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University of Edinburgh: Ethical Action in Global research: a toolkit
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Meplypoppo pabnuatog

To mAalolo: TO KOWVOVLOTLKO CUOTNA TNE ETILOTNHOVLKAG £PEUVAC
lotopiki avadpoun

OL dpaoelc Tou mpoBAnpatiopol

[eyovota —opoonpo — apopuEC

EldKEC KaTnyopleg

AleBvec vopoBeTiko mAaiolo

EAANVLKO VOLOBETIKO TTAaioLo

Erdnuiec-mavdnuieg

Teachable Thinkfic Kajahi Podia LeamDash Adove Caplivate
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TO KANONIZTIKO 2Y2THMA THZ EPEYNAZ

H €peuva amo emiotnuovikr/noikn mAevpa =>
NenepOOUEVO KOl OPYAVWHEVO CUOTNHA KAVOVWYV Kal afLwv :
TPOLOV, OKOTIOC, TPAEELC Kol SpaoTNPLOTNTEC

e Xtadlo oxedlaopou (aviootnTeg, MapaPLAcELS KATT)
BMA Report 2001: Aviootnteg otnv vyeia, R & D

1996: 56 61c USS , 90% -> avaykeg Tou 10% tou mANBuopoU STadLlo amoKTtnong yvwong
(mpootaocia atopwy, LOLWTLKOTTA, ALOTIPETELA KATT)

e Jtadio xpRong kot emkovwviog mAnpodopLwv

e Xpnon N epappoyn TnG yvwong kat avtiAnyng rmou npokumtel amnod ta 1 & 2 (EAAewdn
Stadavelag, amoppnTo, MEPLOPLOUOC SNUOCLEVCEWV EK LEPOUC TWV XOPNYWV KATI)

Ethical Eye: Biomedical Research. Council of Europe 2004
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Journal of Perinatology (2006) 26, 5556
2006 Nature Publishing Group All rights reserved. 0743-8346/06 $30

SPECIAL FEATURE
Global notes: the 10/90 gap

waw.nature com/p

disparities in global health research

D Vidyasagar

Journal of Perinatology (2006) 26, 55—56. doi:10.1038/5}.jp.7211402;
published online 10 November 2005

Globally, the total amount of money, public and private invested in
health research and development is estimated to be 73 billion US
dollars a year. Although the poor represent 25% of world
population, they carry a disproportionate burden of disease and ill
health. Currently, however, less than 10% of global funding for
research is spent on diseases that afflict more than 90% of the
world’s population. This disparity in spending the health research
dollars on diseases that affect the rich rather than the poor
countries is known as “The 10/90 gap'.

In 1990, the Commission on Health Research and l)evelopmenll
recognized the seriousness of the matter. This led to the formation
of the Health Forum under the auspices of WHO. The Health
Forum is an international organization managed by a 20-member
council, the members of which are drawn from a wide variety of
partners: government policy-makers, donors, women’s
organizations, and international NGOs. The Health Forum’s report,
‘Health Research: Essential Link to Equity in Development,” made
several observations and recommendations. It identified four major
challenges the world will face in the coming decades: (1) high
burden of infectious diseases among the poor that can be addressed
using the existing cost-effective drugs; (2) continually increasing
threat of HIV/AIDS, Tuberculosis, and Malaria; (3) the increasing
epidemics of noncommunicable diseases, such as heart disease,
diabetes, and injuries, in the low- and middle-income countries;
and (4) disparities in efficiency and equitable health services in
different populations.

The Health Forum developed strategies and short- and long-
term agendas to help decrease the 10/90 gap through many
programs. [t recommended that there is a need to develop national
research agendas, develop new collaborations between private and

University of lllinois at Chicago Medical Center (DV). Chicago. IL. USA

reversing the disequilibrium. So far the Global Forum has held
nine annual meetings, each dealing with a specific topic of global
importance; the last was held in October 2005 in India.

A crucial factor that sets up the vicious cycle of the 10/90 gap is
the paucity of research in the developing countries. Investigators
are attempting to quantify this gap. For example, Mendis ef al.”
found that although 75% of the global cardiovascular disease
burden is borne by developing countries, research emanating from
these countries is minimal. They found that of the randomly
selected 3000 citations on the subject, 78% were from developed
countries and only 6—8% were from developing countries. Further,
there were no publications from 42 of the 192 WHO member states.
These issues are being addressed through establishment of research
units in developing countries.*

For conducting research, in addition to adequate funding, there
is a need for capacity building and free access to most current
information. Most countries cannot afford to subscribe to scientific
journals. Individuals aspiring to be clinical or basic scientists
cannot afford to maintain personal subscriptions to professional
journals. Recognizing these deficiencies and the importance of
rapid and steady flow of information, WHO took an initiative to
provide electronic access to biomedical journals for qualifying
countries.” The poor countries can easily establish electronic access
to libraries at no cost. Similarly, other notable journals, such as
Lancet and BMJ,” have enabled developing countries to access their
journals electronically at no cost. Still, these well thought projects
are severely curtailed because of inherent local issues of lack of
affordability of a computer and/or continuous availability of
electric power.

In spite of the above-mentioned concerns and activities of the
Forum to reverse the 10/9%0 gap, some believe that the 10/90 gap is
a myth.® They argue that drugs to treat the majority of the diseases
suffered by the nonr are almadv availahle in dewelonine conntries

& 64°F Cloudy ~ @



Tuxatomolnueveg KAVikEG MeAETEG: n apxn...
XpAon TN¢ OTPEMTOUUKIVNG KATA TNG pupATIWONC
(Medical Research Council)-Austin Bradford Hill

e 50Kg mpoodepOnkav oto MRC - $320.000
e ZnTApoTO KATOVOURG — 25.000 Bdavatol/tog AyyAia
e  MaUpn ayopd r} CUUETOXI) OE EpEUVA

e  avaykn tuxatomnoinong (Randomisation) Sir Austin BRADFORD HILL(1897-1991): xprion apxng Tuxaiou
SelylaTOC OTIG LOTOPLKN G ONUOCLOG EPEVVEG LA TN XPON OTPEMTOMUKIVNG Katd tn¢ pupatiwong (1946)
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Public Health Classics

This section looks back to some ground-breaking contributions to public health, reproducing them in their original form and adding a
commentary on their significance from a modern-day perspective. Robyn M. Lucas and Anthony J. McMichael review The environment
and disease: association or causation? by Sir Austin Bradford Hill on establishing relationships between illness and conditions of work
or living. The original paper is reproduced by permission of The Royal Society of Medicine Press Limited (http:/www.jrsm.org).

"environment and disease”
Robyn M. Lucas' & Anthony J. McMichael?

