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Abstract

The ethics of medical research have grown as an area of expertise and debate in recent years, with two broad approaches emerg-
ing in relation to transnational research: (1) the refinement of guidelines and strengthening of review, processes primarily to protect
the right of individual research participants and strengthen interpersonal relations at the micro-level; and (2) considering more cen-
trally, as crucial ethical concerns, the wider interests of whole populations, the functioning of research institutions, the processes of
collaboration, and the ethics of inequitable international relations. We see the two areas of debate and action as complementary, and
believe that social science conducted in and around transnational medical research environments can bring these two perspectives
together in a more ‘situated ethics’ of research. To explore this idea for medical research in Africa, we organized a conference in
December 2005 in Kilifi, Kenya. In this introduction we outline the two emerging approaches to medical ethics, summarise each of
seven papers selected from the conference for inclusion in this special issue on ethics and ethnography, and finally highlight two
areas of lively debate at the conference itself: the appropriateness and value of ethics guidelines and review boards for medical
research; and the ethical review of social science research. Together, the papers and debates point to the importance of focusing
on the ethics of relationships and on justice in both biomedicine and social science research, and on giving greater voice and
visibility to the field staff who often play a crucial and under-supported role in ‘doing ethics’ in the field. They also point to the
potential value of social science research on the range of relationships operating at different levels and time scales in medical
research, including those surrounding community engagement activities, and the role and functioning of ethics review boards.
We conclude by highlighting the ethical priority of capacity strengthening in medical research, social science and research ethics
in Africa to ensure that local and national priorities and concerns are considered at both the micro and macro levels.
© 2008 Elsevier Ltd. Open access under CC BY license.

Keywords: Research ethics; Africa; Medical research; Vulnerable populations; Human rights; Transnational research; Ethnography

Introduction shaped by institutions based in Europe and North
America and implemented together with institutions
in Latin America, Asia, Africa and Eastern Europe.

Transnational research often involves enrolling rela-

Over the past two decades, the ethics of medical re-
search have emerged as a specific area of expertise and

debate, in particular in relation to transnational research
collaborations, i.e., research that is usually funded and
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tively poor study participants in less wealthy countries
(see e.g. Benatar & Singer, 2000).

Concern with the ethics of medical science is not
new. It has been gaining momentum particularly since
the mid-20th century in response to Nazi atrocities
committed in the name of science in Germany, and
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the Tuskegee experiment where African Americans
were deliberately denied effective treatment for syphi-
lis (Brody, 1998). These crises contributed to the
medical profession publishing several ethical codes,
including the Nuremberg Code, the Declaration of
Helsinki and the Belmont Report. In recent decades
the debate has intensified and gained wide public atten-
tion as a result of rising concerns with economic ineq-
uities, with international human rights (particularly in
relation to HIV research and access to drugs) and in
response to mounting public debate about science.

Approaches to strengthening international medical
research ethics

The dominant response to emerging debates in med-
ical research ethics has been to tighten the oversight of
individual studies. Regulations and guidelines to sup-
port research ethics have been increasingly refined.
There has also been a drive to expand and strengthen
the capacity of bodies at local and national levels to ne-
gotiate and monitor studies, for example through ethics
review committees and community advisory boards
(Alberti, 2000; CIOMS, 2002; Emanuel, Wendler,
Killen, & Grady, 2004; Forster, Emanuel, & Grady,
2001; Joffe, Cook, Cleary, Clark, & Weeks, 2001;
Rothman, 2000; Weijer & Emanuel, 2000; Weijer,
Goldsand, & Emanuel, 1999). These activities reflect
a realisation that the abstract principles of existing
codes are very hard to apply in practice: history, geog-
raphy, culture, gender-relations and economic status
can have important implications for the way in which
‘universal’ ethical principles and guidelines are priori-
tised and applied in different contexts. Strengthening
local and national oversight is also based on the recog-
nition that participation of competent independent
specialist bodies in research-related decision-making,
especially in low-income settings, is a priority for
equitable transnational research collaborations.

Although many of these discussions and actions re-
late to concerns with wider global inequities in health
and wealth, this larger context is often considered out-
side the immediate remit of research ethics. The focus
instead is on the rights of individual research partici-
pants, and on strengthening interpersonal relations at
the micro-level i.e., between researchers (and research
institutions) and study communities, for example by im-
proving and expanding informed consent procedures,
and ascertaining their effectiveness in different socio-
economic and cultural settings (see for example Agre
& Rapkin, 2003; Lindegger et al., 2006; Molyneux,
Peshu, & Marsh, 2004).

There is a growing call to move medical ethics be-
yond this micro-level of individual rights and interper-
sonal relations, and beyond matters of regulation and
standardisation. The call is to consider more centrally,
as crucial ethical concerns, the wider interests of whole
populations, the functioning of research institutions, the
processes of collaboration, and the ethics of inequitable
international relations (Benatar, 1994, 2002; Benatar &
Singer, 2000; Bhutta, 2002; Costello & Zumla, 2000;
Jentsch & Pilley, 2003; Lachenal, in press; Wight,
2008). Here the emphasis is on recognising that research
is conducted in a world of wide disparities of wealth and
health, and as part of much longer term social and polit-
ical processes; and that much research within this
context involves vulnerable people but is not immedi-
ately applied for their benefit.

Potential for over-prescription in medical
research ethics

The two perspectives — the refinement of guidelines
and strengthening of review processes, and the concern
with justice in regard to wider inequities in health and
wealth — are complementary and clearly described as
such by most of their proponents. Nevertheless, there
is concern that the increasing refinement of guidelines,
and the introduction of more and more accountability
mechanisms for medical research, may inadvertently
narrow the scope of ethical reflection and depoliticise
ethical debates. For example although many guidelines
emphasise the need to adapt recommendations to local
circumstances, there is a risk of guidelines being inter-
preted and drawn upon far more narrowly than was
originally intended. The result can be detailed lists of
‘correct procedures’, similar to laboratory ‘standard
operating procedures’ (SOPs); lists and check-boxes
that potentially undermine rather than promote vigor-
ous and critical ethical debate, and that may detract
from rather than encourage the public negotiation of
the scope and aims of science (i.e., the broader ethics
of scientific knowledge).

