijuma vai
partraukt dalibu pétijuma jebkura laika (bez
nelabveligam sekam)

Personas datu subjektiem noteiktas tiesibas

attieciba uz pétijuma izmantotajiem personas
datiem



- el

I L.
<5 caukt étijuma dalibnieks

cilvekus, kuri Petijuma subjekts

piedalas Respondents
petijuma?

Datu subjekts




lesniedzamie dokumenti (LU piemers)
https://www.lu.lv/zinatne/atbalsts-petniecibai/petijumu-etika/

Zinatnieku, doktorantu un rezidentu
Istenoti petijumi



https://www.lu.lv/zinatne/atbalsts-petniecibai/petijumu-etika/
https://www.lu.lv/zinatne/atbalsts-petniecibai/petijumu-etika/
https://www.lu.lv/zinatne/atbalsts-petniecibai/petijumu-etika/
https://www.lu.lv/zinatne/atbalsts-petniecibai/petijumu-etika/
https://www.lu.lv/zinatne/atbalsts-petniecibai/petijumu-etika/

IV. INFORMACIJA PAR PETIJUMU
Ja petijumam ir pieejams detalizeéts pétijuma protokols, 31 iesnieguma IV sadalu var neaizpildit,
pielikuma pievienojot pétijuma protokolu.

PETIJUMA PAMATOJUMS UN MERKIS

PETIJUMA METODOLOGIJA




PETIJUMA NORISES LAIKS
Sakuma datums

Beigu datums

PETIJUMA NORISES VIETA/S
Japievieno informdcija par katru pétijuma norises vietu, péc nepieciesamibas pievienojot papildu
sadalas.

Nosaukums

Adrese




Research Integrity and Peer Review

Home About Articles 5Submission Guidelines Submit manuscript [

Commentary | Open access | Published: 03 August 2023

Raising concerns on questionable ethics approvals - a
case study of 456 trials from the Institut Hospitalo-
Universitaire Méditerranée Infection

Fabrice Frank, Nans Florens, Gideon Meyerowitz-katz, Jéréme Barriere, Eric Billy, Véronique Saada,

Alexander Samuel, Jacques Robert & Lonni Besancon ™

Research Integrity and Peer Review 8, Article number: 9 (2023) | Cite this article

18k Accesses | 1735 Altmetric | Metrics Concerns on ethical approvals from IHU-MI have been raised outside scientific journals [21].

In August 2021, Elisabeth Bik pointed out issues about ethical approvals including research on
vulnerable populations like homeless study participants [22]. These initial reports prompted
us to further investigate potential concerns about ethics in the published literature from the
institute. We have found and report below about highly worrying data in IHU-MI publications.



https://doi.org/10.1186/s41073-023-00134-4
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INFORMACIJA PAR PETIJUMA DALIBNIEKIEM

Janorada (1) planotais pétijuma dalibnieku skaits,(2) informacija par to, ka pétijuma dalibnieki

tiks uzaicinati piedalities petijuma, (3) pétijuma dalibnieku ieklausanas/izslegsanas kriteriji, (4)

vai pétijuma ir planots iesaistit nepilngadigas personas vai personas, kuras nespéj paust savu
ibu?




Kas vel?

Etikas komiteja ir
jainforme par
butiskam izmainam
petijuma norise,
protokola utt.

Informacija par étikas
komitejas atzinumu ir
jaieklauj petijumu
publikacijas



Informeta piekrisana




Kados gadijumos nepieciesama pétijuma
dalibnieku informéta piekrisana?

e Kliniskie pétijumi e Biobankas e No dokumentiem ieguti
e Eksperimentali pétijumi e Biologisko paraugu personas dati (piem. no
e Novérojumi arpus iegliSana konkrétam megl_icinas:, darba
publiskas telpas pétijumam drosibas, izglitibas
: . dokumentiem)
e Aptaujas

e TieSi no pétijuma
dalibniekiem ieguti
personas dati

e |ntervijas



Informetas piekrisanas pamatelementi

4 N
lemtspéja
TN
4 N 4 )
brivpratigums informacija
\_ J \_ J

v



* Viens no pétijumu étikas principiem
pétijumos ar cilvéku iesaisti ir
autonomijas princips

w_, * Personas autonomija/pasnoteikSanas ir
autonomija un cilvéka spéja un tiesibas veikt izvéles,
informeta dzivot savu dzivi saskana ar personisko
piekriSana motivaciju, vértibam un ricibas
pamatojumu, nevis rikoties, paklaujoties
citu cilveku manipulacijai vai spiedienam




 Autonomas izvéles veikSanai loti svariga
ir informacijas pieejamiba

 Pétnieku pienakums ir sniegt
nepiecieSamo informaciju pirms
Autonomija un pétijuma uzsaksanas un ta laika

informeta * Informaciju rakstiskai piekrisanai sniedz

piekrisana 1pasa dokumenta

* |nformaciju atseviskos gadijumos var
sniegt arl mutiski vai rakstiski, pieméram,
anonimas anketas ievada dala




Autonomija un

informeta
piekrisana

Autonomijas principa praktiska izpausme
— informeétas piekrisanas sanemsana no
pétijuma dalibniekiem

No étikas viedokla informeéta piekrisana
nav formalitate, tas ir reals process, kura
laika pétnieks un potencialais pétijuma
dalibnieks parruna paredzama pétijuma
butibu, ieguvumus, riskus, norisi utt.



PiekrisSanu var sniegt pilngadigas
personas, kuras ir spéjigas paust savu

gribu
Inforr_UEta Gadijumos, ja potenciala pétama
plekrlsana persona ir nepilngadiga vai nespéj paust

savu gribu (nav ricibspéjiga/lemtspéjiga),
ir jasanem tas likumisko parstavju
piekrisana




https://www.edpb.europa.eu/sites/default/files/files/filel/edpb replyec que
stionnaireresearch final.pdf

Kas ir informeéeta piekrisana?



https://www.edpb.europa.eu/sites/default/files/files/file1/edpb_replyec_questionnaireresearch_final.pdf
https://www.edpb.europa.eu/sites/default/files/files/file1/edpb_replyec_questionnaireresearch_final.pdf

Informeétas piekrisanas veidi

(

(

-

1l

~

Rakstiska

* Pamata piekrisanas veids dalibai pétijumos ar cilvéku iesaisti

e Jasniedz informacija, kas nepiecieSama, lai izlemtu par dalibu pétijuma
e Jabut iespéjai uzdot jautajumus un sanemt atbildes