Epidemiological studies typically examine associations between
an exposure variable and a health outcome. In assessing the

causal nature of an observed association, the “Bradford Hill

criteria” have long provided a background framework — in the
words of one of Bradford Hill’s closest colleagues, an “aid to
thought” (1). First published exactly 40 years ago, these criteria
also provided biomedical relevance to epidemiological research
and quickly became a mainstay of epidemiological textbooks
and data interpretation (2). Their checklist nature suited the

studv of simnle direct cancarion hv diccinlines characrerized

(£ The missed lesson.. pdf A @ The missed lesso...html A

Association or causation: evaluating links between

studied may not provide true information about the relation-
ship between exposure and outcome in the source population,
with respect either to the relationship that the sample actually

disp! selection bias) or apparently displays (classification
bias). Epidemiologists therefore seck research settings and study
designs that maximize the signal-to-noise ratio.

These sources of noise, intrinsic to much epidemiological
research, require one to proceed cautiously in making causal
inference. Once sufficient studies have been done, in diverse

setrinas and adeanarelv limiring randam errar (an intrincic
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Mpw tov Kwdika tng NupeuBepyng

Odbnyia 29.12.1900- Npwootkou Yroupyeiou Yyeiag
EykUKkAlog 28.2.1931 leppavikou Yroupyeiov Eowteptkwv: «Richtlinien” (peta tnv unoBeon Luebeck)
Amnodaon 23.4.1936 lNpadeio Emtotnpovikol Zupfouldiov Pwolkol Koploaplatou tou Aaou yia tnv Yyeia

D.Human-S.Fluss: The World’s Medical Association’s Declaration of Helsinki: historical and contemporary
perspectives

1934: MPOoypa U UTIOXPEWTLKAG OTELPOTIOLNONG KOKATAAANAWY» ATOUWV
1939: MPOypPaUUA KEUYOVLKNGY»
OAokavtwua: levoktovia ERpaiwv

H « OUMLETOXH TOU LOTPLKOU ETAYYEALOTOG

MLOTOMOLNTIKA UYELG KOl LKAVOTNTOG OVOTTOPAY WY

Ynoxpéwaon Twv ylatpwv va avadEpouv 0ooug dev eBewpolvto «yeveTikd kabapoi» (oxillodpevelg,
ETUANTTIKOL, AAKOOALKOL, SLavVONTIKA avVATtNPOL KATI)

E€€taon yuvalkwv-peAloviikwv culUywv Twv SS

«METtpnon» XapOKTNPLOTLKWY TPOCWTIOU

Y R KNOWLEDGE \ KNOWLE



SOOI

KQAIKAZ THXZ NYPEMBEPIHZ (1947)

Ot Aikeg Tng NupepBEpyng
(London Charter of the International Military Tribunal, 8.8.1945)

Exovola cuykatdBeon ->

To neipapa va otoxeVeL o€ BETIKA yLa TNV Kowvwvia amoteAéopata (OxL Tuxala & axpnota), Ta omoia va
UNV popet va mpokUPouv pe dAAo TPOTO

MpémneL va €xeL mponynBel Epeuva og {wa Kal yvwon thS GUoLKAG Lotoplag tng acbévelag
210 neipapa va anogpelyetol KABs Ackomn cwpatikg i dtavontiky BAABN A ovog

To meipapa amoyopeVeTAL OTAV UTIAPXOUV a priori Adyol mou TBavoloyouv Tnv enéAeuon Boavatou N
avamnnplag (ektog av epeuvwpevol elval ol (SloL oL EpeuvnTEC)

O kivbéuvocg ev mpémel moTE va eival Sucavaloyog He To 0deAOC
WOt MposToLlacia-pETpa podUAaEnC
Ale€oywyn TOU TELPALOTOG Ao ATopa Ue avaloyn eknaidevon Kal epmnelpia

AuvaTtoTnTo aIoXWPENoNE TOU ATOUOU OO TO EPEUVNTIKO TIPOYPOUOL

Yroxpéwaon Tou €PEUVNTA VA OTAUATHOEL TO TEpAMA av €XEL AOYOUC va TILOTEVEL OTL, OPA TN OCWOTH
Sie€aywyn, To meipapa pnopel va kataAnéel o avannpia r; Odvaro.




TEFTONOTA - OPOzZHMA

1953: N.I.H. EAeyxo¢ epeuVNTIKWV TIPWTOKOAAWV
1962: OaAbouidbn 2>

1963: Jewish chronic diseases hospital (Brooklyn): sloaywyn KopKWLKWV KUTTAPWYV O€
NALKLWUEVOUC aoBevelg

1964: Awakripuén tou EAcLvkL 2>

1966: H.K. Beecher (Ethics and Clinical Research. N Engl J Med, June 16, 1966)- 22
HeAETEC pe apdiBoAo oxedlaopod, xwplc cuykatabson

1972: The Tuskegee Syphilis Study (1929)

1979: The Belmont Report (National Commission) cuykataBson, wdeAela, dSikaoouvn




Human Radiation Experiments 1944-1974: Xopriynon padtevepyou oldripou acfeotiov kot twdiov xwpig
EVNUEPWON, ouykatabeon, evdeielg. MNelpapata avBpwrvng aktivoBoliag o matdld PUe avamTUELaKES
Slatapayeg

Epeuvntikoi popeic: M.I.T., Harvard Medical School, Massachusets General Hospital, Boston University School
of Medicine

ACHRE (1994)
Advisory Committee on Human Radiation Experiments
. Mn Bepameutikn Eépguva o€ matdla
. Epeuva o puAaKIOUEVOUG
. Melpdpota e oupavio, TAOUTWVLO Kal padlevepyd LooToma
. Total Body Irradiation
. Melpapota oe avOpwIoug Kal TTUpNVIKA OTA

Advisory Commiltee o
Hiumnan Radiatior
Experimerts
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EIAIKEX KATHIOPIEX

MNawdla

QuAaKLOpEVOL

Alavontikwg acBevr atopa
DoLTtNTEG LaTPLKNG

lepapXlkwe KatwtepoL cuvadedol

EvomAec Auvapelg

EVKUEC yuvalikeg

EuBpua in vitro
AoBeveic oe TEN

TpodLuol ynpokopeiwv

OLKOVOULKA EVAAWTO ATOpA

EOVIKEG Kot GUAETIKEC LELOVOTNTEC-

TIPOOPUYEC

AvepyoL Kol aoTeyol
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British Medical Association-Report on Medicine and Human Rights
[BMA 2001]