The trend towards increasing attention to matters of
detail in research ethics, such as consent form reading
scores or standardised communicative gestures when
dealing with study subjects, parallels similar trends in
the conduct of scientific work itself. Randomised
clinical trials, for instance, and the procedural stan-
dards of the pharmaceutical industry, which have
gained importance in public health research in recent
decades, rely on specific operational rules and institu-
tional resources. Importantly, this particular form of
‘raised standards’ — i.e., strict regulation of science
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by laboratory procedures and Good Clinical Practice
(GCP) — has not always been accompanied by greater
public engagement and trust. Indeed, the public in Eu-
rope as well as Africa is often less optimistic about
than concerned with science (see e.g. Leach & Fair-
head, 2007). Particularly relevant to the African con-
text, raised procedural standards and reliance on
high-end scientific technologies imply high costs.
There is therefore a growing concentration of interna-
tionally competitive research in relatively few collabo-
rative research centres. These centres tend to be funded
by transnational charities and Northern research insti-
tutions rather than African national governments.
While such centres offer vital opportunities for scien-
tific progress and for research capacity strengthening,
they are also faced with new challenges regarding their
relations with local health systems and the public.
Thus, while the rules of doing science are defined
more and more precisely, the wider direction and pub-
lic good associated with science, arguably the core of
scientific ethics, has become less clear.

Research ethics and ethnography in ‘the field’

Our own view is that both of these areas of debate
and action — the development, review and monitoring
of adherence to ethical principles and guidelines for
medical research, and the critique of the political econ-
omy within which they are developed and applied —
are needed. The former without the latter turns
research ethics into an apolitical instrument that ob-
scures the social conditions of science and the social-
economic determinants of health. The latter without
the former provides for political discussions, but does
not avail potentially vulnerable study populations the
legal instruments (such as ethics codes) to defend their
own best interests. Any apparent opposition in the two
perspectives is particularly diminished when we move
away from global academic debates towards the every-
day practice of international medical research. We
think that engagement of social scientists in medical
research environments — both as participants and as
participant observers, and not only in field settings
but also in academic institutions, review boards, med-
ical practice and policy environments — can contribute
substantially to understanding the social, economic and
political contexts of health. Such an understanding,
as Benatar and Singer (2000) observe, is essential to
the conduct of ethical research. Social research in these
environments can help us to move closer towards a
more ‘situated ethics’ of research. A situated ethics
considers the relevance and application of ethical

principles and guidelines for different studies and con-
texts, and takes into account the realities of complex
individual, institutional and national imbalances in
power and resources. Thus, it potentially brings to-
gether the micro- and macro-level perspectives out-
lined above.

We therefore propose a broad ethnographic engage-
ment with the ethics of medical research, which applies
the tools of social anthropology and other qualitative
social science to the networks and social processes in
which transnational medical science is produced.
Such ethnographic research can take a range of forms
and can focus on different levels of scale (see, e.g.
Booth, 2004; Fairhead, Leach, & Small, 2005, 2006;
Geissler, 2005; Petryna, 2006; Turnbull, 1989). The
ethnographic approach derives insights from observa-
tion of and participation in the everyday conduct of so-
cial life — in our case of everyday scientific life — and
is searching and open-ended. Our suggestion reiterates
a point made earlier by Kleinman (1999, p. 89), who
proposed ethnography as an important remedy against
the dominance of “‘economics, decision analysis, and
legal procedures” in policy and bioethics debates.
We differ slightly from Kleinman’s proposition in sug-
gesting less emphasis on the tensions between ‘global’
and ‘local’ ethics (i.e., the cultural dimensions of local
‘moral worlds’), and focusing instead on the practical
social relations between realms and across levels of
scale. The approach is also premised upon close atten-
tion to the relations between different members of so-
cial networks (individuals, groups or institutions), and
the tools, sites and technologies that they employ. This
implies a shift away from observing defined groups or
entities — as in studies of ‘community perceptions’ or
‘cultural ethics® — and towards what happens, over
time, between these entities. Moreover, an ethno-
graphic approach to research ethics would aim to
move across very different /levels of scale, linking, for
example, the everyday life of study communities, the
historical processes of the societies and states they
live in, transnational scientific institutions, and global
flows of knowledge and resources. In our view, such
an ethnographic perspective can be useful not only to
the professional social scientist, but equally to any
other member of the scientific community who wants
to understand science and its ethics better.

The Kilifi Conference
To explore the possibilities of such an inquiry we

organised in December 2005 a one week international
conference from which the papers presented in this
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collection were selected. This conference, jointly or-
ganised by the Health Policy Unit, London School of
Hygiene and Tropical Medicine, and the KEMRI-Well-
come Trust Collaborative Research Programme in Ki-
lifi, Kenya, and hosted by the latter, brought together
a multi-disciplinary group of social scientists who
have studied the conduct of medical research in Africa
or worked in medical research sites in Africa, and spe-
cialists in ethics, medical research, human rights and
policy. The overall aim of the conference was to ex-
plore the ‘trial community’; that is the broad social net-
work that includes study participants, scientists,
research staff, funders, academics, health care pro-
viders, government representatives and members of
the public.