» Etikas komitejas apstiprinata veidlapa

e Par izmainam pétijuma un veidlapa ir jainforme éetikas komiteja

-

\

Mutiska vai ar tadam darbibam, kas neparprotami apliecina piekrisanu

* Gadijumos, ja netiek apstradati personas dati (piem. anonima anketésana), vai nav iespéjams
sanemt rakstisku piekrisanu

e Jasniedz informacija, kas nepiecieSama, lai izlemtu par dalibu pétijuma

e Jabut iespéjai uzdot jautajumus un sanemt atbildes

e Etikas komitejas apstiprinats veids

¢ Par izmainam pétijuma un informeétas piekrisanas procesa ir jainformé étikas komiteja

J




Informetas piekrisanas kvalitate

An evaluation of the process of informed consent:
views from research participants and staff

Lydia O’ Sullivan & Laura Feeney, Rachel K. Crowley, Prasanth Sukumar, Eilish McAuliffe & Peter Doran

Trials 22, Article number: 544 (2021) ‘ Cite this article

A comparison of the quality of informed consent for
phase I oncology trials over a 30-year period

Laeeq Malik & & James Cooper

Improving the Quality of Informed Consent
in Clinical Research with Information
Technology

Cancer Chemotherapy and Pharmacology 82, 907-910 (2018) | Cite this article

Celia TABER?, Jim WARREN"', Karen DAY *
*School of Population Health ® Department of Computer Science, University of
Auckland, Auckland 1142, New Zealand




Informetas piekrisanas kvalitate

Vai informacija ir saprotama potencialajam pétijuma dalibniekam?

Vai informacija ir saprotama valoda?
Vai ir nemtas véra personas vajadzibas?
Vai ir iespéja uzdot jautajumus un sanemt atbildes?

Ka pétnieks parliecinas, ka potencialais pétijuma dalibnieks ir sapratis
informaciju?

Vai ir pieejama pétnieka kontaktinformacija, ja rodas papildus jautajumi?

Vai ir izskaidrotas pétijuma dalibnieku tiesibas?



Autonomija un

informeta
piekrisana

Pétijuma dalibniekam ir jabut iespéjai izlasit
informaciju pirms parakstisanas, ja piekrisana ir
rakstiska

Informacijas sniedzéja pienakums ir pamudinat
pétijuma dalibnieku iepazities ar tekstu vai
uzklaustt informaciju un atbildét uz
jautajumiem

Rakstisks informétas piekriSanas dokuments ir
jasagatavo un japaraksta divos eksemplaros, no
kuriem viens paliek pie pétijuma dalibnieka, bet
otrs — pie pétnieka



e Peétijuma dalibniekiem jasniedz detalizéta
informacija par personas datu apstradi
pétijuma (sk. informacijas paraugu
pétijuma dalibniekiem LU majas lapa)

Butiski aspekti e Kas bis datu parzinis? Tas janorada
par personas informeétaja piekrisana

datu aizsardzibu * |rsvarigi atceréties, ka ari parakstitas
informétas piekrisanas veidlapas satur
personas datus, un tas ir jauzglaba
atbilstosi datu drosibas prasibam
(nedrikst sutit zurnaiem, etikas
komitejai!)

https://www.lu.lv/zinatne/atbalsts-petniecibai/petijumu-
etika/zinatnieku-doktorantu-un-rezidentu-istenoti-petijumi/
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SOURCE: Retraction Watch (2016). Family decries publication of child's picture in open
access journal. https://retractionwatch.com/2016/11/07/family-decries-publication-of-
childs-picture-in-open-access-journal/

In 2012 the /ndian fournal of Dermatology, Venerology and Leprology published a paper
“Delleman syndrome: Report of a case in an adolescent boy” detailing a 14-year-old boy's
case. The syndrome causes cysts and malformations in the eyes, brain, and skin. The paper
included the boy's photo. Researchers obtained parental consent before publication, but
the paper was later retracted as the parents realized the open access nature of the paper
and withdrew the consent.

According to Mabel Nocito the study's first and corresponding author, the parents gave
oral informed consent, and it was a legally sound approach at the time: “Up until 2014 the
Argentinian law allowed free publication of portrait images for scientific purposes which
is no longer the case. An oral permission was enough.” At the same time, Nocito explained
that the parents “did not understand fully what the term open access journal meant and
even as the article was written in 2011, nowadays there’s a more generalized possibility of
linking, liking and sharing images in different social media.” The paper was retracted.
Reflecting on the consequences of the retraction, Nocito pointed out: “In the case of rare
syndromes like Delleman, where case reports are the way to find out more about the
disease, it is a setback but more and more we need to consider the patient’s rights and
feelings towards their conditions.”




INFORMETAS PIEKRISANAS VEIDS

Va1 pétfjuma dalibnieki parakstis inform#&tas piekrisanas veidlapu?

Va1 petfjuma dalibnieku likumiskie parstavy parakstis informétas
pieknganas veidlapu?

Va1 pétfjuma dalibnieki sniegs informéto pieknsanu dalibai
pEtfjuma citd verda. neparakstot inform#étas preknsanas veidlapu?
Vai tiks veikts retrospektivs pétjums ar mediciniskajos
dokumentos fiks&tajiem datiem, un informé&ta pieknsana netiks
iegiita, atbilsto$i Pacientu tiestbu likuma 10. panta 81. dalas
prasibam’

INFORMETAS PIEKRISANAS IEGUSANAS PROCESS

Ja tiks sanemta péiljuma dalibnieka rakstiska vai cita veida informéta piekrifana, pashaidrojiet,
s, kad un kada veida legils pétijuma daltbnieku wn/vai vinu likumisho parstaviu informéto
piekrisamu. Ja piefrisanu daltbai petiiuma swiedz lilumiskie pdarstavii, paskaidrariet, ka tiks
informéti pétfiuma dalibniekd (nepilngadigie vai personas, kas nespéj sniegt piekrifaniy) un kd tiks
nemts vérd vinu viedoklis par daltbu pétijuma




- Ja pérfiuma dalibniefu informétd pielrisana netiks legita, izskaidrajiet Sada lemuma iemeslus. Ja I
pétTjums tiks veilts saskand ar Pacientu tiestbu likuma 10. panta 8. dalas prastbam, pamatojiet,
kiide] ar sameérigiem [idzekliem nav lespéiams legilt périjuma dalibnielu informéto pielrisanu




Retrospektivi pétijumi ar mediciniskajos
dokumentos fiksétiem datiem

Pacientu tiesibu likuma 10. pants nosaka, ka pétijumiem, kuros tiek izmantoti mediciniskajos
dokumentos fiksétie dati, ir jasanem pétijuma dalibnieku informéta piekrisana.