H €peuva kaBodnyeital amo pia embupia va Katavonoel KaVeLG TOUG UNXavVIoHoUE TG acBévelag Kat va
avalnTAOEL AMOTEAECUATIKOUG TPOTIOUG MPOANYNG Kal Beparmeiag. 'OuwC, o0& EEAIPETIKES TIEPUTTWOELS AKOUN
Kol autoi oL avIpwrnioTiKoi oKomoi uropouv va givat enikivéuvod....

e H efouoia kal n emppon tou epeuvnti

e H efaptwpevn katdotoon MANBUCUWV TTOU  ETUAEYOVTAL WG UTTOKELEVA EPELVAC

e H «eBvikn avaykn» dle€aywyng €peuvag Kol ol KUBEPVNTIKEG TILECELG

e H akpaia anoctaclonoinon kat n EAAeLPn omolacdnoTe CUUMABELOG E TO UTIOKELHEVA
NG EPEUVOC

e HavtiAnyn otL peptkol avBpwrol eivat «dtabeoipoy f Pplokovral

0E «TEAELWTLKO» oTAdLo m

e H puotkotnta

Biomedical

Ethical Eye: Biomedical Research.
Council of Europe Publishing 2004




MapAadelypa yLo TNV Kotnyopilo Twv atopwy o€ KpAatnon:
Barred from better medicine?
Reexamining regulatory barriers to the
inclusion of prisoners in research

2015, President Obama:

Precision Medicine Initiative (PMI)

10etéc mpoypaupa PMI All of Us Research Program
e JuA\oyn Bodelypatwy

¢ HAEKTPOVLIKA LOTPLKA OpXELQL,

e Epeuveg yla tpomo {wn¢ Kal cupmnepltdpopd —cuAloyr deSopévwy

> HEOW KLVNTWV €dappoywyV Kot atodntipwv
> MANBUopOU OTOXOoU 1 €K ATOUWV AVILTPOCWIIEVTLKOU TNG TtoLKIAopopdilag tou
€06voug
ZntApato

Eldika Opata kot puAakiopévol: HIV/AIDS, female prisoners.
QOUAAKLON ATOUOU CUUUETEXOVTOC OTNV £PEUVQ;
To NIH mpémet va Stapopdwoel L6LKN AVILUETWIILON £TOL WOTE Ta

E PRECISION
MEDICINE INITIATIVE

haad i

ATOpO AUTA VA TAPAUELIVOUV OTNV KOOPTH. TH
l



Guidelines for research

ethics on human remains
Cule s foc Pssanch Hle Norwegian Ethics Committee

<&

-0€BAOUOC yLa TOV VEKPO QVEEAPTHTWE KATAYWYNG
-0€Ba0UOG OTOUG ATIOYOVOUG

-0eBaopog otnv opdda- o AAAEG OpAdEC
-0€Baopog ot omaviotnTa f TN LovadlkoTnTo Tou

UALKOU av To (610 UALKO o€ GUANOYEC UTtOpEL Va

€EUTINPETAOCEL TOV OKOTIO TNG EPEVVOG, TIPOTLUATOL
EKTILNON TNC EPLKTOTNTAC KOL TWV CUVETIELWV TNG
EPEuvaC

-0eBaopOG 0TOUG AANOUC EPEVUVNTEC

-oUVOnKeg aveLPeONC UALKOU

-onuooia cuppopdwonc Ke tn vopobeoia

‘Epeuva o€ LETA-TIOAEULKEC XWPEC (post war countries) o2 - ;_,__r""".E,N,T’ o

P 95\; .
&N KNOWLE
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EAeuBepia TNG EPELUVAG: ATOULKO KOl KOWVWVLKO Sikaiwpa

Juvtayuo Ap.16 rmap.1
Juvtaypa 1975 (avabewpnoesic 1986,2001,2008,2019)

H texvn kai n emwotiun, n Epevva kat n dtbéaokaldia eival eAevdepec H avantuén kat n

ipoaywyn touc amoteAel unoxpewaon tou Kpatouc. H akadnuaikn eAevdepia kat n eAsulepia
¢ dtdaokaliac dev anaAdaocoouv amo to kadnkov tn¢ UMaKong oto Zuvtayua.

Neploplopol

2.2 map.1: Apxn ogfaopol tng avBpwrivng asiag

2.5 map.1: Aikaiwpa eAevBepng avamtuéng tng
TIPOCWTILKOTNTOG

2.5 map.2: Aikaiwpo Twng

2.7 map.2: AIKOULWHUO CWHATLKAG AKEPOLOTNTOG



EONIKH EMITPOINH BIOHOIKHZ KAl TEXNOHOIKHZ

www.bioethics.gr

Elonynon yLa T KALVIKEG HEAETEC OoTOV AvOp WO

Yuotaon: EAeyxoc pn mapeUBatikwy KAWVIKWY LEAETWY GOPUAKWVY

‘EkBeon yla toug BlolatplkoUc MELPAUATIONOUC OTOV AVOPWITO Kol TLG KALVIKEG SOKLUEC
dopUAKWV

‘EkBeon: Zuykpouon cupdepOVTIWY otn Blolatplkni Epeuva

‘EkBeon: nBLKA TNG €peuvac oTLC BLOAOYLKEG ETILOTAMEG

‘EkBeon yia tic KAvikeEG MeA€teg

f'vwun: Mo tnv 0ényia 2010/63/EE mepl npootaoiag Twv {wwv TToU XPNOoLULoToLoUvTaL YL
ETLOTNUOVLKOUC OKOTIOUC

‘EkBeon yLa tn xprion Twv PAaoctokuTTApwY 0TN PLolatplkn EpEUVA KOL TNV KALVLKI LOTPLKNA

@/ EAANVIKN ANJUOKOOTICK


http://www.bioethics.gr/

2TOXO0C VOULKOU mAaloiov: H aodalela, 0 oeBACHOC TNG AELOTIPETELOG KOL N EVNUEPLA TWV OVOPWTIVWY OVTWV
TIOU CUMMETEXOUV WG UTTIOKELUEVA TNG Epeuvacg - H eAaxlotomnoinon eBvikwv dtadopwv.
Kolvog mopovouaoTrC: N mTPooTaoio ToU aTOUoU..

DoH article 8: While the

. . EC Convention on Biomedicine: (1997) Art 2:
primary purpose of medical

: The interests and welfare of
research is to generate new

knowledge, this goal can never R netshall prevail

: over the sole interest of societ
take precedence over the rights ¥

or science

and interests of individual
research subjects

EU Regulation No 536/2014 on .
Clinical Trials Art 3: X

N THS s

A cIirTicaI trial may be conducted Ethical Ré!barcg' :
@l . The Declaration of Helsi
(a) the rights, safety, dignity
and well-being of subjects are
protected and prevail over all
other interests...