For this Special Issue on ‘ethics and ethnography’,
we have chosen a selection of papers that discuss the
relevance and ethical implications of social science re-
search for medical research.! The first three papers
look at the primary, field-level social relationships in-
volved in biomedical research: relationships between
communities and research teams (Geissler, Kelly, Pool,
& Imoukhuede, 2008; Gikonyo, Bejon, Marsh, & Mo-
lyneux, 2008; Marsh, Kamuya, Gikonyo, & Molyneus,
2008). The next three papers shift the focus away from
the field, and towards relations between researchers
and health policy makers and implementers at the na-
tional level (Gilson & MclIntyre, 2008; Lairumbi
et al., 2008; Theobald & Nhlema-Simwaka, 2008).
These six papers together point to the ethics of medical
research pertaining to all social relations within the
network of the ‘trial community’, and not merely to
the researcher—research participant interface. They re-
veal also the great need for more detailed, ethnograph-
ically inspired scrutiny of the more ‘detached’ levels of
research; namely, research collaboration, review and
regulation, and links to government bodies and policy
and health system actors. Our collection is completed
by a paper that reflects on issues related to the ethics
of social science research itself. Nyambedha takes
his own experiences as an anthropologist studying the
impact of AIDS in Western Kenya as a starting point
(Nyambedha, 2008). He reflects on the particular ethi-
cal challenges of the ethnographer’s position, focusing
on consent, feedback, and expectations. This paper links
to points raised in Theobald and Nhlema-Simwaka
regarding the ethical review of health related social

! Another paper from the conference has been published separately
(Wight, 2008), and a further collection is currently being prepared for
publication in an edited book (Geissler & Molyneux, in preparation).

sciences in Africa, highlighting institutional challenges
and needs.

Working in the field: Researchers and study
participants

The first set of papers is based on a perception that
current guidelines for carrying out internationally
funded biomedical research in economically deprived
settings have been informed by relatively little good
quality empirical research. Ethics debates tend to be
dominated by the views of scientists and advocates
from high-income settings, or by professionals from
low-income countries who have had little opportunity
to engage in the actual conduct of studies. The percep-
tions and priorities of the diverse communities who are
the subjects of research, of the local researchers and re-
search assistants who are primarily responsible for im-
plementing ‘ethically appropriate’ practices, and of the
health workers, managers and policy makers who are
so often expected to put research findings into practice,
are therefore rarely heard.

Gikonyo et al.’s and Geissler et al.’s papers draw on
qualitative data from a range of actors involved at the
field-site level in malaria vaccine trials in Kenya and
Gambia, respectively (Geissler et al., 2008; Gikonyo
et al., 2008). The two papers include similar findings.
Firstly, it is clear that all biomedical research is inevita-
bly a social endeavour, with research ethics being influ-
enced by shifting social relationships between the range
of individuals and communities involved. Fieldworkers
who are based in ‘the field” face significant challenges
in mediating between the very different priorities and
concerns of well resourced research institutions and
low-income communities. In the process, they do not
simply neutrally observe and adhere to formal exter-
nally derived ethical rules, but instead play a vital,
creative, and under-recognised role in research and
ethics practice. Such interactions have both positive
and negative implications for community members
and researchers. Second, the social relationships
between actors — and perceptions of and participation
in studies — are based on and are continually tested
by context specific concerns and interests. These
concerns and interests can be difficult to predict, and
extend well beyond the timescale and reach of single
research activities. Giyonko et al. and Geissler et al.
conclude that while formal ethical guidelines play an
important role in regulating research practice, implicit
day-to-day social relations and engagements between
people are fundamental to the research process
(see, for similar observations, Meinert, in preparation;
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Whyte Kaharuza, & Whyte, in press). Gikonyo et al. ar-
gue for greater attention to these social relations at
a time of increasingly ambitious and stringent formal
ethical standards in bioethics (Gikonyo et al., 2008).
Geissler et al. concur with this viewpoint, but warn
that efforts to establish ‘good relations’ should not be
considered a panacea to the ethical and political
dilemmas of transnational collaborative research
(Geissler et al., 2008). They argue that in the face of
the global political and economic inequality, and given
the relative weakness of the conventional representative
institutions in many economically deprived countries,
new public accountability and institutional spaces are
also needed. These spaces can help arbitrate the differ-
ent interests of individuals and groups involved in trans-
national medical research, and contribute to a more
equitable and democratic medical science.

Marsh et al. (2008) (see also Starling, Kamuya,
Gikonyo, Molyneux, & Marsh, 2007) could be seen to
respond to the last point raised by Geissler et al.: the
need to establish some form of democratic representa-
tion of study communities in relation to research insti-
tutions (Marsh et al., 2008). They outline the process
of involving a wide range of individuals and groups in
the development and implementation of a community
engagement strategy aimed at improving mutual under-
standing between community members and researchers
in a large multi-disciplinary research programme on the
Kenyan Coast. In so doing the authors contribute to the
growing interest in community engagement in biomed-
ical research, for which there is relatively little pub-
lished experience. Overall, the strategy involves new
and diverse opportunities for regular dialogue and inter-
action, and for partnership building between actors.
These discussions and interactions appear to be having
an impact not only on information-giving and associ-
ated materials, but also — and possibly more impor-
tantly — on institutional policy and practice.
Examples of the latter include new induction, training
and support requirements for all staff, including field
workers, reconsidering approaches to and levels of
benefit sharing between the research institute, the
Ministry of Health and community members (partici-
pants and non-participants), and rethinking employ-
ment strategies. The authors also highlight a series
of emerging issues and challenges ranging from the
complexity of defining ‘the community’ or ‘communi-
ties” involved, the nature of representation (who is
represented by whom), the resources and flexibility
required to be adequately responsive to concerns and
issues raised, and shifting power imbalances between
the research centre and other local communities. These

challenges point to the need for ethnographic research
around community engagement processes and owner-
ship of research, in order to feed into ethics debates
at both the micro, interpersonal level, and the wider
institutional level.

Shaping policy: Researchers and the health system

Lairumbi et al. (2008), Theobald and Nhlema-
Simwaka (2008), and Gilson and Mclntyre (2008)
move a step away from the material encounters in
the field and towards relationships and collaborations
between researchers and other health actors at the
regional and national level. Each of these papers is
concerned with the widely advocated imperative for
health research to generate local social value through
producing knowledge for generalised health improve-
ments, and contributes to the literature around the chal-
lenges and strategies for achieving this. In so doing
they are also contributing to debates around what hap-
pens at the end of research, when the immediate mate-
rial benefits that research work usually brings to the
study communities come to an end, and research
results with potential health policy and practice rele-
vance are produced.