Ja dati ir anonimi (pétnieks sanem anonimizétu datu failu, pieméram, no veselibas aprupes
iestades), informéta piekriSana nav nepiecieSama

lznémuma gadijumi, kuros, izpildot virkni priekSnoteikumu, veselibas aprupes programmu
studejosie var izmantot mediciniskajos dokumentos fiksétos pacientu datus bez informétas
piekriSanas sanemsanas, noteikti Pacientu tiesibu likuma 10. panta 7., 8. un 8. dala

Pétniekiem, kas nav studéjosie, mediciniskajos dokumentos fikséto datu izmantosanai
pétijuma jasanem SPKC atlauja (MK noteikumi 446 «Kartiba, kada atlauj izmantot pacienta
datus konkréta pétijuma»

Janem vera, ka atlasot datus no pacientu mediciniskajiem dokumentiem, Sie dati sakotnéji nav
anonimi, tie ir personas dati, lidz ar to pétnieks apstrada personas datus un ir pilniba
jaaizpilda iesnieguma V. dala


https://likumi.lv/ta/id/203008-pacientu-tiesibu-likums
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Retrospektivi pétijumi ar mediciniskajos
dokumentos fiksétiem datiem

Ja planots izmanot datus bez piekriSanas sanemsanas (t.sk. gadijumos, kad dati
tiek atlasiti no mediciniskajjem dokumentiem un péc tam anonimizéti),
iesnieguma étikas komitejai V. dala ir japamato, kadé| ar samérigiem lidzekliem
nav iespéjams iegut informéto piekrisSanu un jaapliecina, ka pétijums tiks veikts
atbilstosi Pacientu tiesibu likuma 10. panta 8. dalas prasibam



https://likumi.lv/ta/id/203008-pacientu-tiesibu-likums
https://likumi.lv/ta/id/203008-pacientu-tiesibu-likums
https://likumi.lv/ta/id/203008-pacientu-tiesibu-likums

Retrospektivi pétijumi ar mediciniskajos
dokumentos fiksétiem datiem

Ja planots atlasit datus no pacientu mediciniskajiem dokumentiem un péc tam
tos anonimizét vai pseidonimizét, iesnieguma éetikas komitejai ir jaizskaidro,
kad un ka datu apstrades procesa personas dati tiks anonimizéti vai
pseidonimizéti, no pétijjumam nepiecieSamajiem datiem atdalot personu
identificéjosos datus, un iegustot datus, péc kuriem neviens tiesi vai netiesi
nevar identificét datu subjektu

lesnieguma VII. dala nepiecieSams aprakstit anonimizacijas vai
pseidonimizacijas procesu, precizet, kadi tieSi dati tiks ieguti un apstradati
pétijuma vajadzibam no pacientu mediciniskajiem dokumentiem, ka ari
noradit datu parzini



Retrospektivi pétijumi ar mediciniskajos
dokumentos fiksétiem datiem

Ja tiek izmantoti dati no pacienta mediciniskajiem dokumentiem,
atbilstosi Pacientu tiesibu likuma prasibam par to ir jaizdara atzime
mediciniskajos dokumentos

10.pants. Pacienta datu aizsardziba
[..]

(9) Sa panta septitaja, astotaja un 8.1 dala minéto informaciju
arstniecibas iestade pétijuma vajadzibam sniedz, izdarot par to
atzimi mediciniskajos dokumentos.



Informats Pirms tiek uzsakta daliba péetijuma

piekrisana !Dietie_kfami dz_audz Iai_kg., lai varétu
KAD? iepazities ar informaciju un uzdot
jautajumus




Pielikumi - informétas piekrisanas
dokumenta saturs

Informetas
piekrisanas
dokuments
l. Informacija par Il. Informacija par
petijumu un petijuma personas datu
dalibnieku tiesibam apstradi




Anonimas anketas ievada dala

Aicinam Jus piedalities [pétijuma veicéjs] veikta pétijuma par [pétijuma temal] [pétijuma nosaukums], aizpildot
anonimu pétijuma anketu. Anketas aizpildiSana Jums aiznems aptuveni [..] minutes.

Pétijuma meérkis ir [pétijuma dalibniekiem saprotama valoda aprakstiet projekta meérki, un to, ka tiks izmantoti
pétijuma rezultati].

[Péetijuma dalibniekiem saprotama valoda aprakstiet iequvumu, ko sniegs sis pétijums. Ja ir paredzami riski
pétamajam personam (pieméram, anketa ir sensitivi jautajumi, kas var izraisit psihologisku reakciju), aprakstiet ari
tos.]

Piedalisanas pétijuma ir brivpratiga. Jums ir tiesibas atteikties aizpildit anketu, un Jusu atteikSanas neradis nekadas
neveélamas sekas.

Anketa ir anonima, JUs nebus iespejams identificét péc anketa sniegtas informacijas, un dati tiks izmantoti tikai
apkopota veida pétijuma meérka sasniegsSanai.

Ja Jums rodas jautajumi par So pétijumu, varat vérsties pie [pétijuma vaditaja kontakti, pieméram, epasts]



Péetijuma butiba un merkis

Pétijuma finanséjuma avots (ja tads ir)
Péetijuma proceduru butiba, norise un ilgums,
t.sk. informacija par apgrutinajumiem (papildus
vizites utt.)

leguvumi un riski, t.sk. pasakumi risku
noversanai vai mazinasanai

Privatuma aizsardziba un konfidencialitate
Pétijuma rezultatu pieejamiba

Informacija par rezultatu, datu, biologisko

ANANRN

Informacija par
petijumu un

AN N NN

petijuma
dalibnieku paraugu talako izmantosanu, t.sk. par

komercialu izmantosanu

Petijuma dalibnieku tiesibas, t.sk. tiesibas

atteikties piedalities vai partraukt dalibu

jebkura laika

v Pétnieka un étikas komitejas
kontaktinformacija

AN

tiestbam

Ovjedo konvencijas papildprotokols par biomedicinas pétijumiem, 13. pants
PMA Helsinku deklaracija, 26. pants




v' Detalizéta informacija par personas datiem,
kas tiks apstradati pétijuma

Info rmécija par v" Informacija par personas datu uzglabasanu,

t.sk. par uzglabasanas ilgumu un par ricibu

gadijuma, ja persona partrauc dalibu pétijuma

Informacija par datu parzini

Datu parzina kontaktinformacija

Tiesibas iesniegt sudzibas

personas datu
apstradi

AN

LR Fizisko personu datu apstrades likums
Eiropas Parlamenta un Padomes regula (ES) 2016/679 par fizisku personu
aizsardzibu attieciba uz personas datu apstradi