Eg:g'—ﬁgn_ COUNCIL CONSEIL
OF EUROPE DE L'EUROPE




ATEONEZ NOMIKO TTAAIZIO

[. Baowka Mn Asopevutika Kelpeva

1. Awaknpuén tou Helsinki (1964) kol peTOYEVECTEPEC TPOTOTOLAOELG — TeAeuTaia 2013

2. Owkoupevikn Ataknpuén yia to AvBpwrivo MNovidiwpa kat ta AvBpwriva Atkatwpoto (UNESCO,
1997)

3. Owkoupevikn Ataknpuén yia tn BlonBikn kat ta AvBpwriivar Atkatwpota (UNESCO 2005)

4. Obnyieg CIOMS -Council for International Organizations for Medical Sciences 1982, 1993,
2002

5. Good Clinical Practice standards developed by the International Conference on
Harmonization of Technical Requirements for Registration of Pharmaceuticals for Human
Use (ICH-GCP)

6. Recommendation 6(2016)- Council of Europe: EpeuvnTtikég §paotnplOTNTEG OTOV TOUEA TNG
vyelag, oe avBpwrivo BLoAoyLkd UALKO Ttou €xeL CUAAEXBEL e okoTtO TNV amoBnKeuon yla €épeuva i

yla dAAo okoro
7...

II. Aeopeutika Kelpeva

1. ApBpo 7 tou AleBvoug Zupdwvou yia ta Aotikd kot MoAttika Awawwpata (ICCPR - 1966)
‘Evapén oxvog: 23.3.1976, ENAada -> N. 2462/1997

2. JUpBoaon Blolatpikic (1997) (The Oviedo Convention) -> N. 2619/98

3. MpbooBeto MNpwtdkoAAo yLa TV Epeuva otn Zuppaocn tou Oviedo -2004

4. Kavoviopog 536/2014 yia tic KAWVIKEG SoKLUEG (mpwnv O6nyia EK/2001/20 ywa thv
0pOn KALWVLKN TIPAKTIKN)

JOM QT S:
KEE S D
A O
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AIAKHPY=H TOY EAZINKI (1964)
Declaration of Helsinki (DoH)
E€e1dikevon otic Stadikaoieg
1947: Apxn oculitnong
1953: Npwto Keipevo: Resolution on Human
Experimentation
TPOTIOTIOLAOELC:

1975 Tokuo
1983 Bevetla

1989 Hong Kong
1996 N. Adpn,
2000 E&wPoupyo
2008 Zeoul (Korea)
2013 Fortaleza (Brazil)




Moptakn BloAoyia, Fevetikeg emepPaocelg & e€ovoia TN EMOTAUNG
(1973, 1975)

Asilomar Conference on recombinant DNA technology:
Paul Berg: Nobel Xnueiag 1980

Evowpatwon tou yovidlwpatog tou tou SV40 (1960: eixe anopovwBeL o TBNKOUG- Eupnuota
ONMUOVTLKA YLO TOUG TTOpaywyouc Ttou eVPoAiou katd tng moAvopueAitidog)

o€ éva Baktnptdloko popa (E.coli)
Erdnuia kapkivou;
1974: EkkAnon tou Berg avaoTtoAng emikivOuvwy MELPOPATWV-6U VWPLTEPA

Kowwvikn avatapoyn yla TNV EMAVEKKIVNON TG EPEUVOG
Summary statement of the Asilomar conference on recombinant DNA molecules.

e P Berg, D Baltimore, S Brenner, R O Roblin, and M F Singer



https://www.ncbi.nlm.nih.gov/pubmed/?term=Berg%20P%5BAuthor%5D&cauthor=true&cauthor_uid=806076
https://www.ncbi.nlm.nih.gov/pubmed/?term=Baltimore%20D%5BAuthor%5D&cauthor=true&cauthor_uid=806076
https://www.ncbi.nlm.nih.gov/pubmed/?term=Brenner%20S%5BAuthor%5D&cauthor=true&cauthor_uid=806076
https://www.ncbi.nlm.nih.gov/pubmed/?term=Roblin%20RO%5BAuthor%5D&cauthor=true&cauthor_uid=806076
https://www.ncbi.nlm.nih.gov/pubmed/?term=Singer%20MF%5BAuthor%5D&cauthor=true&cauthor_uid=806076

Convention for
the Protection
of Human Rights and
Dignity of the Human
Being with regard

YYMBAZH BIOIATPIKHE 3tE — 1997
yvwoTtn we 2upPoaon tou Oviedo
R N.2619/98

and Biomedicine

NopepPaoelc oe avBpwrmouc Kat EuBpua in vitro

ApBpo 15: M'evikog kavovag: eAeubepla tng €épeuvag umo
npoUmoBéoelg

ApBpo 16: Npootacio TwV CUUUETEXOVTIWY OTNV EPEUVA

ApBpo 17: Npootacia Twv ATtoUwV Nou SeV Umopouv va. Swoouv
ouykataBeon og €peuva

ApBpo 18: Epeuva og epPpua in vitro

e Council of Eurcpe
Consed de FEurope

COUNCIL OF EUROPE p—

Convention on Human
Rights and Biomedicine

The Oviedo Convention

CONSEIL DE LEUROPE




Np6oBsto MPQTOKOAAO TA TH BIOIATPIKH EPEYNA - 2004

NapepuBaocsels o avOpwmoug Kat EuPpua in vivo yia gUAAoyr UALKOU A yLOL GUYKEKPLHEVA
EPEUVNTLKA TTPOYPAUHOTOL
Evykplon amo Emnttponég HOLKAG
JuykataBeon, mpootacia KAT
Epeuva kata TNV EyKUHoouvn Kal Tov OnAacpo
Epeuva o€ enMelyovoeg KATAOTACELG
Epeuva o atopa mou €xouv otepnOel tnv eAeuBepia Toug

Adopd: ZWHATIKEC TOPEUBACELS Kal AAAEC TapeUBAaceLlg kaBooov

nieptAapPavouyv dtakivduveuon tng PuxoAoyLkn g UYELOC TOU UTTOKELEVOU TNG

Epeuvag (m.X. EpwTNUATOAOYLA, CUVEVTEVEELG, TTApATpNoN)

FEVIKAL:

OAEC oL TapeUPATELG TTOU YivovTal yLa EPEUVNTIKOUG OKOTIOUC

:‘k.,‘ i Y - (@ B o
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Universal Declaration on Human Rights and Bioethics
UNESCO-2005

ApBpo 2: Itoyol

a) vo MPooPEPEL EVOL OLKOUKEVLKO TTAQLLCLO apXWV Kol SLadLKaoLwV Pe okoTo va kaBodnynoet
TA KPATN 0T SLatUMwon TG VopoBeoiag Toug, TNG MOALTIKAG TOUC...