Drawing on exploratory in-depth interviews in
Kenya with policy makers, researchers, policy imple-
menters and representatives of organisations funding
health reforms, Lairumbi et al. (2008) provide addi-
tional evidence of the significant and well recognised
gaps in the research to policy to practice pathway, par-
ticularly for biomedical/clinical research and for na-
tional research institutions. They highlight the
considerable power of the global health and research
agenda to inhibit the development of a more varied
or context specific local agenda; a problem exacerbated
by the weakness of local health information systems,
lack of local funds to support research and weak com-
munication between policy makers and researchers,
and between researchers/policy makers and those deliv-
ering health care. They also report that dissemination of
findings relies heavily on traditional means — such
as publication in international academic journals —
that are not accessible to many local stakeholders.
They point to the need for a more interactive model
of information sharing between all levels of actors as
opposed to the more frequently cited linear paradigm
of research to policy to practice. The paper illustrates
the centrality of power relations in every stage of the re-
search process — from concept to practical application
of the findings — and the importance of recognising
these differentials in research practice. The authors
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also call for efforts to transform the inequitable rela-
tions surrounding research, through, for example,
greater resources for and autonomy of local institutions
over research agendas, and investment to support the
mechanisms and structures to coordinate appropriate
collaborative research processes. Beyond these recom-
mendations, Lairumbi et al.’s paper also draws our at-
tention to changing relationships between research,
medicine and government. Conventional linear models
of research to policy were developed when most re-
search was funded by governments, and when govern-
ment was the principal health care provider to its
citizens. In the current age of parastatal research insti-
tutes and transnational science, and of bilateral and
‘big charity’ interventions in health care that often
dwarf the health budgets of Southern nations, the direct
link between science and politics and government has
been weakened. This changed relation between medical
science and the state emerges as an important, also eth-
ical, concern deserving further historical and ethno-
graphic study.

Theobald and Nhlema-Simwaka (2008) and Gilson
and Mclntyre (2008) contribute to these debates and
to practical ideas and responses through their own ex-
periences of working at the research/policy/practice in-
terface in Malawi and South Africa, respectively.
Gilson and Mclntyre’s paper serves as an important re-
minder of the complex ways and timeframes over
which different types of research can influence policy
and practice, and thereby achieve local social value.
The authors highlight that while there is a tendency
to judge the instrumental use of research as the acid
test of policy impact (i.e., generating changes in behav-
iour and practice that may solve particular problems),
the complexity of policy processes means that much
research has a far longer term and more indirect influ-
ence over policy. In discussing the policy impact of
a collaborative study carried out by the two local health
policy and systems research institutions that they work
for, Gilson and McIntyre highlight a series of inter-re-
lated factors influencing if and how research is ‘taken
up’, including the policy issue, the political context,
the credibility of the research and researchers involved,
the dissemination of findings, and how networked with
knowledge users and other researchers the individuals
and institutions are. In so doing the authors provide
a useful framework and set of practical suggestions
for others to consider in strengthening and evaluating
the benefits that accrue from research. Gilson and
Mclntyre also hint at the difficulty of achieving policy
and practice impact by individuals and institutions ex-
ternal to national health policy and practice, and at the

fundamental importance of ‘outsiders’ to the systems
and country having strong collaborative partnerships
with local and established individuals, institutions
and structures (Gilson & Mclntyre, 2008).

Theobald and Nhlema-Simwaka’s paper, in synthe-
sising the opportunities and challenges they have en-
countered in promoting the use of applied social
research on TB and HIV in Malawi, also illustrates
the complexity at the research—policy—practice inter-
face (Theobald & Nhlema-Simwaka, 2008). As do
Gilson and Mclntyre, they highlight the need for being
involved in the medium and long term in local institu-
tions and structures which bring together the relevant
stakeholders. This facilitates the development of par-
ticipatory interactions with policy makers, practitioners
and community members, and enables promotion and
advocacy for applied social science and the uptake
of findings with potentially important public health
impacts. Specific opportunities and challenges they
highlight for qualitative research in HIV/TB are, on
the one hand, the clear need for qualitative methodol-
ogies to understand and respond to the multiple bar-
riers that poor women and men face in accessing
services, and on the other hand widespread concerns
locally and globally about the validity and generalis-
ability of qualitative methods and data. A related con-
cern is the significant capacity constraints in the social
sciences within the country and region. In line with
Wight (2008), Theobald and Nhlema-Simwaka high-
light that individualistic models of consultancy —
where individuals are contracted out for short-term,
well paid contracts — can serve to undermine rather
than strengthen social science research capacity;
and that this tendency is exacerbated by challenges
around ownership of the products of consultancy
and challenges in publication and dissemination of
findings.

In exploring relationships around the research to
policy to practice interface, all three papers illustrate
the challenges posed by applying the ethical principles
of local social value and of respect to persons and com-
munities, in contexts of national and global disparities,
and of the importance of developing institutional set-
ups and relationships that contribute to transformation
of these inequities. The differences between the South
African and the Kenyan situation — for example in
terms of the relative power of government institutions
and of national scientific institutions — are noteworthy.
Nevertheless, the similarities of the authors’ observa-
tions and concerns with the determination of research
agendas by outside institutions, and the insufficient in-
tegration into national health agendas, underline the



S. Molyneux, P.W. Geissler | Social Science & Medicine 67 (2008) 685—695 691

need for intensified South—South exchanges and col-
laboration on these issues.

Ethics of ethnography? The regulation of health-
related social science research

Hoeyer, Dahlager, and Lynoe (2005) have pointed
out that there tend to be less elaborate requirements
and codification of research practices in the social
sciences than in biomedicine. Instead, in the social
sciences there is generally greater awareness of and
attention to changing and conflicting interpersonal
relationships, and greater concern with justice and the
political implications of the research endeavour (see
also e.g. American Athropological Association guide-
lines, 1998). Interest in relationships in the social
sciences, and in the power imbalances inherent in these
relations, is reflected in the issues and foci of the
papers already presented, and illustrates the potential
role for social scientists in contributing to the debates
around the micro- and macro-level ethical issues
surrounding biomedical research. However, the en-
gagement of social scientists with the ethics of research
practices of other academic disciplines also invites re-
flection about the ethical issues raised by carrying out
such social science studies themselves.