* Dalibai pétijuma ir jabut brivpratigai
e Peétijuma dalibnieks jebkura laika drikst

Autonomija un brivi atsaukt savu piekrisanu dalibai
pétijuma, ari tad, ja pétijums ir uzsakts

informeta
piekri§ana * Ja pétijuma tiek izmantoti personas dati
vai biologiskie paraugi, jabut planam, kas
ar tiem notiks, ja cilvéks partrauks dalibu
petijuma




Informeta

piekrisana

Latvijas sociologu étikas kodekss nosaka, ka

informéta piekrisana ir jasanem:

(1) ja dati tiek ievakti no cilvekiem jebkura
komunikacijas, mijiedarbibas vai
starpniecibas procesa vai

(2) ja cilveku uzvediba tiek novérota privata
konteksta, kur individs passaprotami
sagaida, ka nenotiek nekada novérosana


http://sociologija.lv/etika-2/lsa-kodekss

Pétijuma dalibniekam ir jasanem visa informacija
par péetijumu un jasniedz informéta piekrisana

Gadijumi, kad dalibnieks netiek informeéts vai tiek
maldinats par pétijuma meérki, zinatneé tiek pielauti
tikai Tpasos iznémuma gadijumos ar étikas
komitejas atlauju.

|\/|a|diné§ana Latvijas Sociologu etikas kodekss nosaka:

petljuma Sociologi neizmanto maldinosus panémienus, (1) ja
vien vini nav noteikusi, ka tas ir attaisnojams ar
pétijuma talako zinatnisko, izglitojoso vai praktisko
vértibu un ka nav iespéjams izmantot citas
efektivas alternativas metodes, kuras nav lietota
maldinasana, un (2) vini ir konsultejusies ar
ekspertu pétniecibas éetikas jautajumos vai Latvijas
Sociologu asociaciju.



http://sociologija.lv/etika-2/lsa-kodekss

 Gadijumos, ja potencialais pétijuma
dalibnieks ir nepilngadigs, ir jasanem
bérna vecaku (likumiga parstavja)
piekriSana dalibai pétijuma

Nepilngadigi

petijuma R L
dalibnieki . Tom.er weplalktfs_!r svarlgl_lnf(?rmet ari

nepilngadigo pétijuma dalibnieku un
sanemt vina apstiprinajumu (angl. —
assent)




e Jebkura gadijuma nepilngadigajiem vai
personam, kuras nespéj paust savu
gribu, ir tiesibas sanemt informaciju par

_ ¢ pétijumu, atbilstosi savam uztveres

informéta spéjam un sapratnei

piekrisana

Autonomija un

* |rjanem véra bérna nevélésanas
piedalities pétijuma
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https://www.nuffieldbioethics.org/publication/children-and-clinical-research-ethical-issues/



Nepilngadigi

petijuma
dalibnieki

Medicinas pétijumos, atbilstosi Pacientu
tiesibu likuma prasibam, vecaku
(likumiga aizbildna) piekrisana jasanem
lldz 18 gadu vecumam un no bérna 14
gadu vecuma ir jasanem ari pasa
pétijuma dalibnieka piekrisana



Nepilngadigie

un informeta
piekrisana

Latvijas sociologu asociacijas etikas

kodekss nosaka, ka vecaku vai aizbildnu

piekriSana dalibai pétijuma jasanem lidz
16 gadu vecumam, vienlaikus sanemot
ari pasa bérna piekrisanu


http://sociologija.lv/etika-2/lsa-kodekss
http://sociologija.lv/etika-2/lsa-kodekss
http://sociologija.lv/etika-2/lsa-kodekss

* Aritad, ja pétijums saistits tikai ar
minimalu risku ta nepilngadigajiem
dalibniekiem, tomeér butu ieteicams

Nepilngadigi informét vecakus, dodot iespéju

pétijuma atteikties no bérna dalibas pétijuma

dalibnieki e Pieméram, klases audzinatajs e-klasée
izsUta informaciju par anonimu aptauju,
noradot, ka vecaki var atteikties no bérna
dalibas aptauja lidz noteiktam datumam




Eiropas Padomes vadlinijas
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TAVA VESELIBA, -t e
TAVS LEMUMS!

LEMUMOS PAR SAVU VESELIBU
GALVENAIS VESTIJUMS BERNIEM
no Eiropas Padomes
vadlinij@m par bérnu dalibu [@mumu pienemsand par savu veselibu

https://www.coe.int/en/web/bioethics/guide-to-children-s-participation-in-decisions-about-their-health



Personas, kuras

nespej paust
savu gribu

Personas, kuras nespéj paust savu gribu,
medicinas pétijuma drikst iesaistit tikai
tada gadijuma, ja pétijuma rezultati var
dot realu un tiesu labumu pétijuma
dalibnieka veselibai, nav iespéjams veikt
pétijumu ar pétijuma dalibniekiem, kas
Spéj paust savu gribu, kurs dotu
salidzinamu efektu un persona nav
izteikusi iebildumus pret vina iesaistiSanu
pétijuma (sk. Ovjedo konvenciju
https://likumi.lv/ta/lv/starptautiskie-
ligumi/id/1410 )

Jasanem likumiga parstavja piekrisana



https://likumi.lv/ta/lv/starptautiskie-ligumi/id/1410
https://likumi.lv/ta/lv/starptautiskie-ligumi/id/1410
https://likumi.lv/ta/lv/starptautiskie-ligumi/id/1410

Risku izvertesana




Risku

izvertesana

Minimalais risks — neparsniedz risku, ar
ko cilvéks sastopas ikdiena

Risku un ieguvumu sameérs pétijuma
dalibniekam un sabiedribai kopuma

Ka pétnieks rikosies, lai novérstu risku?



* Risks ir jasameéro ar ieguvumiem

e Vai pétijuma rezultati varétu dot
labumu/ieguvumu sabiedribai?