0) va avayvwpilel tn onupaocia tng eEAevOepiag TNG EMOTNHOVIKNAG EPEVVAG... EULLEVOVTAC OTNV
QVAYKN VO EVIA00OOVTAL OUTH N EPEUVA KAl OL TTPO0SOoL 0TO MAQLCLO TWV NBLKWV apXwWV... KoL
va c€Bovtal Tnv avOpwrivn aflompEmneLa, Ta avOpwTiva Stkalwpata Kot TiG OgeALWSELS
e\euBepieg

ApBpo 6: Zuvaiveon
3. O OXETIKEG TIEPUTTWOELG EpELVAC TTOU SLe€dyeTal 0 OUASEC TPOCWTIWY I O€ pia KowvoTnTa
uropei va {ntnBet mpooBetn cupdwVia TWV VOULKWY EKTIPOCWTIWY TNG EVOLAPEPOUEVNG
opadagc f TnNg Kowotntag. 2 kapia nepimtwon dev Ba npEmeL n cUAAOYLIKA cupdwvia TG
KOLVOTNTOG A N CUVOLVEDTH TOU apxnyou Tng Kowotntag n aAANg
apPXNC VO UTIOKATOLOTACEL TN CUVOLLVEST UOTEPA ATIO EVNUEPWON

rou aTopov. /A\

INESED



Kavoviouocg 536/2014
on clinical trials on medicinal products for human use, and repealing Directive
2001/20/EC

Mpooiuto Kavovioupou, rtap. 4

“amo TIg emoTnUOVIKEG e€eAielg, wotooo, paivetal OTL oL
HEANOVTLKEC KALVIKEC SOKLUEC Ba oTOXEVOUV TTEPLOCOTEPO OE
eLOLKEC KaTtnyopieg acBevwy, OTwe urtoocuvola opL{Opeva
Baoel yovidiakwv nAnpodoplwv. Na va cupneptAndOel
EMAPKAG APLOUOC A0OEVWV O€ AUTEG TLG KALVIKEG SOKLUEG,
evOEYETAL VA XPELALETOL CULLUETOXN Ao TTOAAQ, av OXL

armo OAQ, T KPATN MEANY.




WHO Ebola Ethics Panel (12.8.2014)

Guinea, Liberia, Sierra Leone.

H 61aBeon akoun Kol MEPOUATIKWY GapUAKwV Kol EUBoAlwV 0TO KOO, XwpPLg va €Xouv

niponynBel KAWVIKEG HEAETEC, €’ OOOV UTIAPXOUV DETLKA ATTOTEAECATO OTO TTPOKALVIKO
otadlo NG Epeuvag (oto epyactnplo f og {wa epyaoctnpiov) eivat NOKA anodektr, KATW and

OPLOHEVEG MPOoUMoBEoELG:

e Sladavela ya OAeC TIG TAEUPEG TNG dpovTidag
e ouykatdBeon

e gAevBepia emiloyng

®  EUTLOTEUTLKOTNTA

e 0cBaopOC QELOTIPEMELOG TOU ATOUOU

®  OUMMETOXN TNG KOLVOTNTOG.



2016 Oényiec NOY

Guidance For Managing Questions addressed:
Ethical Issues '

In Infectious Disease

Outbreaks » Whatls the appropriate role of research during an infectious disease outhregk?

» - How might the circumstances surrounding Infectious cisease outbreaks affect the

g /]l/ l.!! '}m ethicalreview of research proposals

= @f N EES: o How might the crcumstances suounding ifeciou disase outhreaks ffc the
Drocess of Informed consent o resgarch?
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- How should research be integrated nfo broader outbreak response efforts?
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2016: Monitored Emergency Use of Unproven Interventions
MEURI
WHO-yedupa petal KALVIKWY SOKLUWY Kal TtapnyopnTLKi S Xpnong (compassionate
use)

MPOYMNOGEZEIZ

1. Aev UTLAPXEL EYKEKPLUEVN Beparmeia

2. Aev gival Suvati n apeon Evapén KAWVIKWY SOKLUWY

3. Yniapyouv debopeva anod EpeuVeC oe {wa I EPYOOTNPLAKEC EPEVVEC TTOU UTtooTnpilouv TNV
QTOTEAECUATLKOTNTA KAl AoPAAELX TNG TOPEUBAONG

4. H edappoyn tne mapeppaong exeL mpotabel amo appodia apxy BAcsL eUVOIKNAC EKTIUNONG
Klvduvou/odpElouc Kat eykplBel amo appodia Emttponr) epeuvntikng dsovtoloylag

5. Ynapyouv SLaBEoipol mopol yla TNV eAaxLlotomnoinon Tou Kivduvou

6. Exel AndOel n cuykataBeon tou acOevn

7. H enelyovoa napepPoaon EAEYXETOL KOL TA OTTOTEAECHATO KOTAYPADOVTOL KOl

Stapolpalovral pe kKataAAnAo tpomno

HBwk Baon: n apxn TNG avtovouiag Kot n apxn tThe wPEAELOC

Emiotnuovikni Baon: €ykpLlon amo EMLOTNLOVLKH ETILTPOTIN

oS5z S,
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KavoVvIoTIKEG TTNYEC WG EpPpeDn Baon ylo to Kabnkov Sle€aywyng Epeuvag os pia mavdénuia

» International Health Regulation: cuAAoyr emlotnpoVIKWY TANpodopLWY
avaykn UTapéng emMLoTNOVIKWY eVOEifewv yia euBoALa kATt
yla pétpa AY
» AeBvéc Alkalo Kataotpodpwv
- PHEIC= Public Health Emergencies of International Concern («exceptional”)
- The Sendai Framework for Disaster Risk Reduction 2015-2030 — Ztpatnytkn dlaxeiplong
KPLOEWV

3n Naykooua Ataokedn ywa tn Meiwon tou Kivduvou Kataotpodwv

» AvBpwmivo Awaiwpa otnv vyela

[eviko ZxoAlo 14, mapa. 36 - KaBnKov TwV Kpatwv yLo SLEVEPYELA EPEUVAG
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PUBLIC HEALTH ETHICS 2020 = 1-6 1

Key Ethical Concepts and Their Application
to COVID-19 Research

Angus Dawson*, Sydney Health Ethics, University of Sydney

Ezekiel J. Emanuel, Department of Medical Ethics and Health Policy, University of
Pennsylvania