The papers by Gilson and Mclntyre (2008) and
Theobald and Nhlema-Simwaka (2008) begin to do
this for health policy and systems research and for
applied social research respectively. Their papers
illustrate the important implications that the physical
and socio-political location of social scientists has in
developing research ideas, over the course of conduct-
ing research, and on the impact research has on policy
and practice. These papers also suggest that regardless
of the aim and type of study, social science findings
relevant for public health may need strong and often
informal networks between knowledge users and other
researchers, and ‘strategic framing’ (careful wording
depending on targeted audience), to have a chance of
impact.

Nyambedha’s paper brings us back to the field, this
time with reflections on the ethical dilemmas faced in
social science research on AIDS and orphanhood in
Western Kenya (Nyambedha, 2008). His moving
description is a reminder of the context of extreme vul-
nerability within which many of us work, and the im-
pact we have on social relationships despite extended
ethnographic work, efforts to carefully explain the
study and feed back the findings locally, and the ab-
sence of biomedical interventions. Nyambedha’s daily
experiences in the community suggest that many of the

ethical principles and guidelines developed for bio-
medical research can also be relevant for social science
research. Clearly, for much health-related social sci-
ence research there is a need to carefully consider at
the outset — and to continuously monitor and (re)con-
sider throughout the research through community en-
gagement — the risks and benefits of studies to
communities and societies, and how these balance
against recognised benefits to researchers themselves
(i.e., salaries, publications, international travel, expo-
sure and reputation). More fundamentally, his frank
and open discussion of significantly raised expecta-
tions of individual and community level benefits as
a result of being involved in his research, despite re-
peated efforts to explain his position, illustrate the
profound challenge of doing any kind of basic research
in a situation of gross poverty and suffering. It also
makes very clear the personal ethical challenge of con-
ducting scientific work in poor, vulnerable populations.
This challenge cannot be resolved by ethics guidelines
alone, but also requires personal moral reflexiveness
and integrity.

These ethical challenges of social science research
are worthy of deliberation; and arguably differ in im-
portant ways from those facing clinical researchers.
The appropriateness of social science studies being
subject to similar ethical review processes as biomed-
ical studies, and often by committees more familiar
with the former, was a source of lively and valuable
debate at the conference (discussed in more detail
below).

Theobald and Nhlema-Simwaka (2008) argue that
there is a need to explore and document practical
ways to build capacity and to support and mentor
Research Ethics Committee (REC) members to review
and appraise social science protocols (a similar point
was discussed in depth by Wassenaar & Corbella 2005;
see Wassenaar 2006). They see this as essential in
order to move towards a situation where RECs can act
as a catalyst and support structure for quality and
ethically sound social science research rather than as
an impediment. They suggest two complementary
strategies: advocating for social scientists to sit on
RECs, and supportive capacity strengthening for
REC members on how to assess quality in qualitative
research protocols. Regarding the development of
checklists and guidelines for the review of qualitative
research, they emphasise that ‘there is a need to be
critical and creative in application, because qualitative
research comes in many different shapes and sizes, and
has different theoretical roots’ (Theobald & Nhlema-
Simwaka, 2008).
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Emerging issues from the papers and wider
conference

Empirical studies regarding the ethics of biomedical
research have to date focused on participant views and
understandings of biomedical research, factors influ-
encing these, and on the gossip, scandals and public
scares that are so often reported around research (Fair-
head et al., 2005, 2006; Geissler & Pool, 2006; Moly-
neux et al., 2004; Molyneux, Peshu, & Marsh, 2005;
Molyneux, Wassenaar, Peshu, & Marsh, 2005; Singh
& Mills 2005; Tindana, Kass, & Akweongo, 2006).
These issues remain a critical area of study and are of-
ten featured in the papers presented here. However in
this collection we have also tried to move beyond these
foci and to consider instead the dynamic relationships
between the various actors involved in research activi-
ties at different levels; relationships that are both im-
pacted on and influence the science and ethics of
biomedical research. These are embedded in a wider
context of socio-political global inequities. We see
that there are important ethical dilemmas and chal-
lenges faced by all researchers in contexts of immense
poverty and struggling, and that the generally stronger
focus on the ethics of relationships and on justice in the
social sciences is highly relevant also to biomedicine.

An emerging issue from the papers in this Special Is-
sue (and from the wider conference) is that in consider-
ing key relationships in research, and issues of justice,
field staff need to be given greater visibility and voice.
Many play a crucial and often under-recognised and un-
der-supported role in ‘doing ethics’ in the field, with im-
portant implications for the success and quality of the
science itself. This suggests that field staff should not
only be considered as the subjects of future research,
but also that they need to be taken more seriously as col-
laborators and partners in research endeavours. This ap-
proach will require careful thinking around appropriate
training activities and career paths for these vital staff.

What we cannot adequately convey in this collection
of papers is some of the rich discussion and debate that
took place at the meeting itself in Kilifi, and the insights
of other ethnographers, historians, and ethicists. These
participants’ papers and some of the debates are pre-
sented elsewhere (Geissler & Molyneux, in preparation;
Wight, 2008). Papers include discussion of the role so-
cial science reflection can play in understanding the na-
ture and trajectory of science itself (including the
contemporary dominance of the randomised controlled
trial and of ““evidence” based medicine), and the way in
which history, and the memories of historical engage-
ments with medical research, continue to shape health

research in Africa today. At the conference, there was
also lively debate on the relevance and appropriateness
of biomedical research ethics, as expressed through eth-
ical guidelines and review boards, particularly if trans-
ferred from biomedical to social science research.