Sabiedribas

e Ka izvertet sabiedribas ieguvumu?

leguvums

e Vai pasi potencialie pétijuma dalibnieki
atzist, ka pétijums varétu but vertigs?
o lidzdalibas pétijumi (participatory research)
o amatierzinatne (citizen science)




VI. RISKU UNIEGUVUMU ANALIZE
Kadi ir fiziskie un/vai psihologiskie
riski pétijuma dalibniekiem?

Kadi pasakumi tiks veikt: risku
samazinasanal un pétijuma
dalibnieku aizsardzibai?

Kads ir petijuma rezultata
sagaidamais ieguvums sabiedribai?
Kads 1ir petijuma rezultata
sagaidamais ileguvums pétijuma
dalibniekiem (ja tads ir sagaidams)?

b WP L (- S ——— TS




VII. PERSONAS DATU IEGUVE UN APSTRADE

Kadi dati tiks 1egtiti un apstradati
petljuma — tikai anonimi dati vai art
personas dati?

Ja péetijuma tiks iegiiti un apstradati
tikai anonimi dati, turpmakas sadalas
VII iesnieguma dala nav jaaizpilda.
Kadi personas dati tiks iegiiti un
apstradati petijuma?

Detalizeti aprakstiet personas datu

veidus, t.sk. petijuma izmantotos ipaso
kategoriju datus (veselibas dati,
genetiskie dati, biometriskie dati, dati,
kas atklaj rases, etnisko piederibu,
politiskos uzskatus, religisko, filozofisko
parliecibu, dalibu arodbiedribas, dati
par personas dzimumd=vi vai seksualo
orientaciju).

Vai pétijuma tiks veikta citiem
meérkiem iegiitu personas datu
sekundara apstrade (pieméram, tiks
apstradati dat1 no pacientu
mediciniskajiem dokumentiem,

_ reoistriem. datu bazém. arhiviem)? _




Anonimizacija un
pseidonimizacija




Anonimizacija un pseidonimizacija

Datu valsts inspekcija konstatéjusi, ka nereti jédziens pseidonimizacija, tiek jaukts ar citu personas datu aizsardziba
izmantotu terminu — anonimizacija. Tapat konsultaciju laika secinats, ka uznémeéjiem un citam personam, kas
intereséjas par personas datu aizsardzibu nav pilniga prieksstata par to, kados gadijumos pseidonimizacija
izmantojama.

Datu “pseidonimizacija” atbilstosi Datu regulai [1] nozimé jebkuras informacijas, ko varétu izmantot personas
identificésanai, aizstasanu ar pseidonimu vai, citiem vardiem sakot, vertibu, kas nelauj personu tiesi identificét.[2]

Pseidonimizacija péc butibas ir viens no personas datu aizsardzibas tehniskas aizsardzibas rikiem, jo pieméram

gadijuma, ja pseidonimizéta informacija nonak treso personu riciba tas nepieliekot papildu pules nespgj Sis zinas
attiecinat uz konkréetu fizisku personu. Lidz ar to apstradata informacija vismaz sakotnéji ir pasargata.



Anonimi/anonimizéeti dati

Anonima ir informacija, “kura neattiecas uz identificétu vai identificejamu fizisku
personu, vai personas datiem, ko sniedz anonimi tada veida, ka datu subjekts
nav vai vairs nav identificejams.”

ES Vispariga datu aizsardzibas requla, 4. pants.

“Datus var uzskatit par anonimizétiem, ja personas vairs nav identificéjamas. Ir
svarigi atzimét, ka lai persona butu identificéjama ta nav obligati janosauc varda.
Ja ir cita informacija, kas lauj izdalit personu no lidzigu personu grupas tad sSo
personu joprojam var uzsﬁatTt par identificétu. Lai datus uzskatitu par
anonimizetiem ir jadzés sakotnéjas informacijas kopas, lai novérstu iespéju, ka
anonimizacija varétu tikt padarita atgriezeniska. Ja tas netiek paveikts,
informacija bus uzskatama par pseidonimizétu nevis anonimizétu.”
| https://www.dvi.gov.lv/Iv/jaunums/dviskaidro-29072022
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Anonimitate un

konfidencialitate

Pétijuma tiek garantéta anonimitate, ja
ne tikai pétijuma publikacijas lasitaji, bet
ar1 pats pétnieks nevar sasaistit noteiktus
datus ar konkrétu pétijuma dalibnieku,
nevar identificét pétijjuma dalibnieku

Pétijuma tiek garantéta
konfidencialitate, ja pétnieks var
identificét pétijuma dalibniekus, bet
nepublisko Sos datus

Ja tiek saglabata kodu atsléga, kodéti dati
nav anonimi, tie ir pseidonimizéti dati, uz
kuriem attiecas personas datu drosibas
prasibas



* Liela dala pétijumu pétijuma dalibnieki
nevar but anonimi pétijuma procesa, jo
pétnieks iegust informaciju no
identificejamam personam

Anonimitate un

konfidencialitate e Anonimitati parasti ir iespéjams garantét,
ja tiek veidots kvantitativs pétijuma
dizains un izmantotas anonimas anketas




“Pseidonimizacija ir personas datu
apstrade, ko veic tada veida, lai personas
datus vairs nav iespéjams saistit ar
konkrétu datu subjektu bez papildu
informacijas izmantosanas, ar noteikumu,
ka sada papildu informacija tiek turéta

_ - atseviski un tai pieméro tehniskus un
Pseidonimizacija organizatoriskus pasakumus, lai
nodrosinatu, ka personas dati netiek saistiti
ar identificetu vai identificejamu fizisku
personu.”

ES Vispariga datu aizsardzibas requla, 4.
pants.




Pseidonimizacija

Pseidonimizacijas procesa efektivitate ir
atkariga no vairakiem faktoriem
kura datu apstrades procesa stadija to pielieto
cik ta ir drosa pret atpakal izsekojamibu
cik liela ir datu kopa, kura personas dati ir
pseidonimizéti
kada ir iespéja sasaistit individualus ierakstus ar
to pasu personu u.tml.

