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Abstract )
Throughout the ages — and espeeially after the seientific revolution in the 17 century — the bu]_‘-z‘,umur_u!’lrc:.earcllcrs has
been subject to some form of regulations that have reflected the nommative syslem prevailing wsti_ﬂﬂ the research
community. In addition, researchers have also sought 1o show respect for general ethical rules and social norms. These

are imegral 1o research ethics.

Introduction .

In the modem age — i.e. since the Fnlizhtenment Gra — these internal seientific norms have been accompanied by 2
positive view of scicnee. Research, in the natural sciences in particular, has boen regarded as an cxpression oil" liberation
and prozress. Rescarch is encompassed and motivaled by a posilive assurance thal ils results will be applicd for the
henelit of humonkind, as we can often read in political docurments,

The Second World War - a watershed in rescarch cthics ; |
Many consider the Sccond Warld War as the most imporiant landimark, This is mainly due to the reckoning wuh_ the
scientific, medical cxperiments conducted on prisoners of war in the conceniration camps. This rescarch pmvn#td
irnportant results, but was based on causing injury or death to the people who participated in it. Other key events during
the Sccond Waorld War also helped raise awareness of e consequences of purticipation in rescarch, One prime exam ple
is the Manhattan project. a larpe-seale rescarch project to produce atomic bombs. The research succeeded, and the
destructive conseguences were made abundantly ebviaus in Hiroshima and Nagasaki - 1
It was onlv in the wake of the Muremberg trizls that the Warld Medical Association started o prepare puidelines [or
biomedical rescarch on humans: The Geneva Declaration (1947) and the Helsinki Declaration {1964}, However, neither
trials nor guidelines could prevent the abuse of people in medical rescarch 1n the post-war years (sec liuytcrl 2003: 315-
346 for examples), As a result, the World Medical Assogiation 1 1975 recommended the establishment of independent
committoes of research ethics to assess all medical research invelving people. lin my opinion, this measure has had the
greatest effect on reducing the abuse of participants in medical research, and it has also helped promoete good scientific
;1;35|i¢¢, This establishment represents a new landmark in the foon ol an organised code of research ethics. which has
enlisted a number of supporiers,
Natural-scicnee research on nuclear weapens was nol brought to tnal, but it ushered inoa broad political and general
debate on how the use of nuclear weapons best could be provented. 1t is important lo note that in this discussion,
physicists and engineers in particular have assumed a significant role in mfluencing the Eluhlin:; and the politicians, for
example through the so-called Pugwash movement that was founded in 1257 and atonge with 1ts founder Joseph Rotblat
wae awarded the Nobel Peace Prize in 1995, Dorothy Hodykin, Nobel Prize Laureate in chemistry and president of
Pugwash in 1976-1988, urged all Mobel Prize Laurcates to sign the Pugwash declaration against nuclear weapons, and
111 of them did so. However, even the Pugwash movement appears 1¢ have vealised that declarations and awards arc
insufficient instruments Lo prevent undesirable consequences of nalural-science resenrcl, In 1997, Joseph Rotlilat called
on seientists to convene o establish an international ethies commiitee o monilor natural-science research "regardless of
how unpleasant # will be for seientists to bz monitored”. No such commitiee has been established. There is no
repulation of research in this area comparahble 1o the one that is in effect in the field of medicine.
Pallution of the environment as & result of industrial development was the second major area of the namral sciences that
pave rise 1o a focus on the consequences of research. Rachel Carson's Sile mson 19621 was probably the first
book to articulate the widespread concems about air pollution, by askingsgig disappearing. Over the years,
' avpogenic and thus a result of

human action” (Ariansen 1992:11) and often based ea research, T,
these problems could be rectified, The first major environmental cor
of the principles that have been enshrined in legisiation from the 197

by questions about how
n Jechholm in 1974, of '*.:E] 50
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The social sciences have nol seen Wlie samie dramatic nhuse of research participants, nor have they been ennfronted with
{he same potential socil conseqUEnces. This has not prevented powerful reactions o the publication of certain types of
rescarch projects. This tias heen o partienlay result of the use i spnsitive personal infos |_:||.|Iim1. O the hasis of research
projects, objechions have been especially raised npainst the use af personally identiliable {nformation without the
: lved (or their guardions) knowing tat such information had been wsed Tor research purposes. 1t has also
s impnssilile o prevent such information [rom being
which was conducted in Morway snd
of the study that attracted moes
n bays bor in 1954 10 the
Tisheed adults (a0 the age of

persons mva
been clamed that this type of sty violates privacy ansl thist i1
abused in the fatwre, One such project was the so-enlled Metropolitan study,
Sweden 1 the 1960 (Johansen, kaspersen and Skullerud 2001:35-37), The parl
attention invehved schoolchildren. In 1964, the Oslo school hoard supplicd information o
project. The study was to follow the boys from age 11 until they liael hecome well-estab
approsintely 30 years) with the purpose of providing better vocrtinnal guidance and .-;nc‘ml assistince o young p:f:ph:
in the future. The information supplied by the school board included names, nge, housing conditions, the gu:rrcln:m’:‘.
profession, school prades and 1Q. The project attracted harsh public eriticism {including by lnw prefessor [{nm.h_
Selmer). and demands for prior consent by parents and sufficient protection of the data were pul forward. The
researchers appeared reluctant ta introduce amendments to g praject that could plead such I_nudahlc ams, h“t. 1I1::_.ﬂ_w.cr::
willing to withdraw pupils from the study if protests were received. The consequence of this vehement public criticism
was a potential weakening of trust in social researely. As a result, the social researchers themselves took Il:uf initiative to
cetablish a data protection seeretariat under the Norwegian Rescarch Council for Seience and the Humanitics. With the
development of computers = and the guestion of protection of mdividuals — the Metropolitun study can be regarded as an
cssential reason behind the proposals for political measures lo prevent abuse after 196768, This led to the Act relating
io Personal Data Filing Sysiems in 1978 and the estublishment of the Norwegian Data Pretection Authority in 1980, Ten
years later, the Mational Commitles for Research Ethics in the Soctal Sciences and the Humanitics was cstablished,
following a proposal in Repert no. 28 {1988-8T)