Debates around ethics guidelines and review
boards for medical research

As noted in the introduction, ethics guidelines and
independent review boards have been developed and
refined in an effort to minimise the potential of human
rights abuses in science, and to tackle global inequities
in research-related wealth and power. One critique of
these developments is that, rather than fostering genu-
inely ethical research, there is a risk that detailed rules
and requirements may prevent ethical thinking; that
they risk relinquishing the ethical impulse between
the researcher and the researched. In other words, bu-
reaucratic rules potentially replace responsible prac-
tice. Another argument is that rules and regulations
may enable researchers, funders and institutions to
side-step the more fundamental ethical issues of the
politics of poverty and inequity, which should be at
the core of the public health agenda.

A counter-argument to concerns about the overly bu-
reaucratic application of rules is that well-functioning
ethics review boards should not be blindly applying prin-
ciples and guidelines but should rather be drawing on
them in a scholarly, skilful way to ensure a balanced ap-
proach in considering each study. In so doing RECs
should contribute to ethical awareness of all researchers,
promote good quality research with short- or long-term
local benefit, and avoid research that will exploit vulner-
able individuals and communities. A counter-argument
to concerns that the politics of poverty are side-stepped
by guidelines and review boards is that ethics review
committees should be part of local and national endeav-
ours to challenge global inequities; in particular the im-
position of inappropriate external research agendas.
Furthermore, it is argued that if there are shortcomings
regarding the institutional and individual capacity of
REC:s, then these limitations should be overcome rather
than used as an argument for their irrelevance or inappro-
priateness. A concern regarding increasing the capacity
of local REC:s is that much, but not all, of the training in
resource poor countries is short-term and donor-driven,
with inadequate opportunity to consider application in
diverse contexts. Rather than fostering critical local
ethics scholarship, such training may therefore reinforce
rather than transform current global disparities (see
Ulrich, in press).
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Clearly further arguments can be and were made at
the conference on both sides of the debate. Ethnographic
work on RECs — their linkages and relationships with
other actors in trial communities, the challenges they
face, and the successes and challenges around efforts
to overcome these — could contribute usefully to such
debates for different types of biomedical research in fu-
ture. Moreover, these debates underline that the concept
of research ethics or bioethics, its historical emergence
and transformations, and the workings of regulatory
frameworks, review boards and concrete ethics proce-
dures, ought not to be taken for granted; rather than being
self-evident, they constitute an important subject of
ethnographic and historical research.

Debates around ethical review of social science
research

With regard specifically to the ethical review of so-
cial science research, debates at the conference high-
lighted the broad spectrum of research traditions and
disciplines included under °‘social science’. Social
scientists’ epistemological bases, and the types of
research they are involved in (basic or applied), can
have a significant influence on their perceptions of
the relevance or adequacy of biomedical ethical frame-
works for their studies, and of the formal ethical review
process increasingly applied to health-related research
in Africa. A particular concern among many partici-
pants was that the aims and outcomes of some anthro-
pological studies and historical research differ from
those of medical science, and that although such
work obviously requires careful and continuous ethical
reflection, current guidelines and review bodies are in-
adequately equipped to check and monitor these in
many cases. For example, while scientists conducting
medical trials know what they want to prove or learn
about from the outset, and by which methods they
will achieve that goal, some anthropological enquiries
enter the field with little more than a main, often the-
oretically orientated, question. They may not know
the answers they are looking for, who exactly the infor-
mants are that will provide these answers, or under
which conditions.

Another debate was around expected outputs; while
some social scientists working in health research insti-
tutions have a mandate to contribute more or less di-
rectly to interventions that promote improved health,
others — in particular academics in conventional uni-
versity departments — are under no such professional
obligation (although they might be personally commit-
ted to progressive aims including public health). They

are under pressure instead to contribute to the advance-
ment of their discipline in terms of theoretical debates
and publication in respected journals. Moreover, many
social scientists see their main role as critical analysts
of social processes (including scientific and health pol-
icy processes) rather than as ‘social engineers’. They
fear that a direct bond of social inquiry to societal in-
terventions and outcomes — such as, for example, by
meeting predetermined ‘social value’ criteria — could
curtail the academic freedom that the humanities
(like any other science) require to make a critical con-
tribution to social progress. With regard to ethics reg-
ulations and institutional review systems, many social
scientists fear that these might impose social values
and orders upon them, which, in their view, should in-
stead be the objects of their critical scrutiny.

A concern raised in response to these arguments
was that these standpoints should be vigorously inter-
rogated to ensure that they are not mere expressions
of academic convenience or complacency, or attempts
to avoid independent ethical scrutiny and debate alto-
gether. Debates about if and how all social science re-
search should be independently scrutinised, and
whether all social science involving interactions with
people should adhere to the same rules as medical re-
search with human participants, remained unresolved
during our conference. They require further reflection
in the context of the recent expansion of research ethics
in medicine and beyond, and at a time when transna-
tional social science research is increasingly funded
by health-related grants and conducted in relation to
health and other policy orientated programmes.

Support for capacity strengthening in science
and ethics

While current mechanisms for ethical scrutiny of
health-related research provoked controversial debates,
there was widespread agreement among the participants
at the conference around the fundamental importance of
strengthening individual and institutional academic ca-
pacity within Africa and the profoundly ethical nature
of this requirement. Only if institutional and personal
collaborations in transnational research are equal and
fair, the participants agreed, can ethically sound and
democratic collaboration occur, and only if relations be-
tween (social and natural) scientists in medical research
are balanced in terms of knowledge, interest and power,
can a genuine partnership between researchers and study
populations, and scientific bodies and society become
reality. Clearly this research capacity strengthening is
a priority not only for medical science, but also for the
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social sciences and for health research ethics. Together
with ensuring that health research ultimately leads to
health improvements, strengthening regional capacity
to drive the health research agenda, and to develop lo-
cally appropriate review systems, should in the future
ensure that local and national priorities and concerns at
both the micro and macro levels are considered in the
settings where research is conducted.