Pseidonimiem vajadzéetu but nejausi
izvélétiem un ieprieksS nenosakamiem

Pseidonima izmantoSana nozimég, ka pastav
iespéja nonakt atpakal pie personas un
personas identitati var atklat, tacu tikai jau
ieprieks konkretizétos apstak|os

www.dvi.gov.lv



Kodéeta

informacija

Kodeéti dati ir klasisks pseidonimizacijas piemeérs

Informacija attiecas uz personu, kura ir aizstata ar kodu, bet
koda atslega, kas lauj sasaistit kodu ar parastajiem personas
identifikatoriem (pieméram, ar personas vardu, dzimsanas
datumu, adresi u.tml.), tiek glabata atseviski.

www.dvi.gov.lv



Problemas

Pétnieki ne vienmeér atskir anonimizaciju un pseidonimizaciju

Nav pietiekamas izpratnes par tieSiem un netieSiem identifikatoriem

Eiropas limena diskusijas par to, kas ir anonimi dati




ES Vispareja tiesa
T-557/20, SRB v EDPS

Document 62020TJ0557 ? & « Share

Visparejas tiesas spriedums (astota palata paplasinata sastava), 2023. gada 26. aprilis.

Vienota noregulejuma valde pret Eiropas datu aizsardzibas uzraudzitaju.

Personas datu aizsardziba — Kompensacijas procediira akcionariem un kreditoriem péc bankas noreguléjuma — EDAU lemums, ar ko
konstate, ka VNV nav pildijusi savus pienakumus saistiba ar personas datu apstradi — Regulas (ES) 2018/1725 15. panta 1. punkta d)

apakspunkts - Jedziens “personas dati” — Regulas 2018/1725 3. panta 1. punkts - Tiesibas pieklut lietas materialiem.
Lieta T-557/20.

Court reports — general — ‘Information on unpublished decisions' section

ECLI identifier: ECLI:EU:T:2023:219

https://eur-lex.europa.eu/legal-content/LV/TXT/?uri=CELEX:62020TJ0557
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European Court Finds Pseudonymized Data is Not

Personal Data in the Hands of Recipient That Can’t
Re-identify It

https://www.goodwinlaw.com/en/insights/blogs/2023/05/european-court-finds-pseudonymized-data-is-not-
personal-data-in-the-hands-of-recipient-that-cant-rei
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In a Landmark Decision, EU Court Clarifies
When Pseudonymised Data Is Not Personal

Data Under the GDPR

November 3, 2025

Skadden Publication / Cybersecurity and Data Privacy Update

https://www.skadden.com/insights/publications/2025/11/in-a-landmark-decision-eu-court-clarifies
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Galvenas atzinas

Pseidonimizéti dati, ar kuriem viena puse dalas ar otru, nav uzskatami par personas datiem no
sanémeéja viedokla, ja sanéméjam nav likumigu lidzeklu, lai identificétu datu subjektus

“Identified or identifiable”: General Court ruling on pseudonymized personal data

The General Court clarified that the analysis of whether or not data is pseudonymized and therefore personal data, or anonymized and therefore
outside of the scope of the GDPR, should take into account the circumstances of the party holding the data. The General Court found that
pseudonymized data shared with a third party will not be considered personal data in the hands of the recipient, where the recipient does not have
the additional decoding information required to re-identify the data subjects and no legal means of obtaining this information. The fact that the
sender of pseudonymized data has the decoding key, and therefore the means to re-identify data subjects, is considered irrelevant.

https://www.goodwinlaw.com/en/insights/blogs/2023/05/european-court-finds-pseudonymized-data-is-not-
personal-data-in-the-hands-of-recipient-that-cant-rei
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EU General Court Clarifies When
Pseudonymized Data 1s Considered
Personal Data

By Kristof Van Quathem on April 28, 2023

POSTED IN EU DATA PROTECTION

Pseudonymous or anonymous data. The General Court highlighted that, in line with the Court of
Justice’s decision in Breyer (see our blog here), in order to determine whether pseudonymized
information transmitted to a data recipient constitutes personal data, it is necessary to consider
the data recipient’s perspective. If the data recipient does not have any additional information
enabling it to re-identify the data subjects and has no legal means available to access such
information, the transmitted data can be considered anonymized and therefore not personal data.
The fact that the data transmitter has the means to re-identify data subjects is irrelevant and does
not mean that the transmitted data is automatically also personal data for the recipient.

https://www.insideprivacy.com/eu-data-protection/eu-general-court-clarifies-when-pseudonymized-data-is-
considered-personal-data/



Tomer...

Pagaidam nav nacionalo datu aizsardzibas institlciju interpretacijas, t.sk.
attieciba uz zinatné izmantojamiem datiem

Tik un ta paliek probléma par detalizétiem datiem, kas rada reidentifikacijas
risku — tos visdrizak nevarétu uzskatit par anonimiem, pat ja kodu atsléga nav
pieejama datu sanémeéjam
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Post-identifiability in changing sociotechnological
genomic data environments

Kaya Akyliz , Melanie Goisauf, Gauthier Chassang, tukasz Kozera, Signe Mezinska, Olga Tzortzatou-

Nanopoulou & Michaela Th. Mayrhofer
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Vai pétijuma tiks veikta citiem
meérkiem 1egiitu personas datu
sekundara apstrade (pieméram, tiks
apstradati dati no pacientu
mediciniskajiem dokumentiem,
registriem, datu bazém, arhiviem)?
Ja ja, sniedziet informaciju par datu
avotiem.

Vai pétijuma ir planota pétijjuma
dalibnieku novéroSana vai
1zsekoSana (pieméram, ievacot
geolokacijas datus ar elektronisku
iericu palidzibu)?

Vai pétijuma ietvaros tiks veikta
personas datu pseidonimizacija vai
anonimizacija?

Ja ja, izskaidrojiet pseidonimizacijas
vai anonimizdcijas procesii.

Cik 1lg1, kur un ka tiks uzglabati
personas dati pétijuma ietvaros?
Kam biis piekluve personas datiem
pétijuma ietvaros?




r - -y -—-—— - - - - -

Kas notiks ar personas datiem, ja
persona partrauks dalibu pétijuma?

Kas ir personas datu parzinis Saja
petijuma?




Va1 petijuma tiks 1izmantoti
cilvéka izcelsmes biologiskie
paraugi (pieméram, asins, audu,
§tinu, siekalu, 1zelpota gaisa,
urina, fecu, matu, nagu paraugi)?
Ja ja, detalizeti aprakstiet planoto
paraugu skaitu, veidus, ieguves
avofti.

Vai petijuma tiks izmantotas
cilvéka sunu linijas?

Ja ja, detalizeti aprakstiet Sitnu
[tniju veidu un ieguves avotu.

Cik 1lg1 un ka tiks uzglabati
pétijuma 1zmantotie cilvéka
izcelsmes biologiskie paraugi?
Kas notiks ar pétfjuma 1etvaros
iegiitajiem biologiskajiem
paraugiem, ja persona partrauks
dalibu pétijuma?