Michael Parker, The Ethos Centre, University fo Oxford

Maxwell J. Smith@® , School of Health Studies, Faculty of Health Sciences, Western
University

Teck Chuan Voo, Center for Biomedical Ethics, Yong Loo Lin School of Medicine,
National University of Singapore

*Corresponding author: Angus Dawson, Sydney Health Ethics, University of Sydney, Sydney, NSW, Australia. Email: angus.dawson@sydney.edu.au

During the WHO-GIoPID COVID-19 Global Research and Innovation Forum meeting held in Geneva on the 11th
and 12th of February 2020 a number of different ethical concepts were used. This paper briefly states what
a number of these concepts mean and how they might be applied to discussions about research during the
COVID-19 pandemic and related outbreaks. This paper does not seek to be exhaustive and other ethical concepts
are, of course, relevant and important.
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Solidarity — aAAnAgyyun

Equal moral respect —
LOOTLHOG OEBACHAG

Equity — Lootiuia Kat
Sikatoolvn

Autonomy -autovopia

Vulnerability EvaAwtotnta

Trust — Epmiotoouvn Kot

depeyyvotnTa
(trustworthiness)

ouvepyaoia, AVTLUETWTILON OO
KOLvoU, apolBalotnta, aVAYKEG
TWV AAAWV

ogBoopoGg allompEmneLag Ko
avOpwITLAC

LOOTLUN LETAXELPLON ATOUWVY

Autovouia emloywv
ETAYYEALATLKA UTIOXPEWON

MPOcOeTEC NOLKEG UTIOXPEWODELG
ogfacpou

OTO POAO TWV AELTOUPYWV
vyelag/epeuvnTwy

Beparmevutikd pEoa, epPoALa,
OUMLUETOXN OTNV €pEuvaQ,
TIPOTEPALOTNTO OTOUG EVAAWTOUG

OUMUETOXN TWV TANBUGUWVY TToU
TIAQTTOVTOL TIEPLOCOTEPO, TIOPOXN
MANPodopLWV, CULUETOXN OTN
ANYn anopaoswv

ETULAOYI OUUUETEXOVTWV

MpocPaon otn Beparmetla
AKolloAoynUEVOC OTTOKAELOMOG

JuykataBeon
EuniotevtikotnTa

JUMHETOXA OTNV €pEuva
AuBAuvon apvNTIKWVY EMUMTWOEWV

aélohoynon amno RECs



WHO tool for benchmarking
ethics oversight of health-related
research involving human
participants

g@} World Health
4o Organization
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The Report of the Committee of
Inquiry on the Case Involving
Dr. Nancy Olivieri:

A Fiduciary Law Perspective
M0 LT o0 Lon Shavamiats

YnoBOeon Nancy Olivieri

NOW
UPDATED
with pew
docuenents!

THE OLIVIERI
CASE REVISITED

'PATIENTS
ARE FALLING



—

Ethics of
Willowbrook

Hepatitis
YnoOeon: The Willowbrook Studies

hepatitis studies

From 1956 to 1970, doctors at the Willowbrook
State School in New York intentionally gave
hepatitis to the mentally disabled children in order

10 track the development of the infection

1949: Awdyvwon nratitidag

1954: Epeuveg Krugman — Hiatitiba (5200 tpodiuot —3800 = AN < 20)
1956: 800 naidid otnv €181k povada tou Krugman

Migon yovéwv yla cuykatabeon

AudloBntnon T eykupoTNTAC CUMHUETOXNAG OUTWY TWV TALSLWV OTNV €peuva




The Tuskegee Syphilis Study

“Untreated Syphilis in the male Negro”
(Alabama, USA 1929-1972)

Aglypa: 600 pavpot avdépeg 25-60 ETQN
- 399 aoBeveic pe oLPIAN
- 201 opada eAéyyou
(“bad blood”: an umbrella term for syphilis, anemia and fatigue)

1972: Ad hoc Entitponty tng Ymnpeoiag Yyeiag, Ekmaidevong kat Mpovolag twv HMA

1974: O Mpoedpog Nixon -> National Research Act = National Commission for the protection of
human subjects of Biomedical and Behavioral research

1979:The Belmont Report: respect for persons, beneficence and justice

sson AT KNOWLEDGEZ? k\ KNOWLE



0 Microsoft Office Home

& C & cdcgov/tuskegee/timeline.htm

X ‘ (& Mail- Tina Garani-Papadatos-C X @8 Tuskegee Study - Timeline -CDC X+

| Centers for Disease Control and Prevention

CDC 24/7: Saving Lives, Protecting People™

The U.S. Public Health Service Syphilis Study at Tuskegee

A-Z Index
Search Q

Advanced Search

Tuskegee Home

# Tuskegee Home
Timeline
Research Implications

Frequently Asked Questions

Related Links

Facts & Information about
Syphilis

STD Health Equity

The National Archives USPHS

Tuskegee University National
Research and Health Care [4

The Tuskegee Timeline

In 1932, the USPHS, working with the Tuskegee Institute,
began a study to record the natural history of syphilis. It was
originally called the “Tuskegee Study of Untreated Syphilis in
the Negro Male” (now referred to as the “USPHS Syphilis
Study at Tuskegee"). The study initially involved 600 Black
men - 399 with syphilis, 201 who did not have the disease.
Participants' informed consent was not collected.
Researchers told the men they were being treated for “bad
blood," a local term used to describe several ailments,
including syphilis, anemia, and fatigue. In exchange for
taking part in the study, the men received free medical
exams, free meals, and burial insurance.

By 1943, penicillin was the treatment of choice for syphilis
and becoming widely available, but the participants in the
study were not offered treatment.

In 1972, an Associated Press story [4 about the study was
published. As a result, the Assistant Secretary for Health
and Scientific Affairs appointed an Ad Hoc Advisory Panel to
review the study. The advisory panel concluded I8 [ that

the study was “ethically unjustified; that s, the “results
[were] disproportionately meager compared with known
risks to human subjects involved.” In October 1972, the
nanel advised stoppine the studv. A month later the

6006

Timeline

1932

The U.S. Public Health Service (USPHS) engages the
Tuskegee Institute in Macon, AL in the USPHS Tuskegee
Syphilis Study.?

Mid-1940s

Penicillin becomes treatment of choice for syphilis, but
men in study are not treated.

1972
First news article [4 about the study.

The study ends [, on recommendation of an Ad Hoc

Advisory Panel convened by the Assistant Secretary for
Health and Scientific Affairs.

1997

President Clinton issues a formal Presidential apology 35

4.



To kAnpodotnua tng Tuskegee...