Many of the papers presented in this collection offer
insights into the ethical complexities and challenges
around carrying out biomedical and social science re-
search in low-income settings. Several offer ideas around
how to strengthen research ethics, including around im-
proving capacity strengthening in the social sciences
and in research ethics. Most papers are exploratory stud-
ies, reflections and opinion pieces, suggesting further
research and thinking rather than concrete conclusions.
However, we believe that, together with the wider confer-
ence debates and papers, they illustrate the potential of the
social sciences to contribute to the evidence base and
discussions around health research ethics. We hope that
the collection will encourage a growing body of work
and discussion, ideally driven by individuals and institu-
tions from the region, that focuses both on the relevance
and application of ethical principles and guidelines for
different studies and contexts, and the complex individ-
ual, institutional and national imbalances in power and
resources within which all research is conducted.

Acknowledgements

The conference from which the papers to this Spe-
cial Issue are drawn was funded by the Wellcome Trust
Bioethics Programme (Grant Number 076056), and
organised jointly by the Kenyan Medical Research
Institute (KEMRI)-Wellcome Trust Collaborative Pro-
gramme and the London School of Hygiene and
Tropical Medicine. We would like to thank the admin-
istrator of the London School Research Group on An-
thropology of African Biosciences, Linda Amarfio, for
organising the conference and the Directors of the
KEMRI-Wellcome Trust Collaborative Research Pro-
gramme for their support.

References

Agre, P., & Rapkin, B. (2003). Improving informed consent: a compar-
ison of four consent tools. Internal Revenue Bulletin, 25(6), 1—7.

Alberti, K. G. (2000). Multicentre research ethics committees: has
the cure been worse than the disease? No, but idiosyncracies
and obstructions to good research must be removed. editorial.
British Medical Journal, 320(7243), 1157—1158.

American Anthropological Association (AAA). Code of ethics of the
American Anthropological Association. <http://www.aaanet.org/
committees/ethics/ethcode.htm>.

Benatar, R. S. (1994). Imperialism, research ethics and global health.
Journal of Medical Health, 24, 221—222.

Benatar, S., & Singer, P. (2000). A new look at international research
ethics. British Medical Journal, 321, 824—826.

Benatar, S. R. (2002). Reflections and recommendations on research
ethics in developing countries. Social Science & Medicine, 54(7),
1131—1141.

Bhutta, Z. (2002). Ethics in international health research: a perspec-
tive from the developing world. Bulletin of the World Health Or-
ganisation, 80(2), 114—120.

Booth, K. (2004). Local women, global science. Fighting AIDS in
Kenya. Bloomington: Indiana University Press.

Brody, B. (1998). The ethics of biomedical research: an international
perspective. Oxford: Oxford University Press.

CIOMS. (2002). International ethical guidelines for biomedical re-
search involving human subjects. Council for International Orga-
nisations of Medical Science.

Costello, A., & Zumla, A. (2000). Moving to research partnerships
in developing countries. British Medical Journal, 321(7264),
827—829.

Emanuel, E. J., Wendler, D., Killen, J., & Grady, C. (2004). What
makes clinical research in developing countries ethical? The
benchmarks of ethical research. Journal of Infectious Disease,
189(5), 930—937.

Fairhead, J., Leach, M., & Small, M. (2005). Public engagement with
science? Local understandings of a vaccine trial in the Gambia.
Journal of Biosocial Sciences, 38(1), 103—116.

Fairhead, J., Leach, M., & Small, M. (2006). Where techno-science
meets poverty: medical research and the economy of blood in
The Gambia, West Africa. Social Sciences & Medicine, 63(4),
1109—1120.

Forster, H. P., Emanuel, E., & Grady, C. (2001). The 2000 revision of
the Declaration of Helsinki: a step forward or more confusion?
Lancet, 358(9291), 1449—1453.

Geissler, P. W. (2005). Kachinja are coming: encounters around a med-
ical research project in a Kenyan village. Africa, 75(2), 173—202.

Geissler, P. W., Kelly, A., Pool, R., & Imoukhuede, B. (2008). ‘He
is now like a brother, I can even give him some blood” —
relational ethics and material exchanges in a malaria vaccine
‘trial community’ in The Gambia. Social Science & Medicine,
67(5), 696—707.

Geissler, P. W., & Molyneux, C. (Eds.). Evidence and ethics —
anthropological perspectives on transnational medical research
in Africa. Oxford: Berghahn, in preparation.

Geissler, P. W., & Pool, R. (2006). Editorial: popular concerns about
medical research projects in Sub-Saharan Africa — a critical
voice in debates about medical research ethics. Tropical Medicine
and International Health, 11(7), 975—982.

Gikonyo, C., Bejon, P., Marsh, V., & Molyneux, C. S. (2008). Taking
social relationships seriously: lessons learned from the informed
consent practices of a vaccine trial on the Kenyan Coast. Social
Science & Medicine, 67(5), 708—720.

Gilson, L., & Mclntyre, D. (2008). The Interface between research
and policy: experience from South Africa. Social Science & Med-
icine, 67(5), 748—1759.

Hoeyer, K., Dahlager, L., & Lynoe, N. (2005). Conflicting notions of
research ethics. The mutually challenging traditions of social sci-
entists and medical researchers. Social Science & Medicine,
61(8), 1741—1749.


http://www.aaanet.org/committees/ethics/ethcode.htm
http://www.aaanet.org/committees/ethics/ethcode.htm

S. Molyneux, P.W. Geissler | Social Science & Medicine 67 (2008) 685—695 695

Jentsch, B., & Pilley, C. (2003). Research relationships between the
South and the North: Cinderella and the ugly sisters? Social Sci-
ence & Medicine, 57(10), 1957—1967.

Joffe, S., Cook, E. E, Cleary, P. D, Clark, J. W., & Weeks, J. C.
(2001). Quality of informed consent: a new measure of under-
standing among research subjects. Journal of the National Cancer
Institute, 93(2), 139—147.