Landmarks before the Seeond World War: the early days

In the context of the development of modem medical science and experimental metho :
were made regarding how one should proceed when the research process invalves people or animals. Some reflections
of this kind were provided by Claude Bernard (1813 | #878), an influential French physiclogist, Many consider him to be
the founder of experimental medicine, since he established the principles for conducting experiments (Bernard 1965). In
contrast 1o the long-standing traditien in Tesearch of using vulnerable people in cxperiments, Bernard proposcd that the
researcher should begin by using himself and continue by including family members and colleagues, before starting o
use patients, for example, in experiments. This may secem like a reasanable prineiple in research cthics: il you do nol
wan! to expose yoursell to something, vou should not expose anybody else to il either. Or in other words: researchers,
who are best qualified to understand any risks invalved, should start by exposing themselves to the risks before
proceeding with other research participants who are less well equipped to understand them. Self-experiments have been
practised both belore and afier Bernard, and they are also specifically referred 1o in the Nuremberg Code, but they have
never heen used on a larpe scale, More commonly, there secms Lo have been little debate wmong researchers on maral
problems associnted with the use of vulnerable research participants: These were ofien cxposed 1o 2 considerable risk.
which was tolerated in consideration of the benelits to be gained from potential progress {ef. Elkeles 1996).

There were, however, reactions to the use of people in research that caused suthorites other than the profession nself o
attempt 1o set a standard. One example from Morway is the trial of Gerhard Armauer Hansen (1841-1912) in Bergen, He
was deprived of his liconce as o daetor at the Leprosy Foundation in Bergen, Hansen, who s one of Norway's most
recognised researchers, is known for his discovery of the Jeprasy bacillus. In his investipation of the causes of leprosy he
wanted 1o try to demonstrate that the disease is infectious by using » cataract needlz to grafl material from o sufferer into
the eye ola patient whe suffered from anather type of leprosy

An interesting point in this connection is that the authorities in Prussia issusd o directive in 1900 10 vegulate medical
research {Ruyter, Fore and Solbakk 2000:250). The directive containg two materinl guidelines that can be found in all
subsequent rescarch ethics. The firs! i lenown [rom the Hansen case, here expressed as o requirement for "unamibiguons
consent”. The second is the personal respansibilaty of the head of the ¢linie w ensure complinnee with the dircetive.
This directive appears to be the lirst documen in svlich medieal researcl is repuloted by suthorities other than the
researchers themselves. The document places responsibility witl the management, and its purpose (5 10 protect patients
in the clinjes against being used in experiments thal are bormiiel 1o them ansd windertaken without their permission.

The carliest example from Norway dates fom 1969, (The joumalist Kjell Pedersen drew my attention to this referencel
In the minuies from a meeting of the Norwegian Couneal for Radiation Pratection there is a call for "ethical/mdivlogical
Fu"“"i"ﬂl"h in the context of the need Tor advanee approval of controversiol research projects: the case u;}l.u:;liun
invalved "plans Tor o Nordie stidy of cireulatory Gretors i the lacial skin of Sami people ele.. willi the aid of wmethod
thist ineludes exposing the cesearch participots o adiation”, fo the vestisition of mdintion experinents o the VISA, it
wits dJSC"r‘-'i:ra::F thit somme rudimentiry mechinnsms for assessmen! ol reseitc =S such as el control, had
existed since 4 (President's Advisory Conuniitee | 990:5008 Aller Waranerna! control hod been
attempted in the USA, it was decided that all institutions niust exlahliz £ fesearch cthies lar,peer
review in order woprovede sufficient protceton ool eseareh particips ¢Ei|.| ke s i q:i,:.qal !':'ﬁ’ll'lfy/lr
for undenakimg research tat dnvolved lnmnn subjects. hy Z r\ 4
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Conclusion

As a result of this development. Sweden established loeal commitices of research etlies in all university hospitals in the
late 1960, The new clement in the revised Helsinki Declaration was its requirement for independent ethical review.
From this regquirement we con find o direct link to the way in which the regional conmmitiees of medical and health
research ethics woere ecstablished in Demmark and Norway after 1985, The commitlees were not established locally, bult
regionally, with broad imterdiseiplinery representation, including laypeople. A precursor o the regional commillecs wis
the ethics commission that hod been establishod by the Norweginn Rescarch Couneil Tor Seience and the Tumanities in
1978 10 assess ethical aspects of applications within this field, as well as the so-called Andenas committee that
deliberated guidelines and councils for professional cthies (1977).
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