- The Belmont Report
- AIDS kat armoAoyia tou Clinton
- Covid-19

Aikeg Tng NupepuBépyng —B’ MM
1947:Kwdwkag tng NupepuBEpyng
1972: The Tuskegee Syphilis Study
1974: National Research Act >

Nixon: National Commission for the Protection of Human Subjects of Biomedical and Behavioral Research
(=National Commission) =

1979: The Belmont Report (Smithsonian Institute’s Belmont Conference Center) >

> ceBaouéq yLa ta C'XTOIJ.(I THE HASTINGS CENTER
>  woeAela
» Swkaloolvn

BIOETHICS FORUM ESSAY

Newly Released Documents from Untreated Syphilis
Study: Ethical, Just, and Respectful Use of Archival
Materials

by Faith E. Fletcher. Sophie Schott, Virginia A. Brown. Nancy Berlinger and Stephen O. Sodeke

fywo
Published November 27,2023
Posted in Clinical Trials & Research Ethics, Hastin

Tomark the 50th anniversary of the end of the United States Public Health Service's Syphilis Study, the

H a st i n gs ce nte r Re p fo} rt 2 0 2 3 9 National Library of Medicine recently d d released reams of historical documents on the “origin

and development of the Tuskegee syphi including journals, newspaper articles, personal
correspondence, and other records. The release of these documents is a poignant occasion to consider

what qualifies as ethical, just, and respectful use of archival materials.



Nea {ntApata ....

= KAWIKEG SOKLUEC-TIELPAUATIKOG/ OXESLAOUOC |LE OTOXO TNV AMOTEAECUOTLKOTNTA

— Real World Data (nén ané to 1967 ) nA dpakeAol, Tipoloyla, arnodei€els, LNTPWOA MPOLOVIWY, EVOUTEC
ouokevec (Wearables), awoOntrpec (Sensors)

9 Real World Data Studies :

¢ YrniepBaivouv To auotnpo MPWTOKOAAO LG KALVIKAG SOKLUNG — LE OTOXO TNV aVASPOULKN HETPNON TNV
T(POOTITLKN aVASELEN TOU 0PEAOUC EVOC papuakou o€ EPLBAAAOV TTPAYHOTIKOU KOGHOU Kol OXL LOVOV OTO
TiepLBAAAOV TNG KALWVLIKAG SOKLUNG

e [la yevika KaAutepn mototnta {wng aobevwv

Juvbéovtal (0L avta pe xprion Big Data

ZnTApato ocuykatddeong cUANOYNG

Zntiuota mpooPaong

e [lpootacia MPOCWIIKWY SE60UEVWV-

EMewpn eunelpiog/ekmaidevong/yvwong otn SLaxeLpLon VOULKWY NOWKwWY INTNUATWV -TTOAUTTAOKO TOTILO

‘Eykplon amno Emtponécg Epsuvntikng Asovtoloyiag ??? Itoxog?
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Nea {ntnpata: Zuppetoxn twv MoAtwv (citizen’s participation in research)

Philos. Technol. (2015) 28:479—485
DOI 10.1007/s13347-015-0204-0

®

COMMENTARY

“We the Scientists™: a Human Right to Citizen Science

Effy Vayena'( - John Tasioulas?

ApBpo 15 AeBvouc Zupdwvou yla ta Otkovoukd, Kowvwvika Kot MoATIopka Atkowpata

1. Ta ZupBaAlopeva Kpatn avayvwpilouv og 6Aoug To Sikailwuad :
..e. VAL WP EAOUVTOAL QTIO TNV EMLOTNUOVLKA TTPO0S0 KoL TIC EPAPUOYEC TNG,

3. Ta ZupPariopeva Kpatn avalapfavouv TNV UTOXPEWON Vo 0EBaoTOUV TNV anapaitntn eAeuBepia oTLg

ETILOTNLOVLKEG EPEVVEC KOl SNULOUPYLKEC SpaoTnpLOTNTEC.

MopdeG CUUUETOXNG:

(a) crowd-sourced participation o€ EmMLOTNUOVIKA TIpOYpAPATA LE TTOpOoXN SES0UEVWY, TapATAPNONG KATT

(B) ouppetoxn otn xpnuatodotnon kat otn StapdpdPwaon EPEVVNTIKAG ATIEVTOC

(y) ouvepyaoia

% Fimn v S ag e 3 mose ¢ .. gauz
T e N
<EDMN 25 T > L= 2
L9 Ee
s ( E EXAMINE £ &
{[RESEARCH
IMENTATION F\‘” )
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(Nea) Intnpoata -Blotpaneleg (Bro anoBetipila, Bloanodnkevon ) kat Epsuva (motkiAta oplopwv anod O0ZA,
EE,
ISBER

- MeyaAeg opyavwpeVveG GUANOYEG BloAoyLlkoU UALKOU, OXETWLOUEVWY SeS0UEVWY Kal TTANPODOPLWY Lo TLG
OVAYKEG TNC EPELVAC KOL TNG LATPLKAC aKkpLBeiag

- TIOU ETUTPEMOUV TNV €peuva Kal avakaAuPn Blodelktwy yla TTaBoAoyIKEG KATOOTACELG

- TN SLapopdwon VEWV BEPATEVTIKWY OTOXWV

- TNV aloAdynon toug o€ Selypata aoBevwy Kot uylwv eBgloviwy

=> EMLOTNUN — TEXVOAOYLO- ETUXELPNUATIKOTNTA LEAETEG

= AL0POPETIKEC KATNYOPLEG: CUYKEKPLUEVO VOO AT, YEVEAAOYLKEC LEAETEG, ETULONULOAOYLKEG EPEVUVEC,
KALVIKEC

Tpameleg LOTWVY, QLUATOG, KUTTApWV, opyavoeldwyv (Organoids) = TexvnTtn opyovwuUeVN Opada KUTTOpWY
- Alaxeiplon — management - software

- Wnoakeg Blotparneles: epyaleta Al mou emtpEnouv TOAUTTIAOKEC AVAAUOELG KOl LETA-OVAAUOELS

mapayouv moAumAoka petadedopeva mou fonBouv otnv Katavoun acbevwy os dtadopetikd podIA Kal
e€QATOULKEVUEVEG Bepareleg

FTEg
[
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Néa Intpata otnv épsuva: Opyavoeldn (Organoids)

Mini-opyava pe 3D KuTttapilk Sopn Kal LkovoTNTO QUTO-0pYavVWONnG
MpoéAevon amno epBputka PAactokUTTOPA
gnayopeva BAaotika kuttapa (IPSCs)
Alatnpouvrtal aneplopLota
Qulacoovtal kal Aettoupyouv we {woeg Blotpareleg