Kleinman, A. (1999). Moral experience and ethical reflection: can
ethnography reconcile them? A quandary for ‘the new bioethics’.
Daedalus, 128(4), 69—97, [Special issue: bioethics and beyond].

Lachenal, G. Franco-African familiarities. A history of the Pasteur
Institute of Cameroun, 1945—2000. Hospitals beyond the West:
from Western Medicine to Global Medicine (provisional title)
M. Harrison, & B. Whitty (Eds.), in press.

Lairumbi, G. M., Molyneux, C. S., Snow, R. W., Marsh, K,
Peshu, N., & English, M. (2008). Promoting the social value of
research in Kenya: examining the practical aspects of collabora-
tive partnership using an ethical framework. Social Sciences &
Medicine, 67(5), 734—747.

Leach, M., & Fairhead, J. (2007). Vaccine anxieties: global science,
child health and society. In: Science in Society Series. London:
Earthscan.

Lindegger, G., Milford, C., Slack, C., Quayle, M., Xaba, X., &
Vardas, E. (2006). Beyond the checklist: assessing understanding
for HIV vaccine trial participation in South Africa. Journal of Ac-
quired Immune Deficiency Syndrome, 43(5), 560—566.

Marsh, V., Kamuya, D., Gikonyo, C., & Molyneux, C. S. (2008). Be-
ginning community engagement at a busy biomedical research
programme: experiences from KEMRI CGMRC-Wellcome Trust
Research Programme, Kilifi. Social Science & Medicine, 67(5),
721-733.

Meinert, L. Cutting new networks: kin relations and research rela-
tions in an ARV study in Eastern Uganda. In: P. W. Geissler
(Ed.). Changing states of science: medical research, government
and citizenship in contemporary Africa, in preparation.

Molyneux, C. S., Peshu, N., & Marsh, K. (2004). Understanding of
informed consent in a low-income setting: three case studies
from the Kenyan Coast. Social Science & Medicine, 59(12),
2547-2559.

Molyneux, C. S., Peshu, N., & Marsh, K. (2005). Trust and informed
consent: insights from community members on the Kenyan coast.
Social Science & Medicine, 61(7), 1463—1473.

Molyneux, C. S., Wassenaar, D. R., Peshu, N., & Marsh, K. (2005).
‘Even if they ask you to stand by a tree all day, you will have to
do it (laughter).!”: community voices on the notion and practice
of informed consent for biomedical research in developing coun-
tries. Social Science & Medicine, 61(2), 443—454.

Nyambedha, E. O. (2008). Ethical dilemmas of social science
research on AIDS and orphanhood in Western Kenya. Social
Science & Medicine, 67(5), 771-=779.

Petryna, A. (2006). Globalising human subjects research. In
A. Petryna, A. Lakoff, & A. Kleinman (Eds.), Global pharmaceu-
ticals: ethics, markets, practices (pp. 33—60). Durham: Duke
University Press.

Rothman, K. J. (2000). Declaration of Helsinki should be strength-
ened. British Medical Journal, 321(7258), 442—445.

Singh, J. A., & Mills, E. J. (2005). The abandoned trials of preexpo-
sure prophylaxis for HIV: what went wrong? Plos Medicine, Sep-
tember 2(9), e234.

Starling, B., Kamuya, D., Gikonyo, C., Molyneux, C. S., & Marsh, V.
(2007). Utafiti in coastal Kenya. Science and Public Affairs 10—11.

Theobald, S., & Nhlema-Simwaka, B. (2008). The research, policy
and practice interface: reflections on using applied social research
to promote equity in health in Malawi. Social Science &
Medicine, 67(5), 760—770.

Tindana, P. O., Kass, N., & Akweongo, P. (2006). The informed con-
sent process in a rural African setting: a case study of the Kas-
sena-Nankana district of Northern Ghana. Internal Revenue
Bulletin, 28(3), 1—6.

Turnbull, D. (1989). The push for a malaria vaccine. Social Studies of
Science, 19(2), 283—300.

Ulrich, G. Elucidating ethics in practice — four main themes. In P.W.
Geissler, & C. Molyneux (Eds.). Evidence and ethics: anthropo-
logical perspectives on transnational medical research in Africa.
Oxford: Berghahn, in press

Wassenaar, D. R. (2006). Ethical issues in social science research. In
M. Terre Blanch, K. Durrheim, & M. Painter (Eds.), Research in
practice, (2nd Ed.). (pp. 60—79). Cape Town: Jutus.

Wassenaar, D. R., & Corbella, N. (2005). Ethical issues in social sci-
ence research. Paper presented at the Kilifi Conference, December.

Weijer, C., & Emanuel, E. J. (2000). Ethics. Protecting communities
in biomedical research. Science, 289(5482), 1142—1144.

Weijer, C., Goldsand, G., & Emanuel, E. J. (1999). Protecting com-
munities in research: current guidelines and limits of extrapola-
tion. Nature Genetics, 23(3), 275—280.

Whyte, S. R., Kaharuza, F., & Whyte, M. A. Writing knowledge and
acknowledgement: possibilities in medical research. In: Giessler,
& Molyneux (Eds.), Evidence and ethics — anthropological per-
spectives on transnational medical research in Africa. Oxford:
Berghahn, in press.

Wight, D. (2008). ‘Most of our scientists are not institution based.
They are there for hire’. Research consultancies and social sci-
ence capacity for health research in East Africa. Social Science
& Medicine, 86, 110—116.



	Ethics and the ethnography of medical research in Africa
	Introduction
	Approaches to strengthening international medical research ethics
	Potential for over-prescription in medical research ethics
	Research ethics and ethnography in ‘the field’
	The Kilifi Conference
	Working in the field: Researchers and study participants
	Shaping policy: Researchers and the health system
	Ethics of ethnography? The regulation of health-related social science research
	Emerging issues from the papers and wider conference
	Debates around ethics guidelines and review boards for medical research
	Debates around ethical review of social science research
	Support for capacity strengthening in science and ethics
	Acknowledgements
	References