X. STARPTAUTISKA SADARBIBA
Vai pétijuma ir 1esaistiti sadarbibas
partneri no citam valstim? Ja ja,
nosauciet visas lesaistitas valstis.
Vai pétijuma 1etvaros ir planots
importét/eksportét personas datus
no/uz ES valstim vai valstim arpus
ES? Ja ja, detalizét1 aprakstiet
planotas darbibas.

Vai pétijuma ietvaros ir planots
importét/eksportét cilveka
izcelsmes biologiskos paraugus vai
§tinu linijas no/uz ES valstim vai
valstim arpus ES? Ja ja, detalizéti
aprakstiet planotas darbibas.

Vai starptautiska sadarbiba ietver
cita veida darbibas, kas var radit
etiskas probléemas? Ja ja, detalizeti
aprakstiet planotas darbibas.




PIELIKUMA (nevajad=zigo izd-ést)

Informacija pétijuma dalibniekiem un informeétas piekriSanas veidlapa
Petijuma protokols

Aptaujas anketa

Cit1 dokumenti vai pétijuma instrumenti (norddit kadi).
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Atvertie dati un etika
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Atverta zinatne

«Atverta zinatne (Open science) — zinatniska procesa pieeja,
kas nodrosina publikaciju un pétijumu datu publisku
pieejamibu digitala formata bez ierobezojumiem vai ar
minimaliem ierobezojumiem, ka ari padzilinatu sabiedribas
iesaisti pétniecibas procesa.»

https://www.izm.gov.lv/Ilv/media/17069/download
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Dazas definicijas

«Atvértie dati (Open data) — brivi pieejama bezmaksas informacija bez atkartotas izmantoSanas
ierobezojumiem, kuru var redigét un automatizéti apstradat ar brivi pieejamam
lietojumprogrammam.»

«Atverta piekluve (Open access) — bezmaksas, briva, tulitéja, nemainiga brivpieejas tiesSsaistes
piekluve bez jebkada veida ierobezojumiem pilnteksta publiski finansétiem zinatnisku pétijumu
rezultatiem, kas |lauj lietotajam automatizéeti tos apstradat (lasit, lejupieladéet, kopét, izplatit,
drukat, meklét un citét vai izmantot jebkura cita likumiga veida) ar brivi pieejamam
lietojumprogrammam.»

Latvijas atvértas zinatnes stratégija
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zelta piekluve

e publicésanas prakse, kas paredz zinatniska pétijuma rezultatu gala
versijas tulitéju un brivu publisku pieejamibu jebkuram interneta
lietotajam bez maksas. Atvertas “zelta” piekluves zinatniska
pétijuma rezultati var tikt publiceti atvéertas piekluves zurnalos,
monografiju sérija, saglabajot autortiesibas uz darbu

o zala piekluve (jeb pasarhivésana)
AtvBrtis 7213 pekluve (jebpasartivesana)

. - e publicéSanas prakse, kad autors (vai vina parstavis) publicé rakstu
p|e kl uves vel d | zurnala, vienlaikus pasarhivejot savas publikacijas nerecenzéta
‘ (preprint) vai recenzéta (postprint) manuskripta variantu, vai
publicétu rakstu

dimanta piekluve

e publicéSanas prakse, kad publikacija ir brivi pieejama lasitajiem no
izdevéja vietnes (tapat ka “zelta piekluve”) un autors nesedz
publicésanas izmaksas (tapat ka “zalaja piekluve”); par “dimanta”
atvertas piekluves Zurnaliem sauc zurnalus, kuros visi raksti tiek
publicéti bez maksas un ir brivi pieejami

www.izm.gov.lv/Ilv/media/17069/download
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Quality and integrity: open science should respect academic
freedom and human rights and support high-quality research
by bringing together multiple sources of knowledge and making
research methods and outputs widely available for rigorous review
and scrutiny, and transparent evaluation processes.

Collective benefit: as a global public good, open science should
belong to humanity in common and benefit humanity as a whole.
To this end, scientific knowledge should be openly available and
its benefits universally shared. The practice of science should
be inclusive, sustainable and equitable, also in opportunities for
scientific education and capacity development.

Equity and fairness: open science should play a significant role in
ensuring equity among researchers from developed and developing
countries, enabling fair and reciprocal sharing of scientific inputs and
outputs and egual access to scientific knowledge to both producers
and consumers of knowledge regardless of location, nationality, race,
age, gender, income, socio-economic circumstances, career stage,
discipline, language, religion, disability, ethnicity or migratory status,
or any other grounds.

Diversity and inclusiveness: open science should embrace a
diversity of knowledge, practices, workflows, languages, research
outputs and research topics that support the needs and epistemnic
pluralism of the scientific community as a whole, diverse research
communities and scholars, as well as the wider public and
knowledge holders beyond the traditional scientific community,
including indigenous peoples and local communities, and social
actors from different countries and regions, as appropriate.

Atvertas zinatnes
pamatvertibas

Kvalitate un integritate
Kolektivais ieguvums
Vienlidziba un taisnigums

Dazadiba un ieklausana

UNESCO Recommendation on Open Science
https://unesdoc.unesco.org/ark:/48223/pf0000379949.locale=en
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Etiskas probléemas

Péetijuma dalibnieku informéta piekrisana

Atvértie dati ka apdraudéjums dzivniekiem, augiem, ekosistémam, kulttras
mantojumam

Nevelésanas dalities ar datiem atvéertaja pieeja
Resursu pieejamiba atvertas zinatnes istenosanai
Interesu konflikti

Etikas problémas atvértaja recenzésana

Nerecenzeétu manuskriptu publicésanas étiskas problemas
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CASE 7: Open access biodiversity data

SOURCE: Quinn, A. (2021). Transparency and secrecy in citizen science: Lessons from
herping. Studies in History and Philosophy of Science Part A, 85, 208-217.
https://doi.org/10.1016/.shpsa.2020.10.010

eBird is an online platform for posting observations of birds that was launched in 2002 by
the Cornel Lab of Ornithology. Now eBird is among the world's largest biodiversity-related
science projects with more than 100 million bird sightings contributed annually by
eBirders around the world. In 2008, the success of eBird inspired three students to
develop a platform for natural history observations of any organism - iNaturalist. Now
iNaturalist is maintained by the California Academy of Sciences and the National
Geographical Society. As of 2020, iNaturalist hosted 42 427 731 observations contributed
by 1 149 886 observers.