MoAAEG XpNOELG: SOKLUEG DAPUAKEUTLKWY OUCLWY, LATPLKA akpLBelag, HovTEAa avamtuéng opyavwy,
avtikataotaon {Wwv

HOwka IntRpata :

ouykatdBeson ylwa €peuva;
MrmopoUv va avamtuéouv avOpwrveg LOLOTNTEC

Kuplotnta;

AwcBavovrtal novo;
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St v
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Néa {nTtipoTa 0TV €PEUVAL YEVETLKN HNXOVLIKA O avOpWITLVOUG YOHETEG KOl
eMBpua

e  Ewal anobekto onuepa’?
e  CRISPR-Cas 9 amAn owkovoutkn pEBodoc alAa Extoma priypata
e  Inuepa moratorium

JupBaon Oviedo Ar 13: val o€ CWUATLKO KUTTPO

INTERVENTION ON THE HUMAN GENOME
RE-EXAMINATION PROCESS OF ARTICLE 13
OF THE OVIEDO CONVENTION

OxL og avamnapaywytkd

XPEIAZETAI AAAATH TO APOPO 13 tng ZupBaong tou Oviedo? CONCLUSIONS AND CLARIFICATIONS
Zntnuota nOwKnG euBpuou- ev Suvapel aAvBpwmog
ZNTAMOTO EVYOVIKNG

ZntAuota acdaleLog

and Health (CDBIO)

£ B2 EXAM 1
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Approved by ASA Board of Directors
April 14, 2018

Ethical Guidelines for Statistical Practice

Prepared by the Committee on Professional Ethics
of the American Statistical Association

Purpose of the Guidelines

The American Statistical Association’s Ethical Guidelines for Statistical Practice are
intended to help statistics practitioners make decisions ethically. Additionally, the ethical
guidelines aim to promote accountability by informing those who rely on statistical
analysis of the standards they should expect. The discipline of statistics links the capacity
to observe with the ability to gather evidence and make decisions, providing a foundation
for building a more informed society. Because society depends on informed judgments
supported by statistical methods, all practitioners of statistics—regardless of training and
occupation or job title—have an obligation to work in a professional, competent,
respectful, and ethical manner.

Good statistical practice is fundamentally based on transparent assumptions, reproducible
results, and valid interpretations. In some situations, guideline principles may conflict,
requiring individuals to prioritize principles according to context. However, in all cases,
stakeholders have an obligation to act in good faith, to act in a manner that is consistent
with these guidelines, and to encourage others to do the same. Above all, professionalism
in statistical practice presumes the goal of advancing knowledge while avoiding harm;
using statistics in pursuit of unethical ends 1s inherently unethical.

Ethical statistical practice does not include, promote, or tolerate any type of professional
or scientific misconduct, including, but not limited to, bullying, sexual or other

haraccmant dicoriminatinn hacad an narcanal charantarictine  Aar athar farmeo AF



HOkA {NTAUOTA OTNV OTATLOTIKNA EMLOTAMN

e Xpnon owotnc pebodoloyiac

e [lpootacia EUMIOTEVTLKOTNTOC/IOLWTIKOTNTAC/TIPOCWTILKWY S€60UEVWV = TpooTaoLa
mesodata;

e Akepalotnta Twv EBVIKWY ZTATIOTIKWY YIINPECLWY

> aUBALPETN TOALTIKN EKUETAANAEUON

> XPOvoC Snpoaotonoinong oTatloTikwy SeS0UEVWY

> XPAON KOG OTATLOTLKNG UTtNPECLAC yLla TIOALTIKOUG AOYOoUC
> TLOALTLKOTIOLNON TWV OTATLOTIKOAOY WV

®  JTOTLOTLKN KO YEVOKTOVIEC

e  JTOTLOTLKI KOL EUYOVLKN

Official Statistics and Statistical Ethics: Selected Issues - .
William Seltzer : f . '_R»h.%,,.E[\JT,’,'.b;:_j»r. E
Fordham University, Department of Sociology and Anthropology =
International Statistical Institute, 55t Session 2005




CENSUS — Artoypadn

1753: AyyAia AvtunapaBéoelg yia tnv Pridion vopooxediou yla tnv anoypodr tou mAnucpou
William Thornton: “... evavtia ota teAevtaia Priypata eAeuBepiag Twv avBpwnwv»

1842: Edward Jarvis: 16putrctng AXE —Statistics on Insanity in the US - huge errors- 6ev 6topbwBnkav mote
Juveneleg ( SouAeia kAT)

1851: IpAavdia — avadopd oTNV EUTLOTEVTIKOTNTA TWV oTolXelwv: “the information thus obtained will be
published in general abstracts only ...” -

1900: VOLLOBETNON EUTMLOTEVTIKOTNTAC — avatpornr) 1942-47

Ethics, Confidentiality, and Data Dissemination
Hermann Habermann
Journal of Official Statistics 2006;22(4):599-614

In 2004, a New York Times article suggested the U.S. Census Bureau—by providing statistical data, which did
not reveal any individual identities—had acted in bad faith, violating the trust under which it collected the
census from individuals and households. The article compared the preparation of extracts for the U.S.
Department of Homeland Security to the work that the U.S. Census Bureau did in 1942 for the War
Department, specifically the Army’s Western Defense Command in San Francisco, during World War Il, for the
purpose of relocating the Japanese community living in the west coast

2007: Epeuva amno toug Lotopikou¢ W.Seltzer and M.Anderson

EKNOWLEDGES: . &Y



JTOTLOTLK KOl EVYOVLKN

Francis Galton: cuvéBaAe 0TOV EMLOTNUOVLKO PATOLOUO KAl TNV EVYOVLKNA
The Galton—Watson process

Euyovikn: apXLKA yla Tov EAEYXO TNG VONTLKI G KATAOTAONC TWV ATOUWV

Karl Pearson: matépag tng cuyxXpovng OTATLOTIKAG

OUVEBQAE OTOV ETILOTNLOVLKO POTOLOMO KOL TNV EVYOVIKN
Pearson correlation formula

chi square test

https://podcasts.ox.ac.uk/statistics-ethical-and-unethical-some-historical-vignettes
Prof D Steinsaltz, University of Oxford, Dept of Statistics
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https://podcasts.ox.ac.uk/statistics-ethical-and-unethical-some-historical-vignettes

J. Bronowski (1908-1974)
«The common sense of science» -1951

«...0UTOL TTOU TILOTEVOUV OTL N ETLOTAMN £lval
NOLKA OUBETEPN, CUYXEOUV TA EUPHUATA TNG
ETLOTAMNG UE TNV ETLOTNMOVLKN

SpaotnplotnTay.
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