Both platforms bring substantial epistemic benefits by contributing data for natural
sciences and life sciences research, as well as for educational purposes. As A, Quinn points
out: “Citizens contributing observations in a casual manner can rapidly expand the scale
of the dataset far beyond what is possible using traditional research methods. Moreover,
it is not even possible to predict what kind of knowledge can be pulled from long-term,
huge datasets.” Besides that, the platforms encourage many people to experience nature.
However, the popularity of the platforms also may create a danger for many species.
Smartphone photos uploaded by volunteers contain location coordinates, and, for
example, iNaturalist by default makes observation locations visible to all users. While
users can choose an option to hide observation locations when uploading data, it is easy
to forget to enable this function and there still is a potential for overrides. Many users also
are unaware of the risks tied to sharing location information. While iMaturalist
automatically hides location data for some species in need of conservation, users are
primarily accountable for hiding location data.

The main concern is that the information might be used by poachers. For many species,
the more severe threat is the destruction or degradation of habitat. A record of an
interesting species on iNaturalist might attract many people who might go to look for the
species. But as many people are ignorant of what interventions can destroy habitat, such
visits might turn out to be fatal for the animals. This concern is especially raised by the
community of herpers as herps (amphibians and reptiles) are very sensitive to any

_ changes in their habitat. _




CASE 14: Open geospatial data in agriculture research

Prince Czarnecki, J. M., & Jones, M. A. (2022). The problem with open geospatial data for
on-farm research. Agricultural & Environmental Letters, 7(1), e20062.
https://doi.org/10.1002/ael2.20062

On-farm research in agriculture may involve collection of spatially referenced farm data,
such as fertilizer application, plant populations, and yield, which can be traced back to
individual properties and private collaborators. At the same time, this type of research
lacks comprehensive approaches for de-identifying geospatial data. Commonly used
techniques for general geospatial data, like random perturbation and temporal cloaking,
are not well-suited for farm data. Shifting point locations and altering time stamps may
distort statistical measures of the data without ensuring adequate privacy. Another
approach involves removing geospatial references and rescaling points to a spatially
correct grid. While this helps to keep spatial relationships, it hinders contextual analyses
as features with geographic concurrence cannot be identified and it is not possible to use,
e.g. climate data for analysis.

In the situation where publishers and funders require researchers to share research data
in open access, researchers in the field of on-farm research face challenges to ensure open
access and at the same time safeguard the privacy of farm owners. Some researchers state
that insisting on the publication of the data may make the involvement of collaborators
more complicated, and the requirement of de-identification of data may make on-farm
research more challenging.

_




CASE 13: Data privacy in water sciences

Zipper, 5. C. et al. (2019). Balancing open science and data privacy in the water
sciences. Water Resources Research, 55(7), 5202-5211.
https://doi.org/10.1029/2019WR025080

Open science practices, like sharing data, research results and code, are providing new
opportunities to scientists working in the field of water science, e.g., by enhancing data
availability and reproducibility. However, as physical and social science domains are
merging in fields like socio-hydrology, researchers may inadvertently compromise
privacy and security when sharing sensitive information in open access. High-
resolution spatial data, including satellite data, hydrological model outputs, and other
geospatial datasets, are widely used in hydrologic sciences. This type of data can be
sensitive, despite not meeting traditional human subject research definitions. For
example, 30% of farmers in lowa, US in a survey stated that collecting geospatial data
on private property compromises privacy. Also, other groups of data, like water or
electricity consumption, are potentially sensitive. The possibility of commercializing
the data amplifies these concerns by adding issues of data ownership.

Privacy and other risks may increase when researchers lack cultural understanding
and sensitivity. There have been cases when powerful groups or companies have
misused open data “at the expense of the intended beneficiaries of the shared data”™.
For example, the digitization of land records in Karnataka, India which was intended
to democratize information access, instead empowered wealthy landowners. These
concerns may be particularly important in environmental justice contexts, especially
when working with indigenous communities and historically disadvantaged groups.




CASE 9: Using sensitive data from social media

SOURCE: Suomela, T., Chee, F., Berendt, B., & Rockwell, G. (2019). Applying an ethics of
care to internet research: Gamergate and digital humanities. Digital Studies/Le Champ
Numérigue, 9(1). http://doi.org/10.16995/dscn.302

“The Gamergate controversy erupted during the summer of 2014 and quickly engulfed the
online gaming community in an intense debate about what and who belonged in gaming
culture. The conflict quickly escalated into another battlefront in the culture wars involving
gender, identity, and political beliefs [..]. Overt harassment of women and others who were
critical of aspects of gaming culture quickly became a dominant feature of online forums,
Twitter, and other media in which discussion about gaming culture occurred. Rape and
death threats were sent to prominent game developers and journalists, some of whom
were also doxed (had personally identifiable information such as home addresses
disseminated online). This harassment and other extreme expressions of hatred and
intolerance quickly eclipsed the alleged ethical issues in gaming culture that supposedly
was the impetus for Gamergate.”

Research done by Suomela et al. included building a primary data archive comprising data
collected online on the Gamergate controversy and including numerous instances of hate
speech. They describe the ethical challenges as follows:

“Privacy and reputation were the two biggest harms to research subjects that we discussed
and attempted to mitigate in the Gamergate project. The privacy of our subjects was
protected in two overlapping ways. First, the results of the research were reported only in
aggregate forms, and second, the sources for direct quotes were not identified [..]. Neither
method of privacy protection can completely guarantee that people will not be identified
because the activity we collected and analyzed occurred in online forums like Twitter that
anyone can search. A determined person could still recover the original source of a quote
by searching Twitter or the internet, so the results could not be completely anonymized.
The question of privacy is highly fraught when it comes to research about topics such as
Gamergate, which depends on the internet as the primary medium for communication.
Any quote from a publicly accessible website could potentially be re-identified after a
research study has been completed.”
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Sis gadijums parada vairakas problémas:

Nerecenzéeti manuskripti biezi sanem
mediju uzmanibu lidzigi ka pilniba
recenzéti raksti

. Nerecenzétiem manuskriptiem ir
Nerecenzeti potencials ietekmét zinatniskas un

manuskripti sabiedriskas diskusijas

zurnalistu interpretacijas var parspilét
un nepareizi atspogulot sakotnéjos
secinajumus

Molldrem, S., Hussain, M. I., & Smith, A. K. (2021). Open science,
COVID-19, and the news: Exploring controversies in the circulation of
early SARS-CoV-2 genomic epidemiology research. Global Public
Health, 1-14.